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Unit 10: Setting Up HIV/AIDS Treatment, Care and Support Programs
Introduction

Congratulations for coming this far and welcome to the tenth unit in our course on Integrated HIV/AIDS.  In the last unit we looked at prevention of HIV.  Given that HIV has no cure, am sure you agree that prevention is better than cure.  In this Unit we shall review the scope of comprehensive care for people living with HIV/AIDS and examine support services for them.   
The purpose of HIV/AIDS treatment, care and support programmes are to:
· assure equitable access to diagnosis, medical care, pharmaceuticals and supportive services;
· reduce morbidity and mortality from HIV/AIDS complications;
· promote prevention opportunities within care and support service delivery;
· improve the quality of life of both adults and children living with HIV/AIDS and their families

As you can see, the content of this unit actually builds on and reinforces the knowledge you have gained so far in previous units.  So we believe you will find the topics interesting and informative.  

As usual, this Unit is divided into three sections.  The first section will discuss comprehensive HIV/AIDS care; the second section will look at legal and ethical issues in HIV/AIDS; and the third section will explore issues of stigma and discrimination and how we can intervene.

Unit Objectives

By the end of this unit you should be able to:

· Describe the components of comprehensive HIV care;

· Discuss  the HIV/AIDS continuum of care;

· Discuss  the principles of chronic disease management;

· Describe the rights and privileges of HIV infected persons;

· Identify features of HIV that raise legal/ethical issues.

Section 1: Comprehensive HIV/AIDS Care

Introduction

Welcome to the first section on comprehensive HIV/AIDS care. The aim of this section is to introduce you to the comprehensive care of people living with HIV/AIDS.  As you well know,  HIV infection causes prolonged illness, involving not just the patient, but also with significant implications the family and community to which the patient belongs. Furthermore, the nature of HIV care demands an ongoing relationship between the patient and the healthcare worker or health facility providing the care. Most importantly, the needs of the HIV-infected persons, together with their families are complex, and cannot all be provided by one person or group of people. There are also complicating factors such as stigma, fear, neglect, scarcity of food and impoverishment. Networking is therefore important across the continuum of care from the family and community to the health facility. 
Section Objectives

By the end of this unit you should be able to:

· Define comprehensive care;

· Outline the needs of person living with HIV/AIDS;
· Discuss the components of comprehensive HIV/AIDS care ;
· Discuss principles of good chronic care;
What is Comprehensive HIV/AIDS Care

Comprehensive HIV/AIDS care refers to the sum total of care provided to a patient and his/her family with the intension of meeting all the needs of the patient, including physical, emotional, social and spiritual needs.   Before you read on do the following activity.  
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ACTIVITY
List down some of the needs of a HIV infected person.

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




 Now read through the section below and see if your ideas are included.

The needs of a HIV infected person can be categorized as follows:

· Physical needs: which include medical, nursing and nutritional needs

· Emotional needs which require counselling;
· Spiritual needs;

· Social needs.

Components of Comprehensive Care

The components of comprehensive care are categorised according to the needs we have just enumerated.  The following table outlines the various components and their objectives or activities.

Table 10.1:  Components of Comprehensive Care

	Need
	Component 
	Objectives/Activities



	Physical
	Medical


	· Diagnosis of HIV (clinical evaluation and laboratory testing)

· Treatment and prevention of OIs

· Symptomatic management to relieve pain and suffering

· Provision of ART

· Prevention of HIV transmission

	
	Nursing
	· Administration of prescribed medication and promotion of adherence to medication

· Developing nursing plans to ensure continuity of care

· Attending to personal needs and promoting the dignity of the patient

· Infection control

	
	Nutrition
	· Assessing nutritional status of the patient 

· Management of under-nutrition through provision of supplementary feeds

	Emotional 
	Counselling
	Identifying and managing psychological issues related to uncertainty and adjustment to a diagnosis of HIV infection. Possible stressors include:

· The perception that HIV/AIDS is a terminal disease

· Loss of income and social standing

· Discrimination and stigma 

	Spiritual 
	Spiritual support
	 Involves care that relates to a persons “spirit” or “soul” and facilitates its expression. It relates to values such as love, right and wrong, forgiveness etc.
The PLWA may have heightened spiritual needs arising out of: 

· The thought of having a terminal illness

· Shame or guilt arising from the knowledge of the  behaviour that may have lead to HIV infection or the possibility of having infected others

· Loss of lifelong aspirations and social standing.  

Providing spiritual support will often take the form of praying together, reading from scriptures and encouraging a spiritual perspective. Where applied, spiritual support will augment counselling in helping patients and their families cope with the disease.

	Social 
	Social support
	· To assist PLWAs meet basic needs like food, housing, clothing and access to health care for the rest of the affected family. 

· Address vulnerabilities created by a diagnosis of HIV in a family. These include abandonment, orphans, domestic violence and expulsion from family etc

· Protecting the human and legal right of PLWAs, particularly with regard to access to opportunities like employment and schooling, property rights etc;
· 


Having looked at the components of comprehensive care, let us now turn to the role of the health care sector in the provision of comprehensive care.

Role of Health Care Sector in Provision of Comprehensive Care
The health sector can act as a focal point around which comprehensive care is organized. Health care workers have the specialized skills and equipment to meet the physical and emotional needs of PLWAs such as:
· Counselling and testing;
· Prophylaxis  of opportunistic infections (OIs);
· Management of HIV-related illnesses including OIs;
· TB control;
· STI management;
· Management of HIV disease;
· Palliative care;
· Access to HIV-related drugs;
· Interventions to reduce parent-to-child transmission;
· Clinical HIV/AIDS care for mothers and infants;
· Support systems such as functional laboratories and drug management systems;
· Nutritional support;
· Health education;
· Adequate universal precautions .
HIV management is demanding, requiring more time and personnel per patient than most other chronic illnesses seen in primary care settings. Therefore, careful planning and time management is required. 

In areas with a high number of HIV infected persons, dedicated HIV Clinics are often required.  Health care workers should identify and utilize existing resources within the community and advocate for the development of additional resources for education, care and support of PLWAs. Community based care with linkages to healthcare facilities is the most cost effective way of providing care in HIV/AIDS. 
Providing Comprehensive Care in Primary Care settings
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ACTIVITY
Who do you think should provide comprehensive care in primary care settings?

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




Well done!   I believe you agree that everybody in the health care setting has a role to play.  The  comprehensive care team is made up of the following:
1. Medical Doctors/ Assistants

2. Nurses

3. Trained counsellors

4. Social Workers

5. Nutritionists

6. Pharmacist/Pharmaceutical Assistants

7. Records Clerks

To provide this service effectively, the following space requirements are necessary:
· Comfortable, non-threatening waiting area;
· Private and quiet area for counselling and consultation;
· Space for support groups;
· Staff room.
So far you have covered the concept of comprehensive care, its components, and the role of the health sector in the provision of comprehensive care.  Next let us discuss the continuum of care and referral networks for People Living with HIV/AIDS (PLWHA)

Continuum of Care And Referral Networks For PLWHAs
Let’s start with your thoughts on this topic.  Before you read on do the following activity.  It should take you less than five minutes to complete.
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ACTIVITY
What do you understand by the terms continuum of care?

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




Now confirm your answers as you read the following discussion.

Continuum of care refers to holistic care given through an organized and linked system involving the health care facility, the home and the community.  As you well know, it is not possible for an individual or groups of individuals to meet all the needs of PLWAs. Failure to provide holistic care to the patient may result in sub-optimal outcomes. For example, a patient provided with ART, but whose nutritional needs are not met may not experience sufficient immune recovery as expected. Also, a patient whose depression and social isolation is not identified by caregivers may adhere poorly to medication leading to the development of treatment failure. 
When we provide a continuum of care, the system ensures that resources and care are distributed throughout the continuum. It is particularly important to involve the family since it provides a better perspective of total needs (physical, emotional, social and spiritual) of the patient. Shared care (between the family and healthcare facility) ensures compliance with therapy and relieves the demands of care from the health facility.  Figure 10.1 shows this interrelationship between the different actors in the continuum of care.
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 Figure 10.1: Active referral networks across the continuum of care

The patient may enter the continuum at any level, either the VCT, referral from the community or through a health facility. At the entry point, it is important to identify the special needs of the patient and identify the person/persons best suited to meet those needs. Dialogue with the patient not only helps to identify the special needs but also seeks the opinion of the patients as to how they would prefer to have their needs met. For instance, if you refer a patient without his consent he may refuse to comply with the care plan that you draw up for him.  Thus the process should be participatory as much as possible. 

