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Introduction

Tillik’u b&sita, ‘the big disease’, was a term | often encountered while interviewing women
affected by leprosy in Addis Ababa, Ethiopia. Women used it to refer to leprosy, the disease they
touches the heart of this illness by emphasizing how it affects all aspects of life of affected
people, from the physical, psychological and economic to the social life.*

The all embracing nature of leprosy can be understood from the establishment of leprosy
communities, that are defined as ‘a form of group living of people with common problems, who
had faced similar social consequences and seek solace in each others’ company’.? The
establishment of these villages is interwoven with the history of leprosy, one of the oldest
diseases known to humanity. The major deformities that used to come with this disease, together
with the way it was described in literature and art, have been the basis for irrational fear of
leprosy resulting in stigma, segregation and the establishment of these isolated villages. After the
Middle Ages the number of people affected by leprosy declined in the Western world. However,
it continued to remain a major health problem in much of the developing world.

Nevertheless, recent reports of the World Health Organisation (WHO) present
encouraging numbers on the prevalence of leprosy. They state that in 1994 over 42 African
countries were highly endemic. In 2003 only nine countries had a prevalence rate of more than
one case per 10.000 inhabitants.® Although the numbers are drastically declining, phrases like
tillik’u b&sita indicate that leprosy is much more than a medical problem. According to author
Tony Gould, this is caused by the ‘complex and troubling’ nature of leprosy.* He states that
especially the WHO is overlooking the long-term care of people affected by leprosy, because
these people end up at the back of the queue since ‘their disease is not life threatening and their
needs are neither immediately obvious nor obviously immediate’.®

By focusing on prevalence numbers as indicators of positive change, the social-cultural
factors of the disease are neglected in existing literature. This is troublesome because isolation
and stigmatization of people affected by leprosy are not only present in all African countries, it
also differs in its appearance. For instance, Professor of African history John lliffe, wrote: ‘The

extent to which different cultures, and different individuals within them, have stigmatized leprosy

! Harvinder Kaur and Wim van Brakel, ‘Is beggary a chosen profession among people living in a ‘leprosy
colony’?’, Leprosy Review 73 (2002) 334 — 345, 341.
2 Ibidem.
¥ WHO, Leprosy elimination in the WHO African region. Trend and situation in 2003 (Not published).
: Tony Gould, Don’t fence me in. Leprosy in modern times (London 2005) 361.
Ibidem.



and isolated its sufferers has varied greatly and is difficult to explain.”® Dr. Arole, Director of the
Jamkhed Project in India, supports this when saying ‘Leprosy has been associated with stigma
and social exclusion throughout history and on all continents, although there are wide variations
in the ways in which this is worked out in different communities’.” Although authors recognize
that the stigmatisation of and attitudes towards people affected by leprosy vary among different
societies, the topic is hardly addressed. One of the few studies concerned with this problem
comes from the African anthropologist Joseph Opala who, in his article concerning leprosy
among the Limba in Sierra Leone, emphasizes the importance of worldview as a key to

understanding the attitudes towards and behaviour of people affected by leprosy.?

Studies on the social-cultural aspects of leprosy among women in Africa are especially
under-exposed. The available literature reveals an alarming picture by stating that women suffer
more hardship than men due to their inferior status in many countries. As a consequence they
often have little decision making power which can prevent them of leaving the household and
search for medical treatment.? Furthermore, illiteracy also stands in the way of finding proper
treatment. It contributes to problems understanding the messages of western health beliefs.
Women tend to hold on to ancient beliefs regarding leprosy because it is easier to accept an
explanation that is understood and accepted culturally such as evil spirits.’® Women also tend to
suffer more than men regarding the stigma attached to leprosy. Research proves that females are
more likely than men to find restrictions on everyday activities like eating and sleeping together
and on attending festivals. They also meet difficulties when trying to find a partner."* As a result,
many women hesitate to inform their community about their diagnosis.*? The existing information
regarding the social-cultural aspects of leprosy among women remains on the surface and full of
generalizations. Shale, attached to the University of Sheffield, concludes: “if leprosy is to be
conqguered, consideration must be given to a detailed study of the varying social conditions of

leprosy endemic countries, including attitudes to the disease and to women’.*®

® John lliffe, The African poor. A history (Cambridge 1989) 215.

"'S. Arole, R. Premkumar, R. Arole, eds., ‘Social stigma: a comparative qualitative study of integrated and
vertical care approaches to leprosy’, Leprosy review 73 (2002) 186 — 196, 186.

® The article I refer to is: Joseph Opala and Francois Boillot, ‘Leprosy among the Limba: Illness and
healing in the context of world view’, Social science & medicine 42 (1996) 3 — 19.

° Amanda le Grand, “Women and leprosy : a review’, Leprosy Review 68 (1997) 203 — 211, 206.

19 Matthew John Hunter Shale, “‘Women with leprosy. A woman with leprosy is in double jeopardy’,
Leprosy review 71 (2000) 5-17, 9.

' Ibidem, 11 - 13.

12 Shale, “Women with leprosy’, 11 & Le Grand, “Women and leprosy: a review’, 206.

3 Shale, “Women with leprosy’, 15.



This thesis is therefore dedicated to the socio-cultural aspects of leprosy among women
and takes a community-specific approach by focusing on Ethiopia. It seeks an answer to the
question: ‘How is leprosy in Ethiopia defined by women affected by leprosy and the healthy
community and how does this definition fits into Ethiopian culture and worldview?’

Ethiopia is an interesting place for research because leprosy has a long history in this
country. Different sources claim that Ethiopia has suffered since time immemorial from a high
incidence of leprosy and it is said to have been one of the countries most seriously affected by the
disease.* Even today, around 5.000 new cases are detected each year, of which the male-to-
female ratio is approximately 2:1.° Furthermore, Ethiopia holds a special position on the African
continent. It is the only African country (together with Libya) that has escaped from European
colonialism. Due to this fact, it kept hold of its cultural identity and Western influences are rarely
found. It also knows, compared to other African countries, a long tradition of Christianity that
originates from the fourth century.

Besides that, there is a special need for research on women in this country because
information on Ethiopian women is only scarcely available. This is underlined by historian Belete
Bizuneh who noted that ‘while in many African countries the stage has been reached where
works of synthesis and more sophisticated gendered analysis are being carried out, the Ethiopian
scholarly scene remains largely devoid of works that explore the historical experience of the
country’s women’.*® Development practitioner and expert on Ethiopia, Helen Pankhurst, agrees:
‘there is still no single book devoted to the position of women in Ethiopia as a whole (. . .) and
most of the general works have been written by, and focused on, men.”*” The little available
information shows large percentages of uneducated women, 83,9 percent in the rural areas and
35,8 for urban districts. *® It also reveals high illiteracy rates: in the year 2001, 32.4 percent of
women were literate, against 48.1 percent of men.*

To examine the social-cultural aspects of leprosy among women in Ethiopia, this thesis
draws on research that | undertook between April and June 2005 as a trainee for the International

Association for Integration, Dignity and Economic Advancement (IDEA). IDEA is the first

“ ENAELP, “Leprosy in Ethiopia’, The Truth, Bi-lingual Annual Bulletin, (January 2005, Number 6) 28 —
29, 28.

5 D. Berhe, R.T. Haimanot, T. Tedla & T. Taddesse, ‘Epidemiological pattern of leprosy in Ethiopia: a
review of the control programmes’, Leprosy Review 61 (1990) 258 — 266, 260.

16 Belete Bizuneh, “Women in Ethiopian history: a bibliographic review’, Northeast African Studies 8
(2001) 7-32, 8.

7 Helen Pankhurst, Gender, development and identity. An Ethiopian study (London 1992) 6.

18 Central Statistic Authority, ‘Ethiopia 2000: results from the demographic and health survey’, Studies in
family planning 33 (2002) 352-356, 352.

19 http://hdr.undp.org/reports/global/2003/indicator/indic_196_1_1.html, assessed on 21-02-2006, 1 PM
2006.



international organization whose leadership is largely made up of individuals who have
personally faced the challenges of leprosy. The organization promotes a positive image of leprosy
through publications, public forums and the IDEA Centre for the Voices of Humanity. By doing
this they aim to end social isolation, social injustice, prejudice and discrimination, while
promoting full and equal participation in society.?

The traineeship consisted of collecting life histories of women affected by leprosy. The
main goal of the interviews was to learn more about the social-cultural history of leprosy in
Ethiopia and how this disease has affected them as individuals and as women. The focus was set
on women because, as described in the previous section, they face double inequalities due to their
sex and disease. Thirty two women were interviewed at the Princess Zannabawarg leprosarium in
Addis Ababa and three in the town of Dessie (800 kilometres north of Addis Ababa). Next to the
interviews, a ‘Questionnaire on attitudes’ was developed to learn more about the attitudes of
‘healthy people’ towards people affected by leprosy. This questionnaire was distributed in the
capital city among hundred respondents from different backgrounds. Both research techniques
provided me with extensive and unique information, coming from healthy people and people
affected by leprosy. Therefore, these interviews and the questionnaire constitute a substantial
source for writing my thesis and are often quoted for reasons of clarification and evidence.

To answer the main question, the interviews and questionnaires are analysed by using an
ethnomedical approach. Hereby ethnomedicine is not applied as a tight theoretical perspective but
as a gaze from which the subject is discussed. Ethnomedicine is a branch of Medical
Anthropology, the study that emphasizes how health and disease are as much social and cultural
phenomena as they are biological. Medical anthropology embraces multiple foci of concern,
ranging from biological on one end to socio-cultural on the other end. It is on the socio cultural
pole that ethnomedicine can be found. The term ethnomedicine was introduced in 1968 by
anthropologist Charles Hughes and referred to ‘those beliefs and practices relating to disease
which are the products of indigenous cultural development and are not explicitly derived from the
conceptual framework of modern medicine’.?* It was also more broadly referred to as ‘culturally
oriented studies of illness’. Two aspects of ethnomedicine are of special interest to this research:

the “disease theory system’ and worldview.

2% |DEA also seeks to develop partnerships with organizations like the United Nations in order to receive
international cooperation.

2! Charles Hughes In: Carolyn F. Sargent and Thomas M. Johnson, Medical Anthropology. Contemporary
theory and method (London 1996) 116.



Ethnomedical studies are concerned with medical systems, the culturally based behavior
and belief forms that arise in response to the threats posed by disease.?? Part of these medical
systems is the ‘disease theory system’, which embraces beliefs about the nature of health, the
causes of illness and the remedy techniques and other curing techniques used by doctors.?* Such a
system provides a rationale for treatment and deals with the much wider question of what has
happened to disturb the patient’s social relationships, and what harmony inherent in nature may
have been disturbed. Furthermore, these systems often play a powerful role in sanctioning and
supporting social and moral cultural norms: the threat of illness as a consequence of socially
unaccepted behavior plays a major role in many societies in maintaining the moral order.?*

Ethnomedicine is also closely related to worldview, an important concept for this
research. Worldview can be defined as the people’s understanding and ideas of things around
them that are usually not expressed directly and thus consist of tacit knowledge.? It can be seen
as a framework that ties everything together and allows us to understand society, the world, and
our place in it. Worldview provides logical consistency to a society’s thinking, customs and
behavior.?® The close relationship between ethnomedicine and worldview is explained by the fact
that from a worldview particular views arise of the body and of health and illness. From these
perceptions, every culture formulates specific knowledge that is put into practice in everyday
life.?” These particular views and practices form a major part of the disease theory system.

Discussing social-cultural aspects of leprosy among women in Ethiopia using these
concepts leads to the following thesis outline: chapter one serves to examine the historical and
cultural contexts of main themes for this research, meaning the Ethiopian Orthodox Church,
women and leprosy in Ethiopian society. The chapter begins with a brief further introduction to
ethnomedicine. Next, it focuses on the influential historical role of the Ethiopian Orthodox
Church in shaping discourses on health illness and women. Furthermore it sheds light on the
position of women in Ethiopia with emphasis on the rural areas and on important themes for this
research: kinship and marriage. Finally, it will discuss the historical context of attitudes towards
leprosy in Ethiopia and the establishment of leprosaria in this country.