Principles of Good Chronic Care
As we have already mentioned in the past units, there is currently no cure for HIV/AIDS. Thus the treatment and care provided to a PLWAs is for life.  According to the Kenya Ministry of Health 2007 guidelines, a patient is defined as having a chronic illness if s/he continues to be ill for more than one month. Such patients include those with diseases that take long to be cured e.g. leprosy, tuberculosis or those known to be lifelong e.g. HIV and AIDS, diabetes and hypertension. Adults and children with such conditions should be provided with chronic care.  
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	What is the difference between chronic care and acute care?


Acute care is what we often do in our health facilities.  That is, making a diagnosis, relieving the symptoms and providing a cure for common illnesses.  While HIV infected persons need acute care to manage opportunistic infections, they also need to receive long-term health care, which is what we refer to as chronic care.  Unlike acute illnesses where contact with the patient is normally a one-off encounter, HIV care involves repeated interaction between the patient and the healthcare team. Therefore a chronic disease management approach is required. Because our health system is designed to respond to acute problems, we need to organize and deliver health care services in a different way in order to manage chronic conditions such as HIV.
Good chronic care recognizes the fact that the patient must understand and learn to share responsibility and be actively involved in managing his or her own chronic condition. HIV infection and its slow progression to AIDS requires much education and support to give patients the skills to share in the management of their own condition. Although the clinical team and others at home and in the community can help, it is the patient who needs to learn to cope with their infection, to disclose to those that they trust in order to get further help, to learn to practice prevention and positive living, and to understand and use preventive, antiretroviral and other treatments. This requires much education and support. 

The following principles can be used in managing many chronic diseases, including HIV:
· Develop a treatment partnership with your patient.

· Focus on your patient's concerns and priorities.

· Use the 5 As—Assess, Advise, Agree, Assist, Arrange.

· Support patient education and self-management.

· Organize follow-up.

· Involve “expert patients,” peer educators and support staff in your health facility.

· Link the patient to community-based resources and support.

· Use written information in health facility records and for patients (such as, self-monitoring tools, appointment cards.  Health facility records are important for good chronic care (diary, pre-ART register, ART register, CCC patient card MOH 257, patient default tracking system).  
· Work as a team and hold team meetings.  The district hospital should provide mentorship and supervision to the lower level sites.

· Assure continuity of care.

Let us look at each principle in further detail.
Partnership: Good chronic care demands that a partnership develops between you and the patient.  
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ACTIVITY
What is a partnership? 

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




A partnership is an agreement between two or more people to work together in an agreed way toward an agreed goal.  In a good partnership each partner understands their role and treats the other partner with respect.  No one partner has power over the other.  They are equals working towards the same goals and objectives.  
Focus on your patients concerns: Find out the real reason why your patient came to the clinic.  I know its tempting to jump into the acute care mode and to look for the signs or symptoms of illness.  It is important to find out why the patient has come and make sure that this is addressed.

Use the 5 As—Assess, Advise, Agree, Assist, Arrange: These are an important part of good chronic care and an important process in the integrated management of adolescent and adult illnesses (IMAI).  What doe each “A” mean?  Let’s look at each of them briefly.
· Assess  includes asking what the problem is, listening to the answer, asking further questions, then examining the patient by looking, listening (for example, to hear a wheeze) and feeling, as appropriate for the patient’s symptoms.  It is also important to also assess behavioural risk factors and to ask about how the patient is managing their chronic condition. 

· Advice includes educating the patient, preparing the patient for self-management and recommending treatment for the patient. It is important to discuss the options, not to just tell the patient what to do. It is also important to evaluate how ready the patient is to adopt the treatment and to ask checking questions to make sure that they have understood.

· Agree means the patient understands the treatment and agrees to the treatment plan.  For chronic care, AGREE is the key step in the process since it is the basis for forming a partnership with the patient and supporting good patient self-management.

· Assist  the patient, by linking them to available support in the community or to peer support groups.  You can also assist them by involving someone to help support them in their treatment (Treatment Supporter). Remember to also assist them with their treatment and to provide them with counselling as necessary.
· Arrange the follow-up visit, how they can pick their medication and remember to record what happened during the visit. 
Support patient  education and self-management: patients with a chronic condition need to take charge of their care.  It’s your role to help the patient take responsibility for the daily treatment of their condition.  This is known as self management.   You can support their self management by helping them to understand their options and the consequences of their decisions, motivating, educating and supporting them.
Keep up to date records:  Effective chronic HIV care including ART requires keeping track of what happened on previous visits. Any member of the clinical team who sees the patient needs to be able to know key clinical details and what education and support the patient has been given on the previous visits, in order to know what to do on the current visit.  You should use written information such as diary, pre-ART register, ART register, CCC patient card, patient default tracking system, to document, monitor and remind.  For instance one advantage of the Comprehensive Care Clinic (CCC)  patient card which stays in the clinic is that it puts in one place a summary of the patient's chronic HIV care and ART. It helps the clinical team keep track both of the individual patient and all patients receiving chronic HIV care. This will be important as the number of these patients increase.
Team-work: It is important that health workers and the patient work as a team, first, to enhance the patient’s self-management skills and secondly to identify and manage all the patients needs through the application of technical knowledge and skills and networking within the continuum of care. To facilitate networking and communication between everyone involved in the care of the patient, there should be regular interdisciplinary care team meetings to discuss care issues, review treatment protocols, express concerns, and support colleagues.  For teamwork to be successful each member of the team must learn to appreciate the strengths and contribution of other members and to know their own limits.

Organise Follow-up: Continuing care involves regularly scheduled visits with clinical and support staff, on a predetermined schedule, to (1) monitor disease status and effect of ARVs, including labs; (2) provide ready response to emerging health and socioeconomic issues; while at the same time (3) maintaining up-to-date, easily retrievable documentation. The outcome of close follow-up and continuing care is to try and avoid or reduce disease-related exacerbations that require acute management.

Standards of care

Setting standards of care for HIV-infected persons is intended to promote delivery of the highest possible quality of care and establish measures to evaluate and improve client services. This requires deciding how to achieve the standards, applying them in clinical practice and then evaluating whether they have been achieved (what is needed/process issues/desired outcomes).

There will be different standards for a comprehensive care package at each level of the health care system - that is, referral hospital, district or peripheral hospital, health center and dispensary/community. Developing practice standards and then monitoring the quality of their implementation are both important to delivering appropriate HIV care.

Clinical services include affordable and standardized practices based on international and national guidelines.  These services include:: preventive therapies, management of HIV-related conditions and opportunistic infections, laboratory services, secure supply of prescribed medications, highly active antiretroviral therapy (HAART), post-exposure prophylaxis (PEP) for occupational injuries and rape, STI management and palliative care.

Continuing medical education and prevention of stress and burn-out: HIV treatment is complex and in resource-limited settings, specialist care is not always available. The care team should be provided with structured opportunities to update their knowledge. This is essential to provide quality of care. 
The care of PLWAs is emotionally demanding and exhausting.  A healthy balance should be struck between giving and taking, between caring for others and caring for oneself. It is important to recognize burnout in order  to facilitate remedial measures.  Thus in the next sub-section we shall discuss burnout.
Burnout

Before you read on do the following activity.  It should take you 5 minutes to complete.
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ACTIVITY
What do you understand by the term burn out?

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________


A useful definition of burnout which is adapted from the work of Herbert Freudenberger (1980), who coined the term "burnout  states that burnout is a debilitating psychological condition brought about by unrelieved work stress, resulting in:
· Depleted energy and emotional exhaustion;
· Lowered resistance to illness;
· Increased depersonalization in interpersonal relationships;
· Increased dissatisfaction and pessimism;
· Increased absenteeism and work inefficiency.
Other definitions define burnout as physical or emotional exhaustion, especially as a result of long-term stress or overwork.

Stages of Burnout
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	How would you recognize burnout?