22 George M. Foster and Barbara Gallatin Anderson, Medical Anthropology (New York 1978) 33. It is
important to make a distinction here between “disease’ and “illness’. Where the first is a pathological
concept, the latter is a cultural concept and used within this thesis.

2 |bidem, 36.

** |bidem, 38 — 46.

%% David Levinson and Melvin Ember eds., Encyclopedia of Cultural Anthropology Volume 4 (New York
1996) 1380.

%6 Joseph Opala and Francois Boillot, ‘Leprosy among the Limba: illness and healing in the context of
world view’, Social science and medicine 42 (1996) 3-19, 3.

%7 |bidem.



Chapter two has multiple aims. First it discusses the research methods, the interviews and
questionnaires, into greater depth. Secondly, by analysing the interviews and questionnaires it
explores the knowledge, beliefs and attitudes of the women and the non-affected. The following
topics are discussed: health seeking behaviour, women and leprosy, stigmatisation from society
and the self-esteem of women. In this chapter the concepts of beliefs, knowledge and attitudes,
that are important to ethnomedicine, hold a central place. Beliefs and knowledge are viewed as
equivalent concepts here, the only difference being that ‘beliefs’ are generally thought of as
conscious and available for verbalization, whereas ‘knowledge’ includes elements that are not
readily accessible for discussion.”® The concept “attitude’ is closely related to “belief” and used to
refer to ‘a general and enduring positive or negative feeling about some person, object or issue’.”®
Generally, attitudes are thought to have emotional value, while ‘beliefs’ and ‘knowledge’ are seen
as the emotionally neutral background to ‘attitudes’.*

Chapter three seeks to situate the main findings of chapter two, with its themes and
concepts in the wider context of Ethiopian culture and worldview. Health beliefs and behaviours
are made understandable in the cultural context in which they are found. Therefore, it is explained
how these fit into the context of people’ lives and thinking. After all, how Ethiopian society views

health and disease in general and leprosy in particular is a result of their worldview.

%8 perti J. Pelto and Gretel H. Pelto, “Studying knowledge, culture and behavior in applied medical
anthropology’, Medical Anthropology Quarterly 11 (1997) 147 — 163, 148.

2% |bidem, 149.

% |bidem.



Chapter One

Religion, women and leprosy in historical and ethnomedical context

The main objectives of this introductory chapter are to sharpen the theoretical perspective of
ethnomedicine as brought forward in the introduction and to present background information on
key themes for this research: religion, women and leprosy in Ethiopia. They are introduced and

discussed from an ethnomedical and historical point of view.

§81.1. Ethnomedicine

The basic principles of ethno medicine and its value to this research were brought forward in the
introduction. The described approach is central to this research, adding to them some comments
of Medical Anthropologist Mark Nichter.

Ever since the introduction of ethno medicine in 1968 many authors have contributed to
the development of its methodology. For this research | draw attention to one of the leading
figures in this debate, Mark Nichter. In the early 1990s he described the recent trends in and
anthropological approaches to the study of ethnomedicine. Some of his findings were of great
value and are applied to this research. First, he urges the need for a broader definition of
ethnomedicine. All too often, ethnomedicine is delimited as the study of folk illness, traditional
medical systems, herbal remedies and healing rituals. While these subjects are central to
ethnomedicine, they are points of departure, not the focus of a fixed gaze, Nichter argues.**
Therefore, he pleads for the following definition of the field: ‘ethnomedical inquiry entails the
study of how well-being and suffering are experienced bodily as well as socially; the
multivocality of somatic communication ; and processes of healing as they are contextualized and

directed toward the person, household, community and state, land and cosmos’.*

This touches upon his second valuable remark concerning ethnomedical inquiry. Nichter
warns against the decontextualization of healing systems and / or illness as a discrete domain of
empirical inquiry. According to Nichter, healing systems and illness constructs take on meaning
in context, not as bounded sets of activities, imposed categories or stock responses to objectified
forms of misfortune.*® Medical Anthropologists Sjaak van der Geest, after having conversations
concerning medical knowledge on a market in Cameroon, and Allan Young, after conducting

# Mark Nichter, ‘Ethnomedicine: diverse trends, common linkages. Commentary’, Medical Anthropology
13(1991) 137 - 171, 138.

%2 |bidem.

% |bidem, 139.



fieldwork in Ethiopia, reached a similar conclusion. They argued that people’s medical
knowledge is fragmentary and changes continuously with the changing circumstances or contexts
in which they find themselves.®

Applying both comments to this research means that the behaviour, beliefs and attitudes
concerning leprosy get more meaning once viewed against the background of the complete life
histories of the women. Involving religion, family structures, the position of women and
dominant discourses surrounding health and illness helps to get a better understanding of leprosy
in Ethiopia. This is especially true for leprosy, a disease that is much more than a biomedical
problem and affects all aspects of life. By enabling women to present their own stories and then
situating these in the larger context of Ethiopian culture and worldview, the following chapters
move from micro to macro levels to reveal the relation between the life stories of the women and
the dominating discourses in Ethiopia surrounding religion, women and leprosy.
Furthermore, the existing beliefs and attitudes concerning leprosy are often embedded in the
history of society. Building upon Nichter | therefore believe that adding an historical approach to
an understanding of leprosy will help to place the data and literature in a broader context. As a
consequence, in the remaining part of this introductory chapter, background information
concerning religion, women and leprosy in Ethiopia is discussed from an ethnomedical and
historical point of view. This information frames and guides the remainder of the ethnographic

material in the study.

81.2 The cultural and historical context of Ethiopian Orthodox Christianity

Different authors stress how Ethiopians frequently look for treatment in a religious setting and
how Ethiopian Orthodox Christianity influences the acts and thoughts of its peoples. To put these
statements in a broader context, it is important to examine the place of the Orthodox Church in
Ethiopian society and its historical role concerning health and illness.

General
In Ethiopia, religion is nearly universal with approximately 45% of its inhabitants adhering to
Islam, 35% to Orthodox Christianity, 10 % adhering to different Christian faiths and the

% Sjaak van der Geest, ‘Marketplace conversations in Cameroon: how and why popular medical knowledge
comes into being’, Culture, medicine and psychiatry 15 (1991) 69 — 90, 85 and Allan Young, “The creation
of medical knowledge: some problems in interpretation’, Social Science and Medicine 15B (1981) 379 —
386, 385.



remaining 10% practising animism.* However, these percentages are subject to change and this
is caused by ‘religious oscillation’: a pattern of flexible religious identification in the country
which means that in the course of a lifetime people may convert from their religion of birth to
Christianity or Islam and back.*® Geographically speaking, the highlands of Ethiopia have always
been predominantly Christian while the Islam is strongly presented in the northeast, east and

southeast. The women interviewed have a Christian background.

Historical context
As the state religion, Ethiopian Orthodox Christianity has played a crucial role in the cultural,
political, economic and social life of the people.®’ For this research, the cultural role is of great
importance and it can best be understood by looking at the history of two important features of
the Church. The first is the longstanding relationship between the Ethiopian Orthodox Church and
the Coptic Church of Egypt. Christianity was introduced from Egypt and became the official
religion of the Aksumite Kingdom as early as the fourth century.® This turned Ethiopia into one
of the first nations, worldwide, to adopt Christianity. It is stated that the Ethiopians followed the
monophysite dogmas borrowed from the Copts, adding to them a complete set of local beliefs that
rendered their Christianity uniquely Ethiopian.*® The close ties between both religions is
characterised by the fact that an Egyptian bishop functioned as Ethiopia’s head of Church for
many centuries. Throughout this period, Ethiopians were not considered eligible for consecration
as bishops.*’

Due to the geographical location, Ethiopia profited from the Red Sea trade which brought
about frequent contact with the Byzantine world. As result, all important economic, political and
religious developments in the Byzantine world were reflected in Ethiopia.** However, these
channels of communication were cut off in the seventh century with the rapid Muslim conquest.
Suddenly, Ethiopia found itself in an isolated position and turned inwards, making the southern

**http://www.minbuza.nl/default.asp?CMS_ITEM=1010B4DB10C04615B6B15A2177AA9979X1X51508
X43, visited on 25-02-2006, 14 PM.

% Jon Abbink, ‘An historical-anthropological approach to Islam in Ethiopia: issues of identity and politics’,
Journal of African cultural studies 11 (1998) 109-124, 111-112 and 118-119. According to Abbink, social
factors causing this are marriage, trade relations, migration to a city or an area predominantly inhabited by
members adhering to the other religion, and even (especially today) ethnic or political affiliation.

%7 Sergew Hable Selassie, Tadesse Tamrat eds., The church of Ethiopia. A panorama of history and
spiritual life (Addis Ababa 1997) 10.

% The Aksumite kingdom, the precursor of Ethiopia, was a trading state that emerged about the first
century A.D.

% Haggai Erlich, ‘Identity and church: Ethiopian — Egyptian dialogue, 1924 — 1959°, International journal
of Middle East Studies 32 (2000) 23 - 46, 24.

%0 Selassie and Tamrat, The church of Ethiopia, 7.

“! |bidem, 10-11.




part of the country into a centre of a distinctive Christian culture over the centuries.* This event
reinforced the unique character of Ethiopian Christianity on the one hand, but intensified
Egyptian influence on the other because during that period Ethiopia’s sole solid contact with the
outside world was the Alexandrian Church of Egypt. Finally, at the dawn of the twentieth
century, a wave of independence arose in the Ethiopian Church. The common consensus was that
the Church had to be freed from the hegemony of the Coptic Church, which finally happened in
1951. The autonomy of the Church was confirmed in 1959.

The other important feature is the dominant role played by the Ethiopian Orthodox
Church. The introduction of Christianity marked a turning point in Ethiopian history. Unlike
other religions practised before, it played an integral role in all aspects of life. Although the
Church went through many difficult periods from the seventh century onwards, it kept playing a
dominant and unifying role in Ethiopia. All modern emperors perceived the spread of Christianity
as a major vehicle for unification and centralization, and they aspired to the monopolization and
nationalization of the Church. This is especially true for Haile Selassie, who made an effort to
unify Ethiopian identity around Christian Amharic culture.®

Characteristic for the Christian domination is its status as state religion and how it

dealt with Islam. The Islam owed much of its initial peaceful spread in seventh century Ethiopia
to the tolerant Christian monarchs but it soon became a religion with a secondary status that
emerged in the shadow of Christianity and often suffered from suppression and discrimination.**
This situation remained unchanged for centuries but is coming around these days due to the
policies of Ethiopia’s latest political regimes. In socialist Ethiopia, the status of Christianity was
reducing more and more to that of Islam. The communistic Derg regime (1974-1991) for
instance, tried to discourage religion in all of its forms. However, the large numbers of Christians
and Muslims, as well as the deep-rooted religious nature of most Ethiopian peoples could not be
ignored by the regime, so it settled for a policy of existence and co-optation.*® The later post-1991
regime of the EPRDF restored many religious freedoms, equating Islam almost to Christianity.
Although the number of practitioners of Islam is increasing rapidly, Christianity remains the

dominant religion, visibly influencing the everyday life of the Ethiopian peoples.

%2 Selassie and Tamrat eds., The church of Ethiopia, 12.

*3 Erlich, ‘Identity and church’, 26.

“ Abbink, ‘An historical-anthropological approach to Islam in Ethiopia’, 109-124, 112-113.
* |bidem, 117.
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The impact of the Ethiopian Orthodox Church on everyday life

The historical, dominant role played by the Church enabled it to penetrate into different spheres
of life of its followers. This is confirmed by the statement that in rural areas, the rules of the
church have the de facto force of law and can be illustrated by a few examples.*®

The firm position of the Church becomes clear from the ritualised gestures and idioms of
greetings that are visible on the streets. Greetings and expressions often have a religious
dimension attached to them.*” Illustrative for this research is the general greeting t’ena yist’illifi
meaning ‘may God provide you with health’ others are igziyabiher yawk’all, * it is in God’s
hands’ and igziyabiher yimmasgéan, a reply on ‘how are you?’, meaning ‘may God be praised /
thanked’. Furthermore, whenever Ethiopians pass a Church they bow and make the sign of a
cross before they move on. Not only greetings and acts are religiously influenced, even time is
regulated by the Church and divided into a religious-ritual calendar, according to Social
Anthropologist Harald Aspen. The most important cyclical element is fasting, which is imposed
on the members of the Ethiopian Orthodox Church. For common people, the total number of
fasting days amounts to 110 — 150 days a year. The Orthodox Church preaches that the nature of
man is evil, aggressive and deceitful and must, therefore, be controlled, disciplined and weakened
through a measure such as fasting.*® The fasting rules prescribe a strict diet that must not contain
any food of animal origin and are highly respected and hold high social and cultural value. It is
one of the most important means, in Ethiopia, by which to express a ritual and cultural identity
and it is said that the habit of fasting constitutes the essence of Ethiopian Orthodox Christianity.*

Another sphere of influence is education because Ethiopian monasteries were the only
providers of education for a long period. By the fifteenth century numerous monastic centres
were established at crucial locations throughout the country and remained the only education
facilities available in the Christian highlands.*® The courses provided were mainly religious. Even
today, many of the Churches and Church institutions have remained the main source of basic
elementary education for the Ethiopian population in the rural areas. Together, these examples

illustrate how almost every aspect of Ethiopian life is intermingled with religion.

% David Levinson eds., Encyclopdia of world cultures. Volume IX. Africa and the Middle East (New York
1994), Entry: Amhara, 20.

*" Elleni Tedla, ‘Indigenous African education as a means for understanding the fullness of life: Amhara
traditional education’, Journal of Black Studies 23 (1992) 7 - 26, 17.

%8 Karl E. Knutsson and Ruth Selinus, ‘Fasting in Ethiopia. An anthropological and nutritional study’, The
American journal of clinical nutrition 23 (1970) 956 — 969, 967.

“* |bidem, 966 and 969.

%0 Selassie and Tamrat, The church of Ethiopia, 20-22.
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Ethiopia’s Orthodox Christianity and its views on health, illness and women
The previous sections made clear that the Ethiopian peoples are guided by Church rules and
statements in their daily thoughts and activities. It is therefore important to examine the views of
the Church on key themes for this research, meaning health, illness and women.

By expressing a clear standpoint, the Church influences the general discourse on illness.
The Church beliefs in strong moral messages preaching illness as a punishment for moral
misbehaviour. For example: ‘If you do this and listen to my words, then | will bless you. But if
you don’t do this, things of this sort will befall you, including drought, disease, war and incurable
diseases’. Church leaders believe this to be true because when people become detached from
God, and when they indulge in multiple sins, and when they lack a fear of God, God will send his
wrath on them.>* Specific attitudes towards leprosy are explored later on in this chapter.

Historically, the Ethiopian Church has played an influential role in processes of healing.
Prior to the arrival of modern medicine, people turned to churches in search of healing. Many sick
persons spent parts of their lives in prayer, and would vow to make generous gifts to the church if
and when they would recover.® The healing services of the Church can be defined as official,
sacramental healing and consisted for a major part of the application of holy water, tsebel, for
restoration of health. Even today, there are priests and monks who deal with spiritual healing
through prayers, reading from the Bible and the holy books and giving holy water to drink or to
sprinkle on the “patient’. Holy water can be prepared from any kind of water, which is prayed
over in a special way. However, the main holy waters are spring wells with healing powers
located at places where monasteries or churches have been erected. There are some very famous
holy waters which attract crowds of the disabled, who often stay for weeks or even months to
participate in the prayers and drink the water.** Church healing stood next to popular healing
which existed roughly of exorcism, the laying of hands and the use of charms and relics.**

Concerning the Church’s attitude towards women, they were excluded from many parts

of Church life, which is illustrated by the fact that Church education remained largely closed to

51 A pastor from the Ethiopian Evangelical Church, Mekane Yesus (EECMY) quoted in: Getnet Tadele,
Bleak prospects. Young men, sexuality and HIV/AIDS in an Ethiopian town (Leiden, African Studies
Centre, 2006) 152 — 153.

°2 Richard Pankhurst, An introduction to the medical history of Ethiopia (Trenton 1990), 90.

*% Lars Jacobsson, ‘traditional treatment of mental and psychosomatic disorders in Ethiopia’, International
Congress Series 1241 (2002) 265 - 269, 268.

> Otto F.A. Meinardus, Two thousand years of Coptic Christianity (Cairo 1999) 100 — 103.

12



them.*® Furthermore, they were not allowed access to the hierarchy of patriarch, bishops, priests
and deacons and they may only enter the outer part of the Church. Nevertheless, women are the
churchgoing majority and they express themselves culturally, socially and occasionally politically
in the churchyards and in the women’s side of the Church.*® Therefore, development practitioner
and expert on Ethiopia Helen Pankhurst argues that Orthodox Christianity is also the domain of
women, because it plays an influential part in their beliefs and actions and they find support and
explanations of their world in Christian terms.”’ It seems that even though the Church does not
actively include women in its spiritual life and activities, Christianity plays an influential role in
their lives. The situation of women is explored into greater depth in the next section.

The above shows how religion influences the general discourse on illness, health and
women. Some people may not even be practicing believers, but discourses surrounding their daily

life and events are blended with religious sentiments and beliefs.

8 1.3 The Amharic women of Ethiopia

A lack of information on Ethiopian women was observed in the introduction. Therefore, it comes
as no surprise that the British historian Richard Pankhurst is the only author known to have
written the history of the position of women in Ethiopia down. However, even his effort remains
brief, due to a lack of sources and because the position of women only constitutes a small part of
his social history research. Nevertheless, he presents a remarkable conclusion by stating that the
position of women has changed little throughout the centuries and much of what was true in the
Middle Ages, remains the same today. According to Pankhurst, women played a major role in
agriculture, handicrafts and trade during the Middle Ages. Women also spent a large part of their
time in and around the kitchen.?® Later on, when discussing the seventeenth and eighteenth
centuries, Pankhurst notes that “The position of women, as far as the meagre records of this time
suggest, remained basically unchanged throughout this period’.>® This can be confirmed and

understood by a remark from an UN report: “Where carriers of change are few and the population

*® Richard Pankhurst, A social history of Ethiopia. The Northern and Central highlands from early
medieval times to the rise of Emperor Tewodros Il (Addis Ababa 1990) 270.

*® Cressida Marcus, “The production of patriotic spirituality: Ethiopian Orthodox women’s experience of
war and social crisis’, Northeast African Studies 8 (2001) 179 — 208, 188.

*" Helen Pankhurst, Gender, development and identity. An Ethiopian study (London 1992) 150.
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is sparsely scattered over large areas, as is the case in much of East Africa, change comes
slowly”.*

These statements give the idea that the position of women is static and remains
unchanged over time. Despite the shortage of information, the next sections attempt to explore the

place of Amharic women in Ethiopian society into greater depth.

Kinship, marriage and family

The interviewed women all belong to the Amhara tribe, which is predominantly agricultural.
Historically, the Amhara have been the culturally and politically dominant tribe of Ethiopia. This
is illustrated by the Amharic proverb ‘Amara yazzal inji aytazzezim’, ‘the Amhara is to rule, not
to be ruled’.®* The Amharic domination has its origin in the end of the nineteenth century when
Menelik, the Amhara king of the province of Shewa, became the strongest man and Emperor of
Ethiopia. He realized a shift of power from Tigray in the North to the Amharic province of Shewa
in Central Ethiopia. His successors kept the Amhara in power and during the twentieth century
Ambharic became the dominant language and non-Amhara Ethiopians were obliged to study it. By
privileging Amharic, the State pursued a policy of intense amharization which also consisted of
favoring economic and educational investments in Amhara regions and under Haile Selassie, the
bureaucracy was filled with mostly Amhara elites. ® All these aspects are part of disrespect
shown to the cultures and languages of the different ethnic groups. Nevertheless, it did not come
to a confrontation because this was considered risky and acquiescence was preferred because the
state was too powerful.®®

According to different sources, the Amhara are a ambilineal descent group, viewing kin
relatives of both mother and father as equal.** The basic unit of social life is the household which
is largely self-sufficient. The members of one group do not necessarily live together and villages
are seldom found. Their settlements consist rather of scattered, semi-isolated homesteads of one

or more huts (tukuls) that are separated from one another by distances of up to half a mile or

% United Nations (Social Development Section of the Economic Commission for Africa), The status and
role of women in East Africa (New York 1967) 3.

% Donald N. Levine, Greater Ethiopia. The evolution of a multiethnic society (Chicago, London 1974) 149.
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more.®® Members of a household are expected to carry out specific tasks allocated to sex and
other criteria, and they are all under the authority of a single senior male.®®

Professor Donald Levine and Professor of Anthropology Allan Hoben state that the
Amharic household is organized more by economic than kinship considerations.®” As the fortunes
of a household change over time, and as individuals see their life chances better served in one
place than in another, the number of members in a household may change. What remains constant
is the organization of tasks to be performed and the authority structure.”® Kin relations are only
salient in a few important areas: selection of marriage partners, blood feuds and land tenure.*®
This is remarkable because other tribes are organised completely different. For instance the
Oromo, which is the largest ethnic group in Ethiopia, are viewed as solidaristic in stead of
individualistic and the Oromo family is much more stable than the Amhara family.” Furthermore,
although Levine’s argumentation is convincing, other sources contradict his conclusions by
stating that ‘loyalty to one’s family and kin is highly emphasized and taught to the young’.™

All sources do agree, however, that kin relations are important when it comes to marriage
and the matter is seen as pulling and binding together families and communities.”* Marriage is a
family affair and kin-negotiated civil marriage is most common. No Church ceremony is involved
but a priest may be present at the wedding to bless the couple. The traditional age of a girl at first
marriage may be as young as fourteen while a groom of three to five years older than the bride is
preferred.” According to tradition, giving a dowry is not practised in this area. Marital property
results from contributions by both spouses whereby the women often contribute oxen or cattle,
while the men mainly contribute land and a house.” Divorce can be negotiated and involves
division of property and determination of custody of children.”

The Amhara reckon inheritance the same way as descent: equally through mother and

father. This is not common because in most African societies, and in many Ethiopian ethnic

% William A. Shack, The central Ethiopians. Amhara, Tigrifia and related peoples (London 1974) 28.
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groups as well, sons or brothers are the chief heirs of land.” As for the Amhara, the land
distribution of 1991-96 has provided equal access to women. It improved women’s access to and
control of land in the Amhara region.”” As for inheritance, the Land Use Rights Proclamation
permits inheritance of land by those who have legal rights to it. The law also indicates that there
should be consent from the wife.”® Although the land policy has strengthened women’s right in
inheritance, there is no uniformity in its application which is a major constraint and although
Ambharic men and women theoretically have equal rights of inheritance and access to land, many

factors work against this ideal.”