Well there are three stages of burnout.   Let us look at each stage and its manifestations:

Stage 1
· Persistent irritability or irritability

· Periods of raised blood pressure

· Insomnia

· Forgetfulness

· Palpitations

· Inability to concentrate

· Headaches

Stage 2

· Absenteeism or lateness to work

· Procrastination

· Decreased sexual drive

· Morning tiredness

· ‘I don’t care’ attitude
· Increased consumption of alcohol

Stage 3

· Social isolation and depression

· Persistent stomach or bowel problems

· Persistent physical or mental fatigue

· Persistent headaches 
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	How can we prevent burnout?


Prevention of Burnout
Both the institution and individual health care providers have a role to play in the prevention and management of burnout.
We can prevent burnout by:

· Setting realistic goals and workloads and provide for adequate staffing levels
· Providing adequate incentive (material and emotional);
· Providing a comfortable working environment;
· Constantly reviewing protocols and operating procedures to eliminate unnecessary processes and simplify delivery of care;
· Controlling worry by acting on those that can be solved, and ignoring those about which there you have little control over;
· Recognizing fatigue;
· Delegating;
· Exercising;
· Eating healthily;
· Cultivating healthy friendships;
· Creating a stable home environment

Conclusion
You have come to the end of this section. WeIl, I hope you now understand the concept of comprehensive HIV/AIDS care and its various components.  We also hope that you can now identify burnout in the staff you work with and assist them to prevent it.  In the next section we shall discuss legal and ethical issues in HIV/AIDS.
Section 2: Legal and Ethical Issues in HIV/AIDS

Introduction

In this second section I am going to discuss legal and ethical issues in HIV/AIDS.  In the last section you learnt about comprehensive HIV/AIDS care and the continuum of care and referral networks for HIV infected persons, among other topics.  Epidemiological data shows that the spread of HIV/AIDS is disproportionately high among some populations e.g. women, children, those living in poverty, minorities, migrants, etc.  This can be attributed to lack of human rights protection which dis-empowers these groups to avoid infection and cope with HIV/AIDS.  Transgression of human rights such as the use of coercion or discrimination drives infected individuals underground where they further spread the virus.  That is why in 1998 the United Nations came up with the HIV/AIDS and Human Rights International guidelines.  The UN recommended that all states should mobilize all Key actors and have a clear National Framework to respond to the epidemic

Let’s look at our objectives for this section.

Section Objectives

By the end of this section you should be able to:
· Discuss the rights and privileges of HIV infected persons;

· Explain the features of HIV that raise legal and ethical issues;

· Discuss international guidelines on HIV/AIDS legal and ethical issues.

Rights and Privileges of HIV Infected Persons
UNAIDS asserts that the protection of human rights is essential to safeguard human dignity in the context of HIV/AIDS and to ensure an effective, rights-based response to HIV/AIDS. An effective response requires the implementation of all human rights, civil and political, economic, social and cultural, and fundamental freedoms of all people, in accordance with existing international human rights standards.

Public health interests do not conflict with human rights .On the contrary , it has been recognised that when human rights are protected , fewer people become infected  and those living with HIV/AIDS and their families can better cope with HIV/AIDS”.
In both the Universal Declaration of Human Rights and in the National Constitutions where these rights are spelled out, their enjoyment is made subject to the rights of others, to the public interest, morality, public order and the general welfare of a democratic society.

Human Rights Principles relevant to HIV/AIDS include:

· The right to non-discrimination, equal protection and equality before the law; 

·  The right to life;

·  The right to the highest attainable standard of physical and mental health;

·  The right to liberty and security of person;

·  The right to freedom of movement;

· The right to seek and enjoy asylum;

·  The right to privacy;

·  The right to freedom of opinion and expression and the right to freely receive and impart information;

·  The right to freedom of association;

·  The right to work;

·  The right to marry and to found a family;

·  The right to equal access to education;

·  The right to an adequate standard of living;

· The right to social security, assistance and welfare;

·  The right to share in scientific advancement and its benefits

· The right to participate in public and cultural life;

· The right to be free from torture and cruel, inhuman or degrading treatment or punishment.

Whereas some of these rights are not negotiable, e.g. right to life, freedom from enslavement, right to non-discrimination and equality before the law, some rights are enjoyed subject to the rights of others or the general public good. For example, the public interest includes security of the state and interests of public health.  It is for this reason that there appears to be an irresolvable tug-of-war between public health interests on the one hand and those of the individual on the other hand in HIV/AIDS debates.

HIV/AIDS initiatives work best where there is a supportive legal and ethical environment which is protective to human rights. Where such legal framework exists, there have been tangible gains to public health in AIDS control and management programs.

Having looked at the rights and privileges of HIV infected persons, let us now explore the special features of this pandemic that we need to be aware of and their consequences.
Special Features of HIV/AIDS And Their Consequences
Table 10.1: Special Features of HIV/AIDS and their consequences

	Feature
	Consequences

	New epidemic infection
	· Fear, misunderstanding, stigma and denial

	Long asymptomatic period & life-long infectivity
	· Infected persons are often unaware, therefore no action is taken until people become ill

	No cure, life-long treatment, potential treatment failure and side effects of drugs
	· Intensifies fear over testing, burden on family & health services

· Demands exceptionally high standard of laboratory services because of potential for false HIV positive & negative results and the consequences that may follow

	HIV is a sexually transmitted disease
	· Associated with guilt & shame

· This is a neglected area of health services

	STI which can be vertically transmitted
	· Diagnosis in child implies a diagnosis in the mother & often the father

	Perception that initial spread associated with "deviant" behavior and marginalized groups
	· Core groups neglected by health services/hard to reach

	Associated with stigma and myths
	· Patients reluctant to come forward for testing;

· Health care workers reluctant/afraid to provide services

	Affects young adults
	· Severe secondary costs due to loss of productive years of life and burden on the  family

	Multi-system disease
	· Multiple medical problems

· Multiple drugs needed

· Unpredictable

· Needs very active palliative care and diagnosis of opportunistic infections


Ethical and Legal Issues in HIV/AIDS

Start by doing the following activity.
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ACTIVITY
“HIV/AIDS is a viral infection like many other viral infections”. In what ways does HIV infection raise ethical and legal questions? List some of the ethical issues you have experienced while providing care to PLWAs.

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




Well done!  Now read through the following section and see whether the ethical issues you listed down are included.

Various ethical and legal controversies have arisen in relation to HIV/AIDS.  These include issues on:
· Testing for HIV and the debate on whether or not it should be voluntary or mandatory;
· Confidentiality of HIV test results with ethical dilemmas on Doctor/Patient relationship, employer/employee situation, partner notification to mention but a few;
· Discrimination of people living with HIV/AIDS in terms of employment and the provision of services;
· Gender issues to do with wife inheritance, marital rape, property rights of women and inheritance and wills;

· Criminalization of what is popularly referred to as deliberate infection with HIV;
· Ethics of research.

Before giving Antiretroviral therapy, there are legal and ethical issues to consider, related to testing for HIV and confidentiality of results.  Testing for HIV entails issues of consent and the capacity of the individual concerned to grant such consent.  The requirement for counselling is a mandatory component of testing.  Thus you can see that no ART can commence without an HIV positive test and that an HIV-positive test result brings with it the legal issue of confidentiality.

Establishing a legal framework for HIV/AIDS Care

Let us first look at the relevant excerpts from International Guidelines on HIV/AIDS and Human Rights which provide a guide to countries on law reform. The guidelines provide that:

· “states should enact legislation to provide for the regulation of HIV related goods, services and information, so as to ensure widespread availability of qualitative prevention measures and services, adequate HIV prevention and care information and safe and effective medication at an affordable price”

· “states should review and reform public health legislation to ensure that they adequately address the public health issues raised by HIV and AIDS, that their provisions applicable to casually transmitted diseases are not appropriately applied to HIV/AIDS  and that they are consistent with international human rights obligations”

· “Public health law should require the implementation of universal infection control precautions in health-care and other settings involving exposure to blood and other bodily fluids.  Persons working in these settings must be provided with the appropriate equipment and training to implement such precautions”.

· “Public health legislation should require that health-care workers undergo a minimum of ethics and/or human rights training in order to be licensed to practice and should encourage professional societies of health-care workers to develop and enforce codes of conduct based on human rights and ethics, including HIV-related issues such as confidentiality and the duty to provide treatment.” 

Guidelines On Legal And Ethical Issues
The development of the UNAIDS International Guidelines on HIV/AIDS and Human Rights was actuated by the recognition that HIV/AIDS prevention and control efforts cannot be successful unless ethical and legal issues are addressed and clearly expounded. The guidelines thus endeavour to state the law and to urge states to advocate for development of the law.   The guidelines cover the following areas:
· Non-Discrimination and Equality before the Law

· All forms of negative discrimination against persons infected or affected by HIV/AIDS by reason of their health status, relation or association with infected persons are unconstitutional and unallowable.

· Every person affected or infected by the epidemic should remain an equal member of the society, with equal right of access to work, housing, education and social services, with the right to marry, care and treatment, counselling, access to justice and protection of the law, with the right to personal integrity and security, and with the freedom of movement, belief, association and expression.

· Inter-personal and extra-legal discrimination, prejudice and stigmatization of people with AIDS is equally unlawful and objectionable.

· Testing for HIV

· Mandatory testing for HIV/AIDS should be prohibited.

· HIV testing must be carried out with the specific, prior and informed consent of those being tested, with pre-counselling and post-counselling, and with the guarantee of confidentiality.

· Counselling should be culturally and contextually appropriate, sensitive to issues of sexual identity and orientation, and ought to be conducted in a language best understood by the persons counselled.

· Testing without prior and informed consent may be permissible on grounds of necessity and only, for the patient’s health interests, where the patient is without the ability to consent within the period available, or in emergencies.

· Informed consent

· Recognizing the fundamental ethical and legal principle of autonomy as the basis of the doctrine of informed consent, every human person has the right to determine what should happen to,  or to be done with, his/ her body in accordance with his/her chosen values and priorities, even in poor physical health.

· The doctrine of prior and informed consent both in the conduct of research and vaccine trials, and in the care and treatment of people with AIDS is to be observed, with the result that every individual acquires the right of election whether to decline the test or participation in research.

· Consent must be obtained through individual interviews carried out in the language best understood by the subject, except in the case of minors and mentally deficient persons, where parents or legal guardians may consent.

· In procuring consent, the person must be afforded counselling both prior and after the actions consented to, and must be briefed in detail about the procedures involved prior.

· Every medical personnel conducting tests for HIV/AIDS is required to keenly follow the procedures and employ methods approved and expected of him/her by medical practice and ethics. Negligent and reckless conduct of a test resulting in misdiagnosis would invite legal actions for damages against the persons and the institution under which he/she operated.

· Indirect Testing,  Screening of Blood, Semen and Body parts Donated.

· Screening blood and body parts for HIV/AIDS without the consent of the donor may be unlawful and actionable in law;

· Anonymous screening of blood and human organs for HIV/AIDS may be objectionable for reasons of compelling human safety.

· No blood should be transfused or human organ transplanted without ascertainment of its seronegativity.

· The requirement of specific informed consent shall not apply to donors of blood, organs, semen or similar body parts. In all cases of donations, prospective donors should be informed before the performance of the test that an HIV related test will be conducted, and given adequate information about the nature and purpose of the test.

· Anonymous and Unlinked Testing of Populations and Groups.

Whereas anonymous and unlinked testing of populations and groups for HIV/AIDS may not cease to be unlawful by reason of the ignorance of the action or injury of each or all constituted in the populations tested, such anonymous and unlinked testing of populations or groups for HIV/AIDS may be allowable out of necessity for epidemiological purposes to enable surveillance and control.

· Pre-Natal Testing and Testing of Newborns

· All pregnant women or girls should be routinely counselled about the advantages and disadvantages of HIV testing and offered voluntary HIV testing.

· To ensure that informed consent is provided and counselling proffered, pre-natal testing requisition forms should require the doctor/medical attendant to declare that counselling was provided and informed consent sought and obtained in a language best known to the person, and that she understood or appeared to understand.

· The woman or girl so tested shall be required to affix her signature or thumb print to the form.  A parent or guardian may do so on behalf of expectant girls below the lawful age of consent if the girl freely consents to the test. The concept of “mature minors” is emerging where for example minors have been married under customary laws in which case an assent to test becomes necessary.

· Routine or compulsory testing of newborns is improper and unlawful. Pregnant women and girls who freely undertake the HIV test and test positive should be encouraged to take treatment that will benefit them and reduce the risk of transmission to their infants.

· Confidentiality

The noble principle of confidentiality in doctor-patient relationships has raised a dilemma in the developing countries where the need to encourage HIV testing and the need to prevent transmissions are central to the strategy for control of the scourge.  The predominant mode of transmitting HIV (through sexual intercourse) has attached a stigma to the scourge, and many would rather not know their status, and where they know, they would not disclose their status because of the discrimination and stigmatization that is likely to follow. People who are known to be living with HIV and those with AIDS have suffered discrimination at all levels; in the family, in schools, in employment, in treatment facilities, in social places and in other places and situations.

The right to privacy constitutes a restriction of others to personal information. Confidentiality restricts the further disclosure of that information once it has been given limited disclosure. Breach of privacy or confidentiality is unlawful and actionable. In the context of HIV/AIDS, the right to privacy and confidentiality is comprised in the right of the individual to whom the AIDS-related information refers to determines when, to whom, and under what circumstances such information shall be divulged.

· Doctor-Patient Confidentiality.

· Of fundamental necessity, a doctor is required not to disclose information regarding a patient as might come to his knowledge in the course of attendance upon the patient to assure continued trust and openness for fuller and proper medical assistance; this being the foundation of the Hippocratic Oath.

· Generally a doctor or other medical personnel should not disclose the HIV status of a patient to any person except with the consultation and express consent of the patient.

· Any request for HIV testing must be undertaken only with the prior and informed consent of the patient.

· Information requested by a patient about his HIV status should not be withheld. Provisions of the information must be attended with counselling, both prior and after.

· The collection and storage of AIDS related information should not be limited to those circumstances in which they can be demonstrably justified to avoid the danger of leakage.

· People with HIV/AIDS (PWA) should be encouraged to share information about their serostatus with their sexual partners and those demonstrably at risk of infection by them.

· If a doctor or other medical attendant reasonably believes that a person living with AIDS has failed to voluntarily inform his sexual partner of his status and continues to expose the partner to the risk of infection, and a reasonable period has elapsed since the date when the (PWA) was so requested to share the information, the doctor or medical attendant may be exempt from the duty of confidence and be required to disclose the information to such sexual partner as may be known to the doctor/attendant or such of them as may seek that information. In considering “reasonable time” the particular circumstances of each case and totality of circumstances is to be borne in mind.

· For minors and some patients in an advanced state of AIDS, the doctor or medical attendant may be allowed to inform the closest or most appropriate family member.

· In exceptional circumstances, the duty of confidence may be waived by the public interest, if it can be demonstrated that a greater public good would be served by disclosure than by maintaining the confidence.

· HIV Treatment including antiretroviral therapy

The broad ethical issues that arise in ART are those of availability, affordability and accessibility.

There has been intense debate on the best way to deal with the scarcity of antiretroviral treatment. Various arguments have been put forward either supporting equitable distribution of the drugs or the distribution of the drugs on the ability to pay principle. These arguments include:

· The principle of justice- which is to the effect that within a given society no individual ought to be deprived of access to effective socially affordable medical treatment because of his inability to pay for such services.

· The greatest good to the greatest number- in general, those interventions that will save the most lives or reduce suffering to the greatest extent have a stronger ethical claim than those that will benefit fewer individuals. 

· All or none- there are some conceptions of justice which claim that health care that is not available to all should not be available to any. According to this conception of justice, a muttered health care system is by its very definition unjust. Those opposed to this argument, however, have argued that such egalitarian requirements are incompatible with the willingness to tolerate differentials in wealth and income.

· Let those who can pay obtain treatment- this question has special relevance to the dilemma posed by ARVs in poor nations such as Kenya where such therapy is not generally available for all. The practice today in Kenya is that those who can afford the therapy are permitted to purchase the needed drugs for their own use. Ethical issues arising from this state of affairs include:

· Whether the government should then intervene to ensure that the provision of care meets currently accepted international and scientific standards.

· Whether physicians, trained at least in part at the public’s expense should be permitted to dispense such drugs.

· Health care workers at risk of infection

· Do they need to know the HIV status of their patients and vice versa?