Division of labour
‘East African women, particularly those who live in rural areas, are brought up to consider men as
leaders and themselves as of secondary status. WWomen are brought up to obey their husbands
rather than to develop a relationship of companionship in marriage. They learn to do housework,
take care of children, and to farm. The biggest events in a woman’s life are coming of age,
marriage and childbearing. Her status derives to a great extent from her husband’s status’.*

This statement, coming from a United Nations report of 1967, is still current today among
the Amhara. There rests a heavy work load on the women, consisting of both household and
farming activities. ® Concerning the household, women ground the grain, prepare both mead (t&j)
and beer (télla), collect herbs and spices for the every day meals and do all the cooking.® They
also engage in fetching water, taking care of the children and cattle, and in petty trading.®® The
hardship of this work is illustrated by the fact that women have to carry water and firewood for

long distances on their backs, and have to make long trips to markets to sell their products.
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Besides taking care of the household, women participate in farming activities like land
preparation, sowing, hoeing, weeding, harvesting, threshing and storing and livestock production.
The only activity in which women do not engage is plowing. It is considered an inappropriate
activity and physically too demanding for women. However, this statement is based more on
cultural perceptions than on actual physical inability.®*

Despite of their major contributions to the household and farm life, women hold an
subordinate position and only participate in decision-making on common household issues. At the
community level their participation is very low and women do not even participate in meetings

that are of common interest to them.®

81.4 Leprosy and leprosaria in Ethiopia

The heavy workload that rests on women, as described above, exposes them to various health
risks. This is a double strain on women affected by leprosy, the subject of the final section of this
chapter. This paragraph provides a short historical introduction to leprosy in Ethiopia. It focuses
especially on historical representations, beliefs and attitudes concerning leprosy. After all, it is
important to present these old images in order to place today’s beliefs in a broader perspective.
Furthermore attention is given to the international climate in which leprosaria were established

and how this came about in Ethiopia.

The historical context of leprosy in Ethiopia
Leprosy has been mentioned in the first travel accounts about Ethiopia. For instance, Nathaniel
Pearce, a British resident in the north of the country, declared in 1831 that infection with leprosy
was ‘very common among the lower class’, and that there were ‘thousands who had lost their
fingers and toes’, and whose bodies were ‘covered all over with large white spots’.2® There are
many more similar accounts. Together they illustrate that leprosy has a long history in Ethiopia,
that its prevalence rate was very high and that leprosy left a deep impression in everybody’s

mind. Next to the travel accounts, the Bible played a major role in spreading images about
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leprosy. Missionaries in Ethiopia had the Bible translated to Ge’ez at a very early stage.*’ In the
Ge’ez and Amharic translations of the Bible, leprosy is often referred to as 1am3.%¢ In other
Ethiopian literature terms like qwesala sega or sega dawé (ulcerated or diseased sega, body),
gumtenna (derived from the Amharic verb ‘to cut’), and tillik’ dawé (grand or big disease) are
frequently used as well.*

Two excerpts can best illustrate the ideas and values that were circulated by the Bible.
The first is from Leviticus 13, 44-46 where people affected by leprosy are called ‘unclean’ as
stated in God’s injunction to Moses and Aaron: ‘The man is diseased and unclean. The priest
shall pronounce him unclean because of the sore on his head. The person with such an infectious
disease must wear torn clothes, let his hair be unkempt, cover the lower part of his face and cry
out, ‘Unclean! Unclean! As long as he has the infection he remains unclean. He must live alone;
he must live outside the camp’. At the same time, the New Testament circulates a quite different
view about leprosy and speaks of miraculous cures. For instance in Matthews 8, 2-3: ‘A man with
leprosy came and knelt before him and said, “Lord, if you are willing, you can make me clean.”

Jesus reached out his hand and touched the man. “I am willing,” he said. “Be clean!”

Popular attitudes towards leprosy
These Biblical ideas found their way to the people and influenced their ideas and thoughts about
leprosy. For instance, the miraculous healings became a major theme in Ethiopian literature.®
The Ethiopian belief in miraculous healings also partly explains the dominating tolerant attitude
towards leprosy. The Ethiopian Orthodox Church did not always copy the Old Testament
traditions on leprosy. Instead, a tolerant social environment developed in Ethiopia that was
significantly different from the rest of the Judeo-Christian world. A couple of factors can explain
this. First, the Ethiopian Church taught that leprosy was a test of faith. Those who have been
suffering from illness in general are believed to be rewarded in the here after. Equally, others can
also be rewarded in the here after based on their charity towards these people.®* This attitude was

very crucial in molding sympathetic social concern towards the patients. Christian charity became

8 Ge’ez is an ancient language that developed in Ethiopia as the language of the peasants. It later became
the language of the Ethiopian Imperial Court. Today Ge’ez remains the main language used in the liturgy
of the Ethiopian Orthodox Church.

8 The word “Leprosy’ in the Old Testament actually covers a number of skin diseases, such as syphilis,
eczema, impetigo etc. besides what is understood by leprosy in modern times. Such confusion is believed
be a result from an erroneous translation of a Hebrew term for leprosy, tsara’ath, which included all skin
complaints.
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an important aspect of Ethiopian culture. Handicapped people, who in many African societies
would have remained unseen in their villages, where led in Ethiopia to display their sufferings in
order to benefit from Christian charity.*” This attitude also explains why people affected by
leprosy were so often found near churches, in quest of alms and miraculous cures.”

The Fetha Nagast (The Law of the Kings), containing the traditional laws of Ethiopia,
made another important contribution to the tolerant atmosphere in Ethiopia towards leprosy by
taking a humanitarian view of the disabling disease. A good example of this is the statement
made towards marriage. The code rejected the idea that leprosy was a disablement and affirmed
that marriage to a person affected by leprosy was a decision entirely for the would-be-spouse.
However, it seemed a different issue if the disease developed after marriage, in which case a man
was allowed to separate from his wife, but only if he gave her a complete outfit and dowry.** The
Fetha Nagast never spoke of segregation of people affected by leprosy.

In addition to these tolerant values and ideas, spread by the Law and the Church, the
people kept their own opinions about leprosy. This was partly due to the great amount of
illiteracy and therefore lack of knowledge about the disease. The peoples of Ethiopia held
hundreds of ideas about the causes of leprosy, the main ones being: a blow from the devil,
adultery by moonlight, intercourse during menstruation, spirit possession and heredity.”
Contagion was not seen as one of the causes, and that was a huge contributor to the tolerant
attitude of the time. Ideas about the contagious nature of leprosy changed during the 20" century,
and together with that the attitude of the people changed. Until then leprosy patients were mostly

regarded as objects of pity, even of sympathy among many Christians.

Traditional treatment
Regarding cures for illness, innumerable varieties of traditional medical cures were and still are in
widespread use in Ethiopia. The national Ethiopian rural health survey from 1982 — 1983
revealed that more than half of all Ethiopian health seekers utilized traditional healers. Helmut
Kloos, Professor in Medical geography at Addis Ababa University, even states that ‘partly due to
the low coverage of the modern health services traditional medicine is the major source of care
for an estimated 65-80 percent of the population’.*® According to epidemiologist Teferi Gedif,

this widespread use can also be attributed to the “cultural acceptability, efficacy against certain
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types of disease, physical accessibility and economic affordability’ of traditional medicine as
compared to modern medicine.”” Explanations are also searched for in the political corner and
Medical Anthropologist Makonnen Bishaw states that since the change of government in 1974,
the official attitude towards the promotion and development of traditional medicine has become
more positive.”

Concerning the types of traditional medicine, a distinction needs to be drawn between
medicines for internal and for external application. Those for internal use consisted of the roots,
bark, leaves, fruit and seeds of a wide variety of plants. Many of these served in the treatment of
multiple diseases.” Medicines for external use varied even more. The majority of these was also
based on plants and were applied by different types of traditional healers, such as an herbalist or a
medicine painter. According to Vecchiato remedies were mainly obtained from natural
substances, including plants (76%), animals (14%) and minerals (6%).'%

As for people affected by leprosy, they not only used a variety of the herbal treatments
mentioned above but they were also frequent visitors of the available thermal waters in the
country. These hot springs were not only used by them, but also by persons suffering from
syphilis, rheumatism and other diseases of the skin.'®* Tsebel are substances like water, soil or
ashes, which are blessed in the name of a particular saint and which are used as treatment for a
wide range of illnesses. In order for it to work, the ill person must be a believer in its
effectiveness. If the tsebel fails to cure, the integrity of the patient’s belief is challenged rather

than the efficiency of the tsebel.**?

Modern Medicine
Although traditional medicine is still widely exercised and used in Ethiopia, foreign or modern,
medicine is not unknown. Concerning leprosy, the era of modern medicine can be categorized in
three phases.
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The first is the era of pre-mono-drug therapy (1901-1950) in which the chaulmoogra oil
injection (prepared from plants) was seen by most health workers as an effective medication for
leprosy. However, after some time its medical value became controversial.*®® New scientific
improvements led to the introduction of the Mono Drug Therapy (1950-1983). This consisted of
treatment with Dapsone. Its early introduction in Ethiopia was favored, amongst others, by the
establishment of the World Health Organization, established in 1948. The WHO sent a delegation
to Ethiopia to evaluate the leprosy control programme.'® In the 1970s, problems of Dapsone
resistance occurred. Finally, in 1983, the Multi Drug Therapy, consisting of Rifampicin,
Clofazimine and Dapsone, was introduced and this has proved to be very successful in drastically

reducing the prevalence rate of leprosy.

815 The rise of leprosaria
Throughout the world, leprosy has been viewed as a mysterious and frightening disease for a long
time. This was partly caused because leprosy was not fully clinically described until the 1840s.
This was achieved by Danielssen and Boeck, who agreed with the common view that leprosy was
a hereditary disease. One started to doubt this belief after the sudden outbreak of leprosy in
Hawaii in the 1860s. An event that became important in the shaping of modern Western attitudes
towards leprosy.

The event set in motion the first modern effort at a systematic quarantine of persons
known or suspected of having leprosy (mostly Chinese wage labourers who were seen as a
contaminating source). It also served to alert European colonists of the possible presence and
potential spread of leprosy in European territories and possessions throughout the world.*®
Doubts subsequently arose about the hereditary status of leprosy. Reports from abroad gave the
impression that leprosy was increasing and spreading at a remarkable and alarming rate.'® At the
same time modern knowledge of the disease increased, favouring contagonist views. The
discovery of the mycrobacterium leprae by Dr. Armauer Hansen in 1874 established leprosy as a
bacterial disease. This had far-reaching consequences, as can be illustrated by the First
International Leprosy Conference of 1897 which declared that ‘isolation is the best means of

preventing the spread of the disease’. Leprosy was also officially declared “virtually incurable’.*’
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A policy of quarantine and segregation arose, based on the fear that leprosy could not be
contained and was about to become endemic. As a result isolated leprosy villages and colonies
were established, for example, in Carville (1894) and Culion (1901).

Leprosaria in Ethiopia
These ideas and practices found their way to the African continent through colonists. The first
European authorities in Africa to adopt a consistent segregation policy were the British in South
Africa, in 1892.2% The Germans in German East Africa, in a very limited way only, followed this
policy. It was only after 1925 that leprosy settlements were established in other British colonies
such as Nigeria, British Togoland, Uganda, Zanzibar and Sudan. Later on the French and Belgian
areas of Africa copied the same segregation policy.'® It took a long time before this happened in
Ethiopia, partly because the country was never really colonized. However, two processes
contributed to the rise of leprosaria in Ethiopia and when taking a close look at them, it becomes
clear that Western ideas played a major role in Ethiopia after all.

First, the media played an important role. Malaku, a journalist at the Amharic Weekly
(Berhanenna Sélam, 1925-1936), took an active part in calling for segregation. As a former
student of chemistry and medicine in the United States, he compared their segregation policy with
the tolerant climate towards leprosy in his own country of Ethiopia. He condemned the Ethiopian

110 He also declared that

traditional conceptions urging the seclusion of patients from society.
leprosy was an actively transmitted infectious disease stressing the need of an immediate
segregation of the patients from society as a solution to the problem.™!

Another important contributing factor to the rise of leprosaria in Ethiopia came from
Emperor Haile Selassie (1930-1974). He immediately searched for possibilities of establishing a
leprosarium near Addis Ababa. This became reality with the help of the Sudan Interior Mission

and with the financial support from the American Leprosy Mission.**?