· Do they need post-exposure ARV prophylaxis?

· How does one deal with issues of consent and confidentiality of HIV results in these special circumstances?

· Do Health Workers require protective gear at workplace?

Health Care Workers need not know the HIV status of their patients and must at all times adopt the safety measures provided by the universal standards. Equally there is no legal justification for the patient to know the HIV status of the Health Care Provider.

· Arguments in favour of the treatment

· If the health workers become infected and are lost to the pool of workers capable of caring for patients with HIV infection, then society in general and patients with HIV in particular would lose out.

· The provision of post exposure prophylaxis would encourage health workers to care for patients with HIV.

· Society has a special responsibility to those who assume even limited risks associated with those caring for HIV infection.

· Since the number of eligible individuals would be relatively small, the cost incurred by such an effort could be affordable in at least some resource constrained countries.

Health Care Providers who need post exposure prophylaxis should receive the same without having to undergo an HIV test. However the provision of the drugs to the health workers ought to be done with care. This is because the strength of the argument for access to ARVs lies in limiting the intervention to the purpose of prophylaxis. Failure to do so would create a privileged class with access to treatment based on how they became infected and that would raise profound questions of fairness.

· Victims of rape and those deliberately infected by others

· How does one get to know the HIV-status of the “rapist”?

· Is there a legal basis for testing the victim?

· Should ARVs be administered as a matter of routine?

Based on studies involving health care workers accidentally exposed to HIV infected blood from their patients, it is only logical that victims of rape should also benefit from ARV prophylaxis designed to reduce the risk of HIV infection. This arises from the fact that rape victims are themselves exposed to risks of accidental infection.  The Claim for treatment is based on the fact that the victims have been subjected to profound assault by the rapist. If the society can be able to provide treatment that could at a minimum reduce the risk of infection with HIV, it ought to respond to that unique circumstance.

· Possible problems arising

· In the case of the health workers, the source of HIV is known, the patient. In the case of a rape victim, the rapist’s HIV status may not be known especially if he is not apprehended. Thus the offer for post rape prophylaxis would unfortunately concern a large number of women and would entail a significant cost in very resource constrained societies. 

· The victim cannot be tested for HIV without his consent.

· The discussion of those who have been raped quite naturally leads to the question of whether ARV prophylaxis ought to be available to those who believe they have been exposed to HIV in consensual sex either due to:

· Condom breakage

· Failure to employ condom use during sexual intercourse.

· Those deliberately infected by others.

Those who claim that no distinction ought to be made between such individuals and rape victims wish to avoid the implication that the former could be guilty while rape victims are innocent.

Proponents for the non generalisation present two arguments:

· The special claim of rape victims stem from the trauma to which they have been subjected.

· It may be argued that those deliberately infected by others must assume responsibility for the risk which any consenting adult assumes today in his or her sexual relations. 

· ARV prophylaxis, it is argued, should not be treated as a “morning after” intervention as this may subvert prevention messages that stress the importance of practising safer sex and the avoidance of unprotected sexual intercourse with those whose HIV status is unknown. 

· The unborn baby and mother to child transmission

· Is there need for routine administration of ARVs?       

· What is the legal position on the testing of pregnant women?  

· Do we need the consent of the partner for the administration of ARVs on pregnant women?  

· How about the partner who is exposed to HIV-infection if infected – does he need ARV?  

· Do we stop ARVs after delivery?  

· Mother to Child Transmission
Transmission of the HIV virus from the parent to child has raised many questions and various suggestions have been made on the correct policy to help prevent such transmission.  The issue of conflicting rights between the parent, or the mother, and the child, has been there for some time, especially discussions on appropriate policy in the provision of ART for purposes of preventing Parent to child transmission.  Should the treatment be provided to expectant mothers free of charge? And should it be mandatory or should it be left to the mother to decide? What is the role or place of the other parent in this case?

· The ethical use of antiretroviral therapy for the unborn child
 Antiretroviral therapy in pregnancy, both in long course and short course regimens has been shown to significantly reduce the rate of mother-to-child transmission for non-breastfeeding mothers. The importance of combination therapy with antiretrovirals (including a protease inhibitor) for all infected women, whether or not they are pregnant, for the treatment of HIV infection, was convincingly demonstrated in 1995.

Ethical issues arising:
If ARV therapy is not available for all infected women, is it ethical to offer ZDV to pregnant women for the sole purpose of reducing the risk of vertical transmission?  Supporters for the provision of ARV drugs to expectant mothers argue that such efforts offer a woman the unique opportunity to save the life of her child.

Those against such provision premise their arguments on the following:

· Offering treatment to women only during pregnancy and solely for the purpose of reducing the risk of vertical transmission would represent an immoral transformation of women into mere vessels of reproduction.

· Further, they argue that to stop treatment once t had started would be cruel.

Nevertheless, it is important to note that the primary reason for using antiretrovirals in pregnancy is to reduce mother-to-child infection and the effects they have on the mother’s health are secondary.

· Pregnant Women

The law should ensure the following to guarantee the successful introduction of an ARV strategy for pregnant women:
· Adequate voluntary pre and post-test counselling services (VCT);
· Acceptance and uptake of VCT by HIV infected women;
· Providing an enabling environment, preventing discrimination and abuse of women who test positive;
· Continuing medical and social support for HIV infected women;
· Affordable ARV drugs.

· Minors 

· Whose responsibility is it to provide ARVs to minors?

· Is it the duty of the Government or the parents?

· Who should give consent for the treatment?

· The rights of the child in the context of HIV/AIDS

All children under the age of 18 years living today, whether infected or affected by HIV/AIDS, are recognized by the United Nations convention on the rights of the child. The United Nations convention on the rights of the child in the context of HIV / AIDS has spelled out principles for reducing children's vulnerability to infection and for protecting children from discrimination because of their real or perceived HIV/AIDS status. This human rights framework can be used by governments to ensure that the best interests of children with regard to HIV/AIDS are promoted and addressed:

The children's right to life, survival and development should be guaranteed. The civil rights and freedoms of children should be respected, with emphasis on removing policies which may result in children being separated from their parents or families. Children should have access to HIV / AIDS prevention education, information and to the means of prevention. Measures should be taken to remove social, cultural, political or religious barriers that block children's access to these.

Children’s right to confidentiality and privacy in regard to their HIV status should be recognised. This includes the recognition that HIV testing should be voluntary and done with the informed consent of the person involved which should be obtained in the context of pre-test counselling. If children's legal guardians are involved, they should pay due regard to the child's view, if the child is of an age or maturity to have such views.

All children should receive adequate treatment and care for HIV / AIDS, including those children for whom this may require additional costs because of their circumstances, such as orphans.

· Homeless people

The HIV/AIDS pandemic as is commonly known has not spared anyone least of all the street people. Their lifestyle especially makes them susceptible to HIV/AIDS. For example, it is an open secret that the street people have of late evolved into street families. In other cases, girls in their search for protection from the harsh life of the street have been forced to link up with street boys (and men) who demand sexual favours in return for protection.  The above lifestyle has led to increased cases of HIV/AIDS in the street. This is further compounded by the fact that street women also double up as commercial sex workers as they try to fend for themselves.

Unfortunately, there is as yet no policy or legal framework regarding homelessness. However, given the poverty levels of street people, it is obvious that HIV drugs in general and ARVs in particular are well beyond the reach of such people. Yet the street people are human beings who deserve and have a right to access these drugs. This problem is compounded by the prohibitive costs of HIV/AIDS drugs:
· Rights and privileges of the HIV infected person;
· Features of HIV that raise legal/ethical questions;
· HIV testing;
· Confidentiality;
· Sexual partner notification;
· Deliberate spread of HIV.

So those are the legal/ethical issues that are raised by HIV/AIDS.  As you can see there are safeguards for everyone and its important for you to educate your clients about their rights and to safeguard those of helpless children and orphans.
Summary

That’s it for this section on ethical and legal considerations in HIV/AIDS.  In this section you learnt about the human rights of persons with HIV/AIDS, the features of HIV/AIDS and their consequences, and lastly we looked at the legal and ethical considerations as well as areas covered by international guidelines on HIV/AIDS.  

In the next section we shall discuss stigma and discrimination in HIV/AIDS.
Section 3:  Stigma and Discrimination in HIV/AIDS
Introduction

In this final section of this Unit, we turn to the issue of stigma and discrimination in HIV/AIDS.  In the last section we discussed legal and ethical issues in HIV/AIDS.  In that section you will recall that the UNAIDS International Guidelines on HIV/AIDS and Human Rights clearly state that Inter-personal and extra-legal discrimination, prejudice and stigmatization of people with AIDS is equally unlawful and objectionable.  

For some time now, HIV/AIDS-related stigma has been a major stumbling block in addressing all aspects of HIV prevention, treatment and care worldwide.  Undertaking a more systematic analysis of the nature of such stigma, its forms and determinants in different societies and contexts, can assist policymakers and non governmental organizations in ensuring that initiatives aimed at reducing stigma are integral to HIV and AIDS programme planning and in mitigating/reducing the impact of HIV/AIDS to societies, families and individuals.

Objectives

By the end of this section you shall be able to :

· Define  stigma and discrimination;

· Describe the effects of stigma and discrimination;

· Identify stigma

· Design interventions to reduce stigma 

What is Stigma and Discrimination?

Start by testing your understanding with the following activity.  
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ACTIVITY
How would you define stigma and discrimination?  Write  your definition in the space provided.
_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________




Now read through the following section and  see if your ideas are included.

Stigma refers to unfavourable attitudes and beliefs directed toward someone or something.  Stigma results in a spoilt identity, it is a label that separates “others” from “me’’ or “us”. It sees others as inferior because of an attribute they posses. 

Stigma reflects an attitude towards or against somebody due to his/her condition, appearance, disability, state of disease, or other such disadvantaged situation.

Discrimination 

Discrimination is stigma in action. Stigmatizing thoughts and beliefs lead to discriminatory behaviour. Therefore discrimination is an act or behaviour.   Discrimination also means the treatment of an individual or group with partiality or prejudice.

Discrimination is an act or behaviour, directed towards or against another person or people which results from stigma that is held towards them, on the basis of the person’s/people’s condition, appearance, disability, state of disease, or other such disadvantaged situation. 

Discriminative acts or behaviours are usually negative and are meant to or end up hurting the victim psychologically or mentally, and may include or involve the denial of rights and opportunities to the victim.

Stigma and HIV

HIV/AIDS is associated with shame and blame and “being bad”. People associate HIV with behaviours judged to be socially or religiously unacceptable. People do not want to be thought of as bad and so because of this, they will avoid all association with HIV/AIDS. Some people further fear that HIV is very contagious and so they may deliberately avoid or mistreat others who have HIV/AIDS. For these reasons people living with or affected by HIV/AIDS experience stigma and/or are discriminated against.. 

Sometimes, the victims of stigma and/or discrimination are not the patients themselves, but also the friends, family and associates of the patients suffering from HIV/AIDS.

Stigma and Identity of PLWHAs
Each one of us has a distinct identity. “Identity” in this context means the unique concept of the individual of oneself.  Our relationships with others shape and define our identity e.g. a person may regard oneself as “Mama Joseph”, “Baba Catherine”, or “Teacher” etc. This means that if you asked the said individual the question: “Who are you?”, he/she may answer: “I am Mama Joseph”, or “I am the teacher”, etc

The identity of an individual is linked to the identities of other people around him/her, i.e. the family, friends, school, workplace, community, village, town, country.

Each of us functions well when we accept ourselves, (therefore accepting our identity) and when we are valued by others. We also function well when we are accepted in view of our identity and when we have a sense of purpose and also have a sense of belonging to and contributing to a larger society.

Stigma alters a person’s sense of identity and injures the person’s sense of self esteem and self worth. People who are stigmatized do not usually like the identity given to them that is associated to stigma. For example, a robber’s identity as a criminal is stigmatizing, and many people will look down upon the robber due to this identity. The robber himself will not like to be regarded as a criminal or referred to as such, even if he continues to be a robber.

In the same way, having HIV/AIDS or being related to a person living with HIV/AIDS (e.g. being a spouse, friend, child, parent or relative of a person living with HIV/AIDS) of, can be stigmatizing. For this reason, many people affected by, or infected with HIV/AIDS can be stigmatized. Also, people related to such persons may not be comfortable to be associated with HIV/AIDS, or to be associated to the person affected by or infected with HIV/AIDS. 

This is because HIV/AIDS is a stigmatized condition and the association of an individual with HIV/AIDS, either by being infected or being related to a person living with or who has died of HIV/AIDS alters the identity of such a person.  People would refer to them as: “The wife of the man who died of HIV last month”, or “the son of that man who is sick with AIDS”, “that is the nurse who works in the AIDS ward”. The identity of a person can also be affected in less obvious ways.  Let’s take the example of two classmates, Peter and John.   Peter refuses to sit on the same desk with John, because his mother works at the VCT Centre. This shows that the Peter has associated John with his mother’s work, and his mother only works at a VCT Centre, but is not herself either infected or affected by HIV/AIDS.

How does stigma affect people living with HIV/AIDS?

Stigma affects people living with HIV/AIDS in a number of ways.  These include:
· Prevents Disclosure

A person can be hindered from disclosing to his/her partner the HIV result due to stigma. Even when one turns out to be HIV negative, they may fear to disclose their test result, because doing this may raise the partner’s suspicion as to why the partner was being tested in the first place.

· Inhibition of care seeking behaviour

Due to stigma, a person may be prevented from exercising care seeking behaviour.  Some people fear to go for testing or even treatment because they do not want to be seen at a VCT Centre or at a Comprehensive Care centre (CCC), since these places are associated with HIV.  Further, due to stigma, a person may fear to ask to be tested for HIV or decline the HIV test if such a test is offered at a health facility as part of the diagnostic tests required. This is because testing for HIV is associated with suspicion to be HIV positive.  It also prevents the uptake of comprehensive care services, such as , PMTCT interventions and ART adherence.
· Denial and secrecy

Due to stigma, people who know that they have HIV will not want to tell their sexual partners that they are so affected.  If they have failed to disclose to their sexual partners, they may still engage in sexual activities with their unsuspecting partners, and may therefore spread HIV. In addition, a person may fear to tell his/her spouse to use the condom,  or suggest the use of the condom, as this might create undue suspicion, and therefore leads to fear. Such fear due to stigma is one of the factors that promote the spread of HIV.

Further to this, it is sometimes be useful to disclose one’s HIV status to certain people e.g. a healthcare worker, employer, close relatives or friends. Such people may offer care and support, may offer medical cover or offer psychological support. However, many people refuse to even tell their doctor about their HIV status, even if such disclosure would lead to an improvement in the level of care offered to the individual.  All this failure of disclosure can arise from denial and secrecy, as a result of stigma and fear of discrimination.

Forms of Stigma

Before you read on do the following activity.  It should take you 5 minutes to complete.
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ACTIVITY
List down the various forms of stigma that you have witnessed in your community.

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________


There are many forms of stigma, and the list below is not conclusive, but it highlights the key forms of stigma:

· Physical and social isolation from colleagues, where people around the stigmatized person deliberately avoid contact with the victim, and make it clear to the victim that h/she is unwanted and is therefore ostracized.

· Name-calling, finger pointing, gossip and negative portrayal. The victim is referred to by derogatory terms, blamed and gossiped about, in negative ways (e.g. being referred to as “the dog”, “the leper”, or “the sick/diseased”.

· Rumours, back-biting, jealousy, condemnation of the victim by those around him/her, on the basis of the victim’s HIV status or disease condition.

· Suspicion and/or speculation about another person based on observed symptoms, e.g. when a person is seen coughing, the people around him/her may begin suspecting and thinking that h/she has TB or another opportunistic infection that is related to HIV/AIDS, and may even begin spreading rumours that the victim has HIV.

· Loss of rights and decision making power. In this case, a person who has HIV (or even one suspected to have HIV) is denied the right to contribute to discussions or make decisions at work, school or home, on the basis of their condition. Many parents have been denied the right to make wills or make decisions about their land or other property because they have HIV.
· Being charged higher insurance premiums or being denied altogether.  When people known to have HIV want to take out insurance for themselves, they may be charged more (a higher insurance premium) by the insurance company (on the basis of their being ‘risky’ clients, i.e. they are more likely to die than other people without HIV. Other companies may flatly reject selling insurance to such people, because they are seen to be ‘almost dying’.