Missionaries played a
major role in the establishment of leprosaria in Ethiopia, moved by a need to preach the gospel
and Christian compassion to those affected by leprosy. Haile Selassie himself was mainly moved

by awareness of a further dissemination of the disease.'*
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The Princess Zannabawarq leprosarium, Addis Ababa

The very first leprosarium in Ethiopia was St Anthony’s, founded at Harar in 1901 by the local
governor, Emperor Menelik’s cousin Ras Makonnen. It was run by two priests and in accordance
with the absence of enforced segregation in the country, inhabitants were allowed to come and go
and to mix with the ‘healthy people’.*** Despite its success, no other leprosaria were set up for
several decades. The delay was mainly caused by the widespread Ethiopian belief that leprosy
was a God-given, inherited disease that was not contagious.™

It took until the 1930s before the second leprosarium was established. This one was
situated some ten kilometres outside the capital of Addis Ababa and was officially inaugurated by
Haile Selassie in 1933. Later on it was given the name Princess Zannabawarq, after the daughter
of the emperor.™® At first, only some 80 to 100 persons were admitted. This changed after the
invasion of the Italians in 1935. They took control of the leprosaria and followed a policy of
forcefully gathering and dumping people affected by leprosy there together with other disabled

people. They became overcrowded as a result.*"’

At the Princess Z&nnabawdrq Leprosarium the
number increased to more than 1000 inmates. After the Italians left Ethiopia in 1941, missionaries
hoped to resume their activities in the leprosaria. However, the government refused and put them
under its own control. Commencement of modern treatment in the 1950s once again caused
movement of people towards the leprosaria."®

As a result, the Princess Zannabawérq Leprosarium became a scene of human misery,
which the government closed to the public and foreign visitors. Finally, the government had to
give in and it asked for assistance from religious and humanitarian organizations to establish new
leprosaria in the 1950s and 60s.™° Inhabitants from the Princess Zannabawarq Leprosarium and
from St. Anthony’s were then moved (due to population pressure) to the new leprosaria. This
happened involuntarily and those who were capable of walking, tried to escape from their new
homes. The reasons for this were that such transfers were generally unexpected leaving no time
for preparation. Those involved were unable to take their private property with them and it
separated families and married couples.'”

Things changed for the Princess Zannébawarqg Leprosarium in the 1960s when three

international organizations, International Society for Rehabilitation of the Disabled (ISRD), the

114 pankhurst, “The history of leprosy in Ethiopia to 19357, 71.
115 -
Ibidem.
116 Kebede, Leprosy, Leprosaria and Society in Ethiopia, 58.
" 1bidem, 62.
18 1bidem, 66.
"9 1bidem.
120 1bidem, 66-67.
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American Leprosy Mission (ALM) and the Leprosy Mission London looked for a suitable area
for a training centre for teaching the social and clinical aspects of leprosy. Their aim was to
‘establish a training and research centre in Africa in which students from all over African
countries shall be trained in the treatment and rehabilitation of leprosy patients’.*** A delegation
team chose Ethiopia and they came to an agreement with the government. As a result, ALERT
(All Africa Leprosy, Tuberculosis & Rehabilitation Training Centre) took full responsibility for
running the leprosarium in 1967, and constructed a new, larger hospital. Then in 2001 the
Ethiopian government took over full responsibility for ALERT.

The origins of a village
The establishment of leprosaria, such as the Princess Zannabawarg, was often followed by the
emergence of villages in its vicinities. People affected by leprosy moved and established these
villages by permanently settling in them, in search of better medical, social and economical
facilities."* Something similar happened to the Princess Zannabawara.

In the beginning, the now known Zannabawaérq village was totally made up of forestland
and it only turned into a settlement after the Italian invasion of 1935. The hospital is the first and
only hospital in Ethiopia where leprosy and related treatment has been given and its patients
therefore came from different parts all over the country. In earlier times, those who were under
treatment and ex-patients were living in the hospital’s compound. Everything they needed was

provided for them, free of charge, by the government.**®

Due to overpopulation and unrest among
the patients, the government had to give up on this. This is illustrated by one of the interviewed
women: ‘When Haile Selassie was in power, the government subsidized everything we needed.
They gave us food, clothes and provided education for us. (. . . ) However, when the time of the
Derg arrived and at the end of Haile Selassie’s regime things were changing. Food was not being
provided so the people had to move out of the compound, had to get their own houses and rent
their own rooms’.*** As a result, inhabitants were partly transferred to newly established
leprosaria in Shashemene and Awash. Many people resisted and a lot of those who had to leave
managed to escape and return to Addis Ababa. One woman recalls: ‘At one time they took us to
some remote areas in Shashemene and Awash. There were hyenas and forest all around us. They

were building new hospitals there. The environment there was not good for me. It is where | lost

121 Kebede, Leprosy, leprosaria and society in Ethiopia, 109.

122 1bidem, 159.

128 ENAELP, A baseline study on persons affected by leprosy and their family members in Addis Ababa.
Disability, socio-economic situation, attitude and self-esteem, need assessment (Addis Ababa 2001) 99.
24 Interview XXXI.
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my fingers and parts of my body. Every woman had to go into the forest and cut down trees to
acquire some land for farming. | could not cope with this and came back to Addis Ababa’.**
These people started the village around the hospital, by renting land from the landlords.**® The
foundation for the leprosy community was laid.

At its beginning the village remained small, containing just 83 households. However, in
the second half of the 1960s, its population grew enormously to reach thousands of households
today. This extension was caused by the increase in the number of children, the extended family
formation and the migration of people from the center of the city to this area due to the
availability of cheap house rent.*”” The residents are from different administrative regions of the
country, but the dominant ethnic group living in this area is the Amhara.'?®

Nowadays, the area shows many resemblances with a real city. It is divided in different
administrative zones, called kebeles. Furthermore, facilities present are ALERT hospital, a private
clinic, a school, a kindergarten, a radio broadcast station and a market. Nevertheless, the village
remains an underdeveloped area. There are no well-developed roads, the settlement is
overcrowded and education and development levels are low.**® Furthermore, the Addis Ababa
dumping area, an oil factory, public toilets and a river are in its nearby vicinity.**® There is no
garbage dumper in the area itself and therefore most wastage is thrown on the ground. This
causes dirty, muddy roads, especially in the rainy season. Altogether, sanitation facilities in this
area are very poor. According to ENAELP, 27,5 % of the village population earn their living
from begging, and another large part is unemployed. Others are working in trade or as a daily
labourer.*

Finally, a considerable part of the women is active at two different embroidery workshops
for ex-leprosy patients in the area. The first is Region 14, which is situated inside the leprosy
village. A group of fifty women and two male weavers work on handicrafts here like bags and
table clothes, made of hand-spun and hand-woven cotton. By doing this they hope to break away
from poverty. The other one is situated in the old hospital building on the compound of ALERT.
This workshop was established by foreigners with the aim of creating work opportunities for

people affected by leprosy who where released from treatment and had no means of income.** In

125 Interview XXIV.

126 ENAELP, A baseline study on persons affected by leprosy, 99.
127 1bidem, 100.
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this workshop approximately 180 women are producing the same kind of handicrafts, though
different in style. Nearly all interviews were conducted in these workshops. The methods used

and the results are discussed in the next chapter.
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Chapter Two
Methodology and Results

This chapter serves to present both the methodology used to collect the data and the results of the
interviews and questionnaires. The first section discusses the research techniques used to conduct
the interviews and distribute the questionnaire on attitudes, while the second section presents the

results of both.

§2.1 Data collection

The interviewed women all live inside the leprosy village, of which a short history is given in the
previous chapter, and earn their living in the two different embroidery workshops, Region 14 and
the old hospital. The majority of the interviews were conducted at Region 14, while the remaining
interviews were held at the workshop in the old hospital building. Finally, three interviews were
conducted at the leprosy village in Desee, a town in the northern province of Wello. The
following section describes the methods used for conducting these interviews and distributing the

questionnaires.

Interviews
While starting up, the Ethiopian National Association of Ex-Leprosy Patients (ENAELP) helped
me tremendously by assisting me in my search for a translator and by introducing me to the
women participating in the workshops. After this introduction, | got familiar with the women by
visiting them a couple of times. We enjoyed spending time together and it was very helpful,
considering that they were going to share their personal life histories with me.

For the interviews, a questionnaire was developed with the feedback and advice from the
International Organization for Integration, Dignity and Economic Advancement (IDEA), who are
very experienced in this. We agreed that although | had a set of questions, the person being
interviewed is the expert. That person should guide the direction of the interview, as this would
reveal what they feel is important in life and what they feel we need to know, rather than what we
feel we need to know. *® Therefore, interviews were undertaken from a point of view as
described by social historian and sociologist Paul Thompson: “An interview is not a dialogue, or a
conversation. The whole point is to get the informant to speak. Your role is above all to listen.

133 IDEA, Oral History: the process, the project. The IDEA approach (Not published, the Oral History

Project 2005) 10.
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You should keep yourself in the background as much as possible.”*** Consequently, the women
had the chance to emphasize the topics they felt were important.

Our aim was to record the experiences of people from all generations in order to better
understand the social implications of having leprosy in the past and in modern times.**®
Therefore, the women represented all age groups. They were chosen by the chairperson on
grounds of their presence that day and on the availability of time. The interviews were conducted
using a translator and we asked for women who were busy with handicrafts. In that way they
could bring their work with them and work on it during the interview. The lengths of the
interviews differed from half an hour up to one hour and were conducted in an isolated office or
room to minimise background noise and to maintain privacy. The interviews were recorded on
video and transcribed into English afterwards. Occasionally, a woman felt more at ease when the
camera was aimed at the wall and when we only recorded her voice. Furthermore, participation in
the interviews was voluntary and consent was obtained through an “Oral History Consent Form’
from all participants.’*® The in-depth interviews provided me with more information on the life
stories of the women and on the difficulties they had met during their lives due to leprosy and

being a woman."®

Questionnaires
During my daily encounters in Ethiopia with people from different backgrounds, I noticed that
strong beliefs about leprosy are still widely held.**® In order to examine this and put the life
stories of the women in a broader perspective, a questionnaire was developed and distributed.
An article in the Leprosy Review that dealt with a similar though larger inquiry in the
rural areas of Ethiopia was especially helpful.** It was practical to use their questionnaire as a
guide to my own since this would facilitate comparison of their results with mine. Together with

IDEA | completed a list of ten questions. A translation was made into Amharic together with a

13% paul Thompson, The voice of the past. Oral history (Oxford 2000) 238.

135 IDEA, Oral History: the process, the project, 4.

138 The “Oral History Consent Form’ is form put together by IDEA, and used when conducting interviews.
By signing the form, the participants agree with the use of their interviews for historical and educational
purposes.

137 A copy of the questionnaire is attached as an Appendix to this thesis.

38 For example, there was a group of American missionaries staying at ALERT and they had scheduled a
visit to the leprosy community. One American woman told me that some group members hesitated to come
along because ‘they did not know if they could do it’. This was surprising and it made me wonder: if
highly-educated Christian people like them held such ideas, what would the average minimally educated
Ethiopian think?

139 R. Tekle — Haimanot, L. Forsgren ed., ‘Attitudes of rural people in central Ethiopia towards leprosy and
a brief comparison with observations on epilepsy’ Leprosy Review 63 (1992) 157-168.
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sheet entitled ‘Facts about leprosy’ that was to be distributed to the people after completing the
questionnaire. After distributing some questionnaires as a sample, they turned out to be
unsatisfactory. Questions starting with ‘How do you feel about. . . .?” were often not understood
by the respondents. Obviously, this is not an appropriate way of asking questions in Ethiopian
culture because the only answer people gave was ‘1 do not feel anything’. As a consequence we
agreed with ENAELP’s director to make the questions more direct. The result was a
questionnaire containing ten questions of which some were closed and others were open-ended.

Results
A total of 35 women, aged between 15 and 65, participated in the interviews. The majority of
them had received no education or only primary education. More specific data will be given in
the next section. Quotes from the interviews will be integrated in the remainder of this thesis as
evidence and to elucidate the issues brought forth by the women during the interviews. The
interviews have been transcribed and edited in order to make them ready for possible publication
by IDEA.

Ninety-three persons, being almost equally distributed among men and women,
completed the questionnaire on attitudes. They were distributed among health workers from
Addis Ababa (16); people working at or around ALERT (8); students of the Addis Ababa
University (25); shopkeepers (18); members of the Ethiopian National Association of the Deaf
(9); members of the Ethiopian National Association of Physically Handicapped (9) and members

140

from the Ethiopian National Association of the Blind (8)."" This provided a good mixture of

people from all ranks of society.