· Being denied promotion or training at work. Some employers may deny their HIV positive workers promotions or trainings that would improve their career progression at work, perhaps because the employer thinks that it would be a waste of the company’s money to invest in training a person who would be ‘dying soon’, or to promote a ‘sick’ person to a higher job group and pay him more when he will be ‘dying soon’. 

These are some of the ways in which stigma can be manifested. 
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	Reflect upon the material you have just read and think of the effects of stigma and discrimination, before proceeding to read the next section. 


Consequences of Stigma and Discrimination
The effects of stigma and discrimination may be immediate and/or long-term. The victims of discrimination are usually in a lower position of power in relation to the perpetrator and may suffer discrimination as described below. For example:
· Being kicked out of the house or out of work, or being chased out of a rented house on the basis of being known or suspected to have HIV/AIDS;
· Being forced to retire from work on the basis of having tested HIV positive;
· Being denied employment due to an HIV test that some employers request when interviewing new employees;
· Loss of jobs, friends and reduced self-confidence;
· The victim may become withdrawn and depressed and as a result h/she may resort to drinking, violence or very risky living, whereby he may have multiple sexual partners, or be coming home very late at risky times, as a result of despair.

· Serious worry, panic, stress and isolation. Isolation could be communal isolation against the victim or self-isolation whereby the victim withdraws from society due to mistreatment or due to a deep sense of guilt.

· Depression, violence, alcoholism, suicide. These may occur as the end result of prolonged stigma and discrimination against the victim, without any mitigation.
· Silence about prevalence of HIV in society, leads to delay in promotion of early treatment for opportunistic infections and uptake of ART;

· Stigma prevents advocacy for accessible, affordable and available treatment;

· Stigma fuels discrimination in employment, promotions, schooling and inheritance;

· The psychological stress of keeping HIV status secret  impairs immunity further;

· Stigma prevents disclosure and uptake of social support-peer, family and community;

· Stigma prevents affected families from being provided with or accessing care and support in the community e.g. financial, school uniforms.

Benefits of Stigma Reduction

When we take actions to mitigate (minimize) the damage due to stigma and discrimination, several benefits may result.  Can you think of any benefits that accrue from reduced stigma and discrimination?  Put your thoughts to paper in the following activity.
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List down the benefits that can accrue from reduced stigma and discrimination.
_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________


Now read through the text below and see if your ideas are included.

The reduction of stigma and discrimination has many benefits as listed below:
·  People take more control of their lives when stigma is reduced;
· The public in an environment where stigma and discrimination has been mitigated is healthier, more productive & more informed;
· There is greater use of preventive, care and support services like VCT, to facilitate personal behaviour change and risk reduction;
· There is less “judging” of ourselves and others on the basis of real or suspected HIV/AIDS;
· More partners disclosure their HIV status, and there is greater acceptability of HIV testing and safer sex;
· Greater openness about sexuality and  negotiation for safer sex;
· Reduced HIV transmission through PMTCT and infected blood products due to more acceptability of counselling and testing services at MCH clinics;
· Earlier uptake of HIV treatment both ART  and treatment of  opportunistic infections;
· More disclosure to the partner or buddy (close friend or family member that can enhance adherence to treatment). This means that the partner or buddy will support the patient during treatment and this will result in better adherence to antiretroviral treatment.

· Promotion of a non-discriminatory environment at work, home and school;
· Greater uptake of social support services aimed at helping those affected or infected by HIV/AIDS;
· Greater protection of the rights of orphans and vulnerable children, women and men living with HIV/AIDS.

Eliminating Stigma

It is very difficult to eliminate stigma and discrimination completely.  However, it is not impossible.  The battle to reduce stigma and discrimination against PLWHA needs to be fought at ALL levels of society in order to promote equal rights and opportunities for us all.  

These levels are 
· Personal level

· Health sector level

· Workplace

· Health facility

· Government level

Let us discuss each level in turn.

1. Personal Level

At a personal level, the individual (you, me or other person) can do any of the following to reduce stigma and discrimination:

· Consider getting to know your HIV status and actually going ahead to be tested for HIV. The range of emotions that one goes through during the whole process of counselling and testing may cause one to realize that it is never easy to deal with one’s risky behaviours and inner conflicts, even if one feels very certain that they are HIV negative.

· Be aware of and deal with stigmatizing attitudes and fears in yourself. Such awareness can be achieved by deep self examination and self interrogation.

· Spot and challenge stigma in your circle of influence. Whenever you see someone perpetuating stigma and discrimination against someone else, be on hand to discourage this behaviour. This will not only correct the wrong being practiced by the perpetrator, but it will also improve the confidence of the victim.

· Provide support to person(s) living with HIV/AIDS around you, encourage them to live positively. This will serve as an example for others to see. When you set a good example, others will see and will want to follow it.

· Practice safer sex, promote healthy living.

· Provide correct information about HIV transmission. This will reduce gaps of knowledge and correct misconceptions.

· Demystify HIV/AIDS. It is also useful to refer to it as a chronic illness when giving information to patients or their families about the disease. This gives a sense of confidence to both the patient and family.

· Raise awareness on stigma among your patients/clients, and promote dialogue on its effects to individuals and society. 

· Correct myths  and misconceptions about the spread of HIV e.g. HIV equals immediate death.
· Promote the dissemination of correct information about HIV/AIDS transmission and correct information on how best to support PLWHA in the community settings.

· Get help from and participate in a local home-based care (HBC) programme, if it exists. Do not feel that as a health worker you cannot benefit from HBC programme.  You will be surprised to find that although the HBC workers/volunteers are not medically trained, they have valuable experience and skills that might benefit you.

2. Health Sector Level

· Promote VCT and couple counselling.
· Promote constructive dialogue about sex and sexuality within the HIV units in your health facility (e.g. VCT, PMTCT, CCC, etc).
· Provide accessible treatment (as opposed to hidden service areas) for STIs. This will make it ‘normal’ to seek STI services at the health facility, rather than when STI service areas are not within easy view or hidden, and probably in a hard-to-reach location. You can also facilitate accessibility by labelling or sign-posting the STI treatment area.

· Provide accessible ART and comprehensive care. This will promote more all-rounded care.  How?  When more people will feel free to access the CCC their health status eventually improves.  This in turn helps to boost social confidence and social demand for the ART and comprehensive care services, thus ending stigma and discrimination.

Emphasize that:

· PLWHA can lead long and productive lives and their ability to do so (lead long and productive lives) should be recognized and valued.
· Encourage members of staff at your health facility to use respectful language towards ALL clients, including those with HIV/AIDS.
· Provide a feedback forum for staff and clients to lodge complaints about discrimination and ACT on it. One way to do this is to have a suggestion box, where patients/clients can drop their feedback, or conduct exit interviews. Then have periodic meetings (monthly or every 2 weeks). This way, you will collect opinions and suggestions from patients/clients, and you will have an opportunity to relay this feedback to health workers at your facility. If you conduct exit interviews (where a questionnaire is prepared with questions asking patients/clients what their opinions are), then it might help to have an independent person to analyze the data for you so that you avoid bias. The same independent person could be the one hired to prepare the exit interview questionnaire, if resources at your health facility allow.

· Affirm the value of each member of staff irrespective of status. In many work environments, including health facilities, lower-ranking workers are frequently looked down upon by the higher ranking workers. This can have several negative effects: the lower-ranking workers may pass their unhappiness to patients by treating them badly. Also, if the patients sense that some workers are treated badly by others in the system, they may doubt the possibility of them, as patients, being treated fairly by the offending health care workers. Finally, such antagonism that may result if health workers do not respect each other, may result in conflict at the workplace, and will lead to a compromise in the quality of services that these health care workers are capable of offering.

· Encourage teamwork and mutual concern in staff units and reward those who comply and support each other in the teamwork. When members of staff see their colleagues who show teamwork being rewarded, they are likely to follow the example and try to be good too. With such harmony, it is easy to inculcate the message of stigma reduction among the team members.

· Draw up an anti-stigma code of conduct. This can be done at policy level at the provincial or at the district level, depending on what is appropriate. The anti-stigma code of conduct is a document that outlines formally the views of the health facility against stigma, explaining that the facility is a non-stigma area. It also outlines the channels that a patient who has been stigmatized or discriminated against can follow in order to seek recourse or assistance. Such documents need to be enforced and progress needs to be reviewed periodically.