§2.2 Results from the interviews

This section serves to present the results from the interviews. Since the interviewees could
determine the course of the interviews for a major part, the results are presented in a narrative
way by focusing on what they believe is important in their lives. Furthermore, the topics
questioned are logically grouped and dealt with in different sections. First, background

information about the women is given, after which attention shifts to their health beliefs and the

149 Although the distribution went mostly ad random, some people provided me with good ideas. One of my
translators, who works as a medical doctor at the leprosy hospital, advised me to distribute some among
health workers from all over town. His reason for this was that he knew that many medical practitioners
would not even think about working at a leprosy hospital, like he did. Furthermore, the director of
ENAELP advised me to question other disabled people. Lastly, | wanted to incorporate the ‘elite’ of society
(the students), people who are in regular contact with leprosy patients (those working at or around ALERT)
and people who are probably never in contact with leprosy patients (shopkeepers).
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treatments they sought. After that, gender, marriage and children are dealt with in a separate
section. Finally, stigmatization from society and the self-images of the women are dealt with.

General characteristics
The 34 interviewed women were almost equally divided between the different age groups, the

average age being 40 years.'*!

The majority of the women were born in Gojjam, Gonder or Shoa
while a few have their origins in other administrative regions, like Tigray, Wello and Hararge.
Despite differences in origin, all women have an agricultural background with parents who were
farmers. Many women declared that they used to help their parents in farming activities in their
younger years. As for education, the majority said they never received education at all and
amongst the others the average level attained is grade five or six. The latter group received their
education at a school inside the leprosy village, after their family came to ALERT. This is not
surprising because a couple of women said no education was available for them in the rural

142

areas.”~ However, some women mentioned there were priests who sometimes taught them the

basics of reading, writing and counting.**?

Health seeking behaviour
Although the majority of women became affected by leprosy at a young age and claimed they
were too young to understand what was happening to them at that time, most have ideas about the
cause of the disease. One frequently heard cause was ‘this disease comes from God and is given
to me by chance’.*** Other causes given were heredity, a curse from God, stepping on dirty things
(the local drug chat and used washing water were mentioned), playing with mud, poor sanitation,
a rash from the sun and sexual intercourse.'*> Some women also mentioned the causes given by
their family or community and it appeared that their families often saw it as a hereditary disease
but also mentioned sexual intercourse and contact with evil people and evil spirits as the source of
leprosy.**® Finally, some women mentioned how the community regarded leprosy. Roughly, they
viewed leprosy as a hereditary or contagious problem that can also be brought about by contact
with evil people. There are clearly considerable differences in the causes ascribed to leprosy by

the women, their family and the surrounding community.

141 A table with the general characteristics of the interviewed women is attached as an appendix to this
thesis.

2 Interview 11, XXVI.

13 Interview V1.

144 Interviews V and XXXIV.

5 Interviews 1V, X, XIV, XXV, XXVI, XXVII, XXVIII.

8 Interviews I, V, IX, XXI11, XXIV and XXVIII.
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It took the majority of the women months, sometimes years, and multiple visits to
traditional healers before they reached the hospital at ALERT.*” Exactly 50% of the interviewed
women made use of traditional treatment before their arrival. The seventeen who immediately
went to a hospital for modern medicine did so because they had a connection to modern medicine
either through an affected family member, through friends or family living in Addis Ababa
possessing knowledge of leprosy or because modern treatment was accepted in her living area.**®

Among those who did look for traditional treatment, holy water, tsebel in Amharic was
most often tried. At least ten out of the seventeen women declared that they tried tsebel, for
periods ranging from two months to up to three years.**® Besides holy water, herbal medication
was mentioned by five women.** They spoke about how leaves and ‘cultural medicine’ were
used which were applied in different ways. Sometimes leaves were tied around their arm, while
on other occasions the skin was cut and the medicine put on it or herbs were used to paint the skin
that made it burn and the skin let loose. Besides Holy Water and herbal medication, religious
treatment, consisting of praying, was mentioned.”" Finally, visits to witch doctors were cited
twice.™ These healers are found at a Bete Amlake, from where they treat their patients in
different kinds of ways. One woman shared the experience of how a witch doctor tried to cure by
ordering her to kill a hen or a sheep and to eat it while sharing the food only with relatives.
Another woman explained that a witch doctor told her family to have a garment weaved for her.
If she, the patient, would like it, the disease would go away. It becomes clear from the interviews
that different kinds of treatment were used before coming to Addis Ababa. It was hot uncommon

that many years went by before modern treatment was tried.

Women and leprosy
In this section, topics are discussed that concentrate on implications leprosy had for the
interviewees as a woman: what affects the disease had on marriage, childbirth and whether they

believe it to be harder for women than for men.

147 One woman even declared that she had been without treatment for ten years.

8 Interviews V, VII, 1X, XI (family member affected by leprosy), VI, V111, X, XIV, XXXI, XXXIII
(friends or family living in Addis Ababa; many women narrated how an acquaintance from Addis Ababa
visited the family, recognized the symptoms and brought her along to Addis), XXII (modern medicine
accepted in the community.

19 Interviews 111, VI, X, XVI, XV, XIX, XX, XXVI1, XXXIV and XXXV.

0 Interviews V111, XX, XXIX, XXXI1 and XXXIV.

B Interview XV.

152 Interviews XXXIV and XXXV.
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When keeping in mind that Ethiopian women often marry at a young age, it is not
surprising that thirteen women married back home prior to their diagnosis.*** Those who could
remember told they had married between twelve and fifteen years of age. One woman even said
she was only seven when she got married for the first time."™* The parents of the husband and
wife arranged most of these marriages. One woman recalled: ‘After | grew up | married to my
husband. Our parents arranged this marriage. This is normal in our culture. My mother and father
and my husbands mother and father, agreed and they let their children marry together’.**® This
excerpt shows that marriage in Ethiopia is often a family affair.

All married women became ill during their marriages and months or years of uncertainty
followed during which time they had no idea about the nature of their problem and therefore tried
different kinds of treatment. Once they were informed about their health problem, a similar event

took place in their lives: the marriage ended.*®

A couple of reasons were brought up during the
interviews as the cause of divorce. Occasionally, the husband’s family or the husband himself
encouraged a divorce.™" One woman said: ‘I developed some blistering on my left leg. Due to
this, | had some problems with walking and could not assist my husband in farming activities
anymore. Without my knowledge the relatives from my husband encouraged him to divorce. So
he married another lady on top of me and he cheated me by going to my father and mother behind
my back saying that they should take me to medical care to treat me’.**® However, most of the
time it was the women themselves who decided to divorce their husbands after hearing the
diagnosis. Women never returned to their husbands out of shame, fear of stigmatization or fear
that staying together would aggravate the problem. Instead, they went to Addis Ababa and even
today many men do not possess information concerning the situation of their former wives.**®
This shows how divorce is almost universal among Ethiopian women affected by leprosy.
Surprisingly enough, they are often the initiators of the separation.

Once in Addis Ababa, some women got remarried while others, who came to Addis
Ababa at a young age, married for the first time.*® Two things are characteristic for these

marriages. Almost without exception, the women married men affected by leprosy, who came

153 Interviews: I, 1V, VIII, X, XV, XVI, XVII, XVII1, XXII, XXVI, XXV, XXIX and XXXII1. Others did
not marry and six of them were still not married while participating in the interviews.

5 Interview XXXIII.

55 Interview VIII.

158 This is true except for Interview XVI and XXV. The husbands from these two women had already died
before their wives got affected by leprosy.

7 Interview XXIX.

58 Interview 1V.

9 Interview VI, XVI1, XXI1, XXIV, XXXII.

169 5ix of the women did not marry at all, Interviews: V11, X1, XI1, XI1X, XX and XXXIV.
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from the same region or birthplace as their wives.*® From the women who married for the first
time only seven mentioned that they had married healthy men.'®® However, these men were either
familiar with the disease or did not mind it because there were no signs of leprosy visible on their
wives. It also happened that women did not mention the disease to their husbands again because
nothing was visible

In Ethiopia, fertility rates are high and childless marriages are uncommon. A
demographic survey shows that the fertility rate among Ethiopian women between the years 1995
and 2000 was around six children per woman.*®® However, the average number of children
among the interviewees is remarkably lower and lies at 1,8. Even this number is
misrepresentative because most women have none, one or two children. The couple of women
who have five or seven children heighten the number.

Finally, when examining whether women consider leprosy harder on themselves than on
men, it appeared that six of them held the opinion that men and women suffer equally from
leprosy.'®* They emphasized that as long as people take good care of themselves and take their
medication properly, the disease is equally hard on men and women.*® The remaining of the
women agreed that they suffered more from leprosy than men did. A frequently heard reason was
that women are culturally bound to the household and this made it harder to cope with leprosy.
One woman explained: “To my knowledge I feel that this disease needs rest and cleanliness. Men
can keep their cleanliness easy, but we females are always busy at home doing all our household
activities and therefore cannot take our rest and keep clean’.** It was also mentioned that a
woman’s condition could deteriorate unnoticed because they stay inside most of the time.*®’
While doing their tasks women are exposed to fire and knives with which they can hurt
themselves accidentally and damage their body.'®® Clearly, women saw the heavy work that
rested on their shoulders as a source of hardship. Furthermore it was mentioned that pregnancy
can cause a relapse and that men can transfer the disease to women through sexual intercourse.*®

81 Interviews I, XVI, XVII, XVIII, XIX, XXX and XXIV.
182 Interview V, VI, XXI, XXX, XXXI, XXXII, XXXIV
163 <Ethiopia 20007, 352.

4 Interviews XVI, XVIII, XIX, XX, XXX, XXXIV.
185 Interview X1X and XXXIII.

186 Interview XX.

87 Interview XXIV.

188 Interview XXX and XXXV.

189 Interview XVI1 and XXV.
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Leprosy and stigmatization
Due to the history of stigmatization that is attached to leprosy it is not surprising that many
women faced stigma at several points in their lives. Roughly speaking, the offences came from
three sources: the community, the family and from peers, with stigmatization from the

community most often mentioned.'™

Women described how community members said to them
“You are not equal to us; you are disabled people’ and how they did not accept them and called
them “depressed and diseased people’.'”* One woman narrated: ‘During Haile Selassie’s regime
there was a bus with number seven. It was the only bus that drove up to this leprosarium. Every
time it passed people inside the bus shouted ‘leper, leper, leper’ to us. During that time we really
feared them’."? Besides this, women were often stigmatized by their family members. One
woman experienced both stigmatizations from the community and from her family at the same
time: ‘There was some degree of isolation back in Gonder because people looked at my blistered
foot first. It made me worry that everybody looked at me with bad eyes. (. . . ) My stepmother
isolated my dish, my drinking bottle and even my clothes, she separated it all’.*"* Another woman
was isolated by her family because they feared the reaction of the community if they found out:
‘My family was afraid to present me to a stranger or guest who came to the house because they
believed that leprosy was hereditary. If people in the community know that someone in the family
is affected by leprosy, no one from that family will get married. Therefore, when a guest or
stranger came to our house, my parents said ‘just go, go and come back later’.”*”* Finally, two
women referred to stigmatization at school.*” “When you go to school here, schoolchildren have
to shake hands with one and other. After they took a good look at me, children did not want to
shake hands with me, they did not want to sit beside me and they did not want to join me in a
group assignment’, one woman explained.'”

Part of the women never experienced stigmatization and they explain this first of all by
mentioning that they cannot be stigmatized because they show no visible signs of leprosy.*”’
Others clarified this by mentioning that they do not leave the leprosy village to go into town.'"®

Finally, some women revealed how they never told their family and friends about their condition

170 Interview 1, 11, 1V, VI, XX, XXV, XVI, XVII, XXX and XXXIV.
1 Interview XXV and XVII.

172 Interview XXXIV.

13 Interview 1V.

174 Interview XXV.

175 Interview V11 and IX.

178 Interview VII.

7 Interview V, X1, XIV, XVII and XV1I.

178 Interview X and XIX.
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and can therefore not be stigmatized.'”

One woman explained: ‘I never told my relatives that |
am living in this area. There is an old hospital in town, called Banja hospital. | told them that | am
living around there and that | am attending medical follow-up in that hospital. Because if this
hospital at ALERT is mentioned, people will directly link it to leprosy.”** It should also be noted
that some of these women were only diagnosed at ALERT and were therefore never exposed to

the community at their birthplace, while having this disease.

Self-images

While interviewing, many women displayed feelings of inferiority. For instance, 50% of the
women mentioned how they feel uncomfortable when being around healthy people, who are
economically and physically in a better condition."® One woman explained this depressive
feeling: ‘Internally | feel some isolation for myself. People can easily see that something is wrong
and that makes me shy and afraid. Therefore, | am not happy to engage in activities such as
serving food.”*® Those who did not feel different or inferior mentioned that they feel equal to
healthy people because they are cured and feel healthy themselves or because they ‘can work as
hard and as good as healthy people’.*®

When asked whether they went out from the leprosy village into town and whether they
had friends who were not affected by leprosy, 50 % of the women said they never left the village
for reasons that there was no need to go or because they do not feel happy about going out
frequently.*® Those who did go mentioned shopping and visiting relatives as reasons for going
out.'® Furthermore, the majority of the women indicated they had friends who are not affected by
leprosy. However, they also counted relatives and ‘healthy’ people living inside the leprosy
community among them. Still, six women mentioned that they had no ‘healthy’ friends.'®

Especially due to feelings of inferiority and its consequences, women stay inside the
leprosy village with most women living quite an isolated life. There is not much contact with the

outside world because they hesitate to go there, sometimes due to unpleasant experiences. The

179 Interview V111, X111 and XXXIII.

180 Interview V1.

8% Interview I, 111, X1, X1, X111, XVI, XVI1, XV, XX, XXI, XX, XXIV, XXV, XXVII, XXIX,
XXXV.

182 Interview XVII.

183 Interviews IV, VI, XIX, XXX and XXXII.

18 Interviews 111, VII, X, XVII, XVI, XX, XX, XXIV, XXV, XXV, XXIX, XXX, XXXI, XXXII,
XXXIX and XXXV.

185 Interviews I, 1V, V, VI, VLI, IX, X1, XI1, XIV, XV, XIX, XX and XXXIII.

186 Interviews 111, X, XVII, XXVI, XXXIV and XXXV.
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ones who do go dared to do so because they feel healthy, are able to work and show no visible

signs of leprosy.

§2.3 Results from the questionnaires
This section serves to present the results of the questionnaire that was distributed to learn more
about the attitudes of Ethiopians towards people affected by leprosy. First, background
information on the interviewees is provided. The second part is dedicated to displaying the
knowledge and thoughts of the interviewees about leprosy. The third and last part functions to
present their behavior and attitudes towards people affected by leprosy that are a result of this
knowledge and these thoughts.

In the course of this paragraph, the results of the questionnaires are compared with two
different sources that contain results of similar research. The first is an article about the results of

87 The main

a door-to-door survey amongst 1546 households in the rural area of Ethiopia.
objective of that survey was to learn more about the attitudes of the rural Ethiopians towards
leprosy and to compare them with attitudes towards epilepsy. ** Comparing their outcome with
mine will reveal differences between the attitudes of rural and urban people towards leprosy.

The other relevant source is a baseline study from ENAELP in which people affected by
leprosy, their family members and people who have no family tie to people affected by leprosy,
were questioned.™ Since my questionnaire was distributed among different groups of society and

partly in the city center, it is a useful addition to ENAELP’s data.

General characteristics
The questionnaire was distributed almost equally amongst men and women.*® The majority fell
in the age group of 14 to 25 (52,7%). Other age groups, from 26 to 35 (28%) and from 36 to 45
(14%), were also well represented. Furthermore, 90% of the people questioned are Christians, 9%
Muslims and 1% claimed to adhere to a different religion. Due to the large number of students

and nurses participating in this research, the average level of education is high with only one third

¥"Haimanot and Forsgren, eds., ‘Attitudes of rural people in central Ethiopia’, 157 — 167.

188 The research was carried out between 1986 and 1988 and is therefore a bit outdated. However, it
remains useful to compare their results to mine because it was undertaken in Meskan and Mareko, two rural
communities that are situated in Shewa, the area where some interviewed women were born.

189 ENAELP, A baseline study on persons affected by leprosy and their family members in Addis Ababa.
Disability, socio-economic situation, attitude and self-esteem, need assessment (n.p. Addis Ababa 2001).
However, they selected these healthy people from the Zannabawérg area where most of the leprosy patients
live. As mentioned before, from the mid-1960s on, people from the center of Addis Ababa migrated to this
area due to cheap house rent. As a result, the persons interviewed by ENAELP are all familiar with leprosy
patients.

190 A table containing the general characteristics of the respondents is attached as an appendix to this thesis.
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of the respondents having had an education below grade twelve. Approximately 60% joined
higher levels of education at college or university. The large number of students and youngsters is
also responsible for the fact that 69, 8% of the respondents are single, against 27% who are
married and 3, 2% who are divorced. The composition of the respondents is also reflected in their
occupational status. A large number, 39, 8% are students and 17, 2% indicated that they were
nurses. Furthermore, 9, 7% are merchants, 6, 5% are unemployed and the remaining are active in
jobs like private workers, cleaners, secretaries or drivers. This outcome is of course very different
from the research in the rural areas that reports more than 87% of respondents earn their living in
farming.'*

Obviously, as for education level and occupation, the group does not represent the
average Ethiopian living in Addis Ababa, but this composition of interviewees will reveal more

about the attitudes of educated people.

Knowledge of leprosy

To put people’s attitudes towards leprosy in a broader perspective, different questions were asked
concerning their knowledge about leprosy. The question ‘Have you heard about leprosy before?’
revealed that 93, 6% of the respondents were familiar with the disease. Information about leprosy
was obtained through a person affected by leprosy, at school or through the media, especially
through the radio. Those who had heard about leprosy at school, were all health workers.
Learning about leprosy obviously forms a part of their curriculum. In his study about the rural
areas of Ethiopia, Tekle-Haimanot, connected to the Faculty of Medicine at the University of
Addis Ababa, demonstrated that 90,3% of the respondents had heard or read about leprosy.

The next question, whether respondents knew a person affected by leprosy, revealed quite
a different outcome, with 60% answering in the negative. Those who did know a person affected
by leprosy, mentioned a friend, neighbor or relative who was affected by the disease.

Finally, the interviewees were asked about the cause of leprosy.**> As shown in Table 1,
39% of the respondents did not have a clear idea about the cause of leprosy. Among those who
did, body contact, bacteria and being hereditary were most often seen as the causes. The category
‘other’ contains causes like devils work, curse from God, personal hygiene, breast feeding, from
insects, sun allergy, sexual intercourse done on a field and contact with any object touched by the

diseased.

191 Tekle-Haimanot, Forsgren, Gebre-Mariam eds., “Attitudes of rural people in central Ethiopia’ 159.
192 The health workers are left out of this results.
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Table 1: Questionnaire on attitudes

Question: ‘Do you know how leprosy is contracted? If yes, how?’
Number of respondents Percentage

Don’t know 33 39 %
Body / Skin contact 14 16,5 %
Bacteria / Germs 13 15,3 %
Hereditary 13 15,3 %
Blood contact 4 4,7 %
Other 8 9,6 %

The research conducted in the rural areas of central Ethiopia revealed a different image.
There, 38, 7% think of it as a hereditary disease, while 25% believe it to be caused through
physical contact (contagious). Furthermore, 20% of the interviewees claimed not to know the
cause.” In their baseline report, ENAELP asked their target group a similar question about the
cause of leprosy which revealed the same result. As mentioned, ENAELP’s respondents live
inside or in the vicinity of the Z&nnabawérq village. Therefore it is no surprise that approximately
31, 9% believed the cause of leprosy to be bacteria, while 31, 5% believed it to be a hereditary
disease. A considerable percentage of 21, 5% reported causes such as uncleanness, blood

d.’* After being questioned about the cause, the interviewees were

impurity and a gift of Go
asked whether they believed that leprosy is a curable disease. In response 66, 6% were convinced
that leprosy can be cured through medical treatment. Some of them expressed that this could only
be the case when it was detected at an early stage or before a lot of damage was done to the body.
Furthermore, 4,3% believed that a cure was only possible through religious, traditional treatment,
while 17,2% did not believe in a cure at all and 11,8% said they did not know whether leprosy
can be cured. In ENAELP’s study approximately 43% of the respondents believed that leprosy is
a curable disease, against only 4,3% who do not believe in a cure. Another 25% believe that
although the disease is curable, disability is inevitable.®> Unfortunately, Tekle-Haimanot does
not pose this question in his research. It would be interesting to know what percentage of people
believe in a cure for leprosy in an area where modern medicine is only scarcely available.

The percentages given above demonstrate that the interviewees have minimal knowledge
about leprosy. Although many people have heard about leprosy before, less than half of the
respondents know someone affected by it. Furthermore, although a considerable amount of
interviewees are aware that leprosy can be cured by modern treatment, many still ascribe

198 Tekle-Haimanot, Forsgren, Gebre-Mariam eds., Attitudes of rural people in central Ethiopia’, 161.
19 ENAELP, A baseline study on persons affected by leprosy and their family members in Addis Ababa 80.
195 (i

Ibidem.
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hereditary and contagious causes to this disease. This is especially true for the rural areas, where
the influence of modern medicine is minimal, as shown by Tekle-Haimanot’s research.

Attitudes towards people affected by leprosy
While keeping this level of knowledge of leprosy in mind, the focus now shifts to the attitudes of
respondents towards people affected by leprosy. Information on this subject was obtained through
different questions. First of all the question was raised whether the interviewees would be a friend
to a person affected by leprosy. Sixty-two out of ninety three respondents answered the question
in a positive way. Reasons for not becoming friendly with a person affected by leprosy were the
fear of contracting the disease, the fact that one did not know such a person and an uncomfortable
feeling. This outcome is completely different from the research performed by Tekle-Haimanot
that showed that 90, 7% claimed not to be willing to have a person affected by leprosy as a
friend.*® Research conducted by ENAELP shows that 49, 8% of the respondents are willing to

197

work and have a relationship with a person affected by leprosy.™" However, they stress that they

only agree with this if the person is cured and has no visible deformity.'*

Consequently the question was asked how the interviewee would feel if a family member
wished to marry a person affected by leprosy. The general feeling was that they would accept the
love of their family member and that it is their own choice. Nevertheless, a considerable number
replied they would either feel sad or shocked if such a thing happened within their family or even
that they would not allow it to happen. The most often heard explanation for this is that a
marriage of that kind would be bad for them. A range of different answers were also given, such
as ‘I don’t know’, ‘I don’t mind but society will” and “It’s all right because the disease is curable’.

Once again, it is clear from the research undertaken by Tekle-Haimanot that indigenous
beliefs play an enormous role in the rural areas. Only 3% of their respondents would allow a
family member to marry someone affected by leprosy. The 97% who were against such a
marriage referred to the believed causes of leprosy, with 42,9% claiming that it is not advisable
due to the genetic nature of the disease and 23% disagreeing because of the contagious nature of
leprosy.™ ENAELP did not pose this question to its target group.

Next, we went one step further by asking the respondents how they would feel
themselves about marrying someone from a family or parents affected by leprosy. Surprisingly,

42, 3% claimed to be willing to marry a person affected by leprosy or a family member. This is

19 Tekle-Haimanot, Forsgren, Gebre-Mariam eds., “Attitudes of rural people in central Ethiopia’ 160.
YT ENAELP, A baseline study on persons affected by leprosy, 81.

%8 1bidem, 84.