· Model compassion, empathy and acceptance.  As a health worker interested in reduction and mitigation of stigma and discrimination, be a good example to others on how we can avoid it.

· Promote a culture of respect and confidentiality. Breach of confidentiality and lack of respect are manifestations of stigma and discrimination, and are also worsen the effects of existing stigma and discrimination. For example, if a health care worker talks carelessly about the HIV status or AIDS disease of patients (breach of confidentiality) to other people, the patient would be stigmatized. This would also be a show of lack of respect for patient-health care worker confidentiality. If such a patient was already suffering from stigma and discrimination, the level of stigma and psychological trauma to the affected patient would increase.

· Create a safe environment for staff to discuss their fears and challenges about HIV/AIDS, so that open, honest dialogue and discussion between the health care worker and the patient can be promoted and strengthened. As a health care worker, you are responsible to create such favourable conditions for the benefit of the patients.

· Create a supportive environment for the infected or affected staff members. This would enhance reduction of stigma and discrimination to members of staff affected and would serve as a model for positive and supportive interactions with other patients.

· Educate staff on principle of informed consent. It is always an ethical requirement to provide all the information about a procedure/intervention (e.g. testing for HIV or taking a patient for surgery) given to a patient before performing it and only carry out the procedure/intervention once the patient has offered consent after understanding all the information given. It is unethical and illegal to test a patient for HIV or perform surgery without obtaining informed consent, or obtaining consent when you have not given all the information about the procedure. You also need to discuss the possible risks and/or benefits of the procedure and ensure the patient has fully understood the implications of the procedure before performing the procedure. For example, if you test a patient for HIV without consent, it will be very hard to offer treatment, and it will also be difficult to tell the patient about his condition afterwards. As a health care worker, openness and honesty about what you do for the patient are some of the key ethical principles that mitigate stigma and discrimination.

· Empower PLWHA to be role models. This way, the successful PLWHAs would mentor other patients and influence them to be more confident with themselves. Such confidence helps improve the self esteem of the PLWHA, which in turn reduces stigma and discrimination, especially self-stigmatization.

· Provide support groups e.g. post-test club. Such support groups help the members feel a sense of belonging and provides a forum to discuss challenges and how to overcome them among PLWHAs and other people interested in supporting the PLWHA, even if they are themselves HIV negative. The mutual support of others belonging to a post test club helps the PLWHA to feel part of a social system, and improves their self esteem.
· Advocacy among opinion leaders. Persons with a big social influence like politicians, religious leaders, can help reduce stigma and discrimination among the communities they influence by talking against stigma and discrimination and showing their commitment to reducing stigma and discrimination by example.

3. Work-place 

Institutional policy guarding against discrimination at the workplace is very important.  This can be achieved when the institution (workplace) has a formal policy discouraging stigma and discrimination, and allowing for equal opportunity, medical cover and encouraging continued support and care for their workers who are HIV positive.  Many organizations that have favourable policies towards PLWHA generally tend to be more respected in the public eye, than those that discriminate against PLWHA by, for example, sacking or refusing to offer treatment to their workers who have HIV. 
Another way to fight stigma and discrimination is to ask for feedback from clients/employees about stigma and discuss with staff to promote positive change. This makes it possible for the institution to know the opinions of their workers about the institution’s handling of stigma and discrimination. With this feedback, the institution can put measures in place to reduce stigma and discrimination. 
4. Care at the health facility level
Within the health care facility, it is important to care for PLWHAs well, in order to mitigate the effects of stigma and discrimination. The following are some of the things you can do as a health care worker to reduce stigma and discrimination:

· Encourage PLWHA to talk openly about their feelings and listen. This promotes openness, honesty and supportiveness, which are important for the health care worker who wants to reduce stigma and discrimination.

· Don’t decrease interaction— treat PLWHAs as you treat other colleagues or other people who are HIV negative.

· Chat and spend time with them. Make them feel wanted. This will address a fundamental need of people with such a stigmatized illness, that is, : the need to want to feel loved, to belong and to be treated as a normal person.  It is very important to spend time with the PLWHA and to treat them as normal human beings.

· Encourage them to join a support group, so that they can have a sense of belonging with other people with whom they can share challenges, solutions and offer mutual support to each other.

· Encourage them to identify and get treatment for infections and to live positively.

· Allow them to continue being productive. Do things which build confidence and self-esteem. Never allow a PLWHA to quit work of stop activities of daily living if he/she is not being sacked. Quitting work and removing oneself from activities of daily living contributes to stigma, and can lead to depression and a sense of self-worthlessness.

· Help them to focus on the positive aspects of their lives, aspects that bring them joy and happiness, like: “I want to stay alive for my children.”

· Talk together about feelings of anger. Talking about these helps diffuse the seriousness of the anger that a PLWHA may have against himself of the spouse/partner for being responsible for the HIV infection. Such emotional upheavals affect one’s response to interventions, treatment and also worsen stigma and discrimination. Anger should be addressed and defused. 

· Practicing safe sex to avoid getting more HIV into their bodies. Even for people who are already HIV positive, there is need to continue using protection during sexual contact, even if the partner is also HIV positive so that re-infection is avoided. 

· Getting good food, avoiding too much alcohol and avoiding stress. These interventions promote good nutrition and health. Ideally, alcohol should be avoided altogether, especially for PLWHA on HAART treatment; since alcohol interferes with the way the body handles the drugs (metabolism), and may affect the proper working of the liver, where the drugs are mainly metabolized.

· Emphasize that HIV/AIDS is a chronic illness like diabetes or high blood pressure but with proper treatment, one can lead a long and productive life. This is not only true, but it will help to normalize HIV/AIDS and help reduce the negative effects of stigma and discrimination.

5. Role of Government 

The government as an institution can also contribute to the reduction of stigma and discrimination. The following are some of the ways in which the government can help reduce stigma and discrimination:

· Provide accessible, affordable and available HIV treatment and care to the infected.  As the PLWHA continue to have better health, other people will see them as normal people, and therefore have reduced stigma and discrimination towards them. The reduction in stigma and discrimination towards the PLWHA who are receiving good treatment will create social demand for more treatment, for more people, and will improve the general outlook of the society on HIV and PLWHA. 

· Create/laws policies that protect the rights of PLWHA and discourage discrimination, for example, by making it unlawful for an employer to sack or refuse to employ HIV positive people and outlawing other forms of discrimination on the basis of one’s HIV status.

· Ensure screening of blood for transfusion for infectious disease. The government can make it mandatory for all blood and blood products being transfused to patients to be screened for HIV and other blood-transmisible diseases. This will mean that recipients of blood by transfusion will not be infected inadvertently, as a result of being transfused with infected, unscreened blood.

· Provide care and support for orphans and vulnerable children and families disadvantaged through HIV/AIDS. This will reduce the strain on societies that take care of children orphaned by HIV/AIDS. It will also provide homes and education to such children, who might otherwise be stigmatized and discriminated against, and prevent them from entering  into a life of crime, early prostitution, and perhaps also catch HIV.

· Be proactive in promoting constructive media messages on HIV transmission, care and support. The media, through government support can change the perceptions of the society on HIV/AIDS and PLWHA. By projecting images of hope and success in treatment and other interventions, the media, through government support can improve the view that society has towards PLWHA. 
Summary

That brings us to the end of this section.  In this section we have leant that while stigma reflects an attitude, discrimination is an act or behavior.  We have also seen that recognizing and dealing with our own fears, misconceptions and attitudes towards HIV/AIDS is key to reducing stigma and discrimination. Otherwise, HIV-related stigmatization and discrimination may discourage PLWHA from accessing key HIV services and cause them to continue spreading the disease.  All members of a community have a responsibility to respect the rights of all women, men and children irrespective of HIV status. Let’s all join hands to fight the virus and not the people living with the virus.
You have also come to the end of this Unit on setting up HIV/AIDS care, treatment and prevention programs.  We hope you are now able to organize  comprehensive care activities for PLWHA, safeguard and educate them about their rights, and of course reduce or eliminate stigma and discrimination from yourself and the health facility where you work.  In the next unit we shall discuss home and community based care of PLWHA and palliative care.
You can now take a well deserved break before completing the attached assignment.  

Good luck([image: image15.png]
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