199 Tekle-Haimanot, Forsgren, Gebre-Mariam eds., “Attitudes of rural people in central Ethiopia’ 161.
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because from their point of view it cannot be transmitted. However, 15, 5% still feared an angry
or stigmatizing reaction from their family and 10, 3% would not even consider marrying such a
person because it would make him or her feel bad or angry.

ENAELP is the only other source dealing with this question and 36, 1% of their
interviewees reported that he or she could marry a person affected by leprosy or a family member
of one.?® However, only because they believed the disease is not transmittable and they were
only willing to marry a family member, not the actual person affected by leprosy. This was out of
fear of leprosy, considering the disease as contagious, lack of knowledge of leprosy and fear of
the reaction from their parents.”®!

Finally, a question was asked about how a family would respond if a relative contracted
leprosy. The interviewees responded to this question with a number of different replies. The main
replies were that the family should immediately seek medicine (25, 8%), that they should take
care of the person and never let him or her be demoralized (16, 7%) and that they should support
him or her (10%). Other answers given were that stigma from the family itself and from society
should be prevented (8,3%), that the family should be taught about the disease in order that they
will understand it and will not cause isolation (7,2%) and that the person affected should be
educated in order to live with it (5%). An other frequently heard answer was that the family
should be careful as they are at risk of contracting the disease themselves.

From this research it became clear that negative behaviour towards people affected by
leprosy is the result of limited knowledge about the disease. In chapter 3, these attitudes and
beliefs are examined in greater depth and placed into the wider context of Ethiopian culture and

worldview.

20 ENAELP, A baseline study on persons affected by leprosy, 81.
201 |bidem, 83.
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Chapter Three

Beliefs about leprosy in the context of culture and worldview

Results of the interviews and questionnaires were presented in my previous chapter revealing that
leprosy has a major impact on the lives of women affected by the disease. It describes their health
seeking behavior, how families and communities respond to them, what the disease means to
them as women and how leprosy has changed their self-image. In this chapter an attempt is made
to situate the main findings from chapter two, with its themes and concepts, into the wider context
of Ethiopian culture and worldview.

It is important to keep in mind that the women interviewed are members of the Amhara
tribe and are followers of Orthodox Christianity. Therefore, the worldview discussed is the
Ambharic worldview and should not be mistaken as the worldview of all the people in Ethiopia.
To keep a good overview, this chapter is structured in the same way as chapter two, with the
exception that there is no separate part dedicated to the questionnaires. This means the key topics
that will be dealt with are: health seeking behaviour, leprosy and being a woman, stigmatisation

from society and the self-esteem of women affected by leprosy.
§3.1 Health seeking behavior

‘There was a white color on my skin and it felt strange. (...) Because our families are
farmers, we did not know much about the disease. They tried to treat me with local treatment, like
Tsebel. After that, my problem seemed cured on the outside but internally it kept on affecting my
body.’ %

To get a better understanding of the causes and cures expressed by the women, it is necessary to
take a closer look at how the Amhara of Ethiopia view illness in general. Therefore, the
explanations for illness are divided according to the categories introduced by Anthropologists
Foster and Anderson: when the illness is perceived to be caused by humans (witch, sorcerer),
non-humans (ancestor, evil spirit) or supernatural agents (supreme deity) they are referred to as
personalistic explanations; when it is assumed that illnesses originated by natural causes (cold,

heat) they are naturalistic explanations.”®®

292 Interview XXVIII.
23 Foster, George M. and Barbara Gallatin Anderson, Medical Anthropology (New York 1978) 55-56.
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When focusing on personal factors in the Amhara medical system, it becomes clear that
supernatural and non-human agents are most often mentioned. The supreme deity is believed to
be ultimately responsible for all the good and bad fortunes of humans. However, he is conceived
of as being detached from the daily affairs and worries of humans and therefore benevolent
spirits, called adbar, ayanna or wigabe, are believed to mediate between him and earthly
humans.?® Anthropologist Reminick states: ‘God is omnipresent in the minds of the Amhara
people. But, he is remote and hard to reach (. . . ) mortal man cannot communicate directly with
God. The sins of the common man act as a roof that keeps his prayers from reaching the throne of
God.”® Next, there exists a widespread belief in evil eye people, known as buda. They are non-
Ambhara landless tenants who make their living by manual skills and who have special powers,
derived from the devil*®® People with the evil eye can harm others just by looking at them and
can cause illness.?”” They can curse the Amhara and render them sick.?® Finally, there exists a
belief that evil spirits are believed to be present everywhere and are held responsible for illness
and misfortune. This dimension existing of both good and evil spirits separates God and humans.
In the end, however, the ultimate responsibility for good and bad fortune, including illness, is
assigned to the supreme deity. Not so much because of his inherent malevolence, but because of
his unawareness of the guardian spirits he had appointed to watch over, guide and protect
humans.?® This clarifies that the interviewees often assign the responsibility of their disease
either to God or to evil spirits. Frequently heard explanations were: ‘I am sick because God lets
me to be sick’, ‘It is God who gave me this kind of problem’, ‘It is God’s decision’, or ‘Our
family associated it with evil spirits’.*

When looking at the natural factors (bad weather, heredity, contagious), it seems that the
Ambhara often conceive health as a state of equilibrium both within the body and between the
body and the elements around it. Too much or too little heat and cold, food and drinks, happiness
and sorrow can result in disequilibrium, leading to physical or emotional ill health.?* For

instance, the sun is frequently believed to cause disease. It is a common belief that when the sun

204 Makonnen Bishaw, ‘Promoting traditional medicine in Ethiopia: a brief historical review of government
policy’, Social science & medicine 33 (1991) 193 — 200, 193 — 194,

%5 Ronald A. Reminick, ‘The structure and functions of religious belief among the Amhara of Ethiopia’,
In: Harold G. Marcus ed., Proceedings of the first United States conference on Ethiopian studies (Michigan
1975) 25-42, 28.

206 1hidem, 33.

27 Richard M. Hodes, ‘Cross-cultural medicine and diverse health beliefs. Ethiopians abroad.”, Western
Journal of medicine 166 (1997) 29-36, 29.

208 R A. Reminick, “The structure and functions of religious belief’, 33.

209 M. Bishaw, ‘Promoting traditional medicine in Ethiopia’, 194.

219 Interviews X111, XXVI, XXXV and IV.
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strikes a part of the body that is sweating or unclean, sunstroke (mitch in Amharic) will develop,
leading to skin disease.?*? This explains why one woman attributed her diagnosis to a rash from
the sun and that sun allergy is mentioned as the cause of leprosy by a small percentage of people
who filled the questionnaire.™® Furthermore, connections between personal hygiene and health
and illness are seldom made. However, the Amhara do believe that bad spirits are attracted by
such unhygienic and unsanitary conditions and places. Consequently, people are advised to
remain clean and to avoid unhygienic places.”* This fear of the presence of bad spirits at such
places, explains a couple of causes brought up by the women. For instance, women mentioned:
‘Maybe the cause of leprosy is poor sanitation, especially in the case of children. In rural areas,
sanitation is poor. There is not much care taken of the children’, and “The disease caught me from
the mud because | was playing with it day to day. Each day | played with the same mud. | entered
my hand in the mud. It has to be from the mud because only my right hand is affected by this
disease; the other parts of my body are fine’.?"> Someone else said: ‘Back in my hometown there
exists a leaf that people use for washing his or her clothes. One day | washed my clothes. The
next day | entered my feet in the leftover of that water when | felt the disease entering my body:. |
believe that | was sick from that moment on. The dirty water was the cause for my disease.”?® All
these women attribute the cause of leprosy to an imbalance originating from contact with dirty
objects or places.

Another natural explanation mentioned is belief in the contagious nature of leprosy. This
belief originates from the early twentieth century after people recognized occasional cases of
contagion and after leprosaria were constructed throughout the country. Before, it was widely
believed that the disease was non-contagious, which explains the relative tolerance towards
people affected by leprosy in the past.*’ The frequent references to contagion are not surprising
according to Population and Development Scientist Edward Green. He states that although many
influential scholars believe that personalistic models of illness and misfortune dominate in sub-
Saharan Africa, more of these models have been found in African ethnomedicine than are
actually there. He believes that romanticization of all things foreign and exotic account for this.

According to him, evidence from ethnomedical studies suggests that diseases are often classified

212 R M. Hodes, ‘Cross-cultural medicine and diverse health beliefs’, 30-31.

23 Interview XXXV.

24 Bishaw, ‘Promoting traditional medicine in Ethiopia’, 194.

215 Interviews XXV1I1 and XXVII.

218 Interview XXVI.

21 Richard Pankhurst, “The history of leprosy in Ethiopia to 1935’, Medical History 28 (1984) 57 — 72, 67
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as contagious by Africans and interpreted naturalistically.?*® This research, in which reference to
contagion as the cause of leprosy was often made, and the research undertaken by ENAELP in
Addis Ababa and Tekle-Haimanot in the rural areas of Ethiopia, underlines this. In all studies a
high percentage of respondents perceived leprosy to be contagious while little reference was
made to witchcraft or sorcery.

Finally, the historical belief that leprosy is a hereditary disease is still widespread among
the Amhara. It is an ancient popular view that is asserted in sayings like, ‘A leper is not born
except from a leper’.**® The current importance of this old belief becomes clear from one of the
interviews: ‘The community believes that it is hereditary, but my family does not believe this. It
is the thought of the people but there is no one in my family with leprosy’.?® This belief has
major consequences and turns the women, and sometimes even their whole family, into unwanted

candidates for marriage.

Beliefs on the cures of leprosy
As revealed in chapter two, fifty percent of the women believed in the healing capacities of
traditional treatment. This can partly be ascribed to its cultural acceptability and wide availability,
as brought forward in the first chapter. According to Anthropologist Helmut Kloos, it also relates
to a characteristic of Ethiopian health behaviour, which is the tendency of many people to delay
the trip to modern health services until all other (traditional) health resources have been explored
and the disease is aggravated or reached a chronic stage.”* Furthermore, the use of traditional
medicine is meaningful since it provides the means for confirming and preserving the existing
health beliefs, which in turn communicate important ideas about the world.??? This will become
clear from the use of Holy Water, Tsebel.

As described in chapter one, Tsebel is a cure derived from the Orthodox Church and
performed by priests. Therefore, when traditional healers refer patients to Tsebel they are in a
way referred to the Church. As a result, Tsebel confirms people’s ideas about illness and cures in
two ways. First, the belief in the curative capacity of Tsebel arises from the widely held idea that

God is ultimately responsible for illness. Second, the Ethiopian Orthodox Church taught its

218 Edward C. Green, “Etiology in human and animal ethnomedicine’, Agriculture and Human Values 15
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followers that “evil spirits are the cause of some diseases’ and curable only by its priests and holy
waters.?? Tsebel is also very much accepted, and most people make use of it without consulting
experts beforehand.”* Some of the interviewees mentioned that their father immediately brought
them there, without visiting a traditional healer first. Finally, Tsebel is a treatment which is
indefinable in duration and therefore also in its degree of success or failure.?

Next to Holy Water, herbal medication was often tried as a remedy for leprosy. Herbal
medication in Ethiopia is known for its great variety in ingredients, as described in chapter one,
and for its many different healers. Historically, the ‘medicine-painter’, who applies lotions and
unguents, was often consulted by people with a skin disease.”® In the previous chapter the
interviewees revealed that this is still the case today. One woman recalled: “The first signs | saw
were patches on my hands and face. For that a medical healer was called for me. He applied some
herbal medication, painting, which burnt my skin. After the skin let loose he declared that | was
cured.”®” Another woman explained: ‘First there were some red spots on my skin. (.. .) My
family tried to treat me for it, but they could not. They used cultural drugs, using leafs and tying
them around my arm.”*?® These stories also reveal that seeking relief in herbal medication seems a

logical reaction since it is applied to the place were the first symptoms are noticed, on the skin.

§3.2 Women and leprosy

‘In the rural areas a father and mother will be happy and pleased when all their children
are married. Due to my disease | was not in a position to marry anymore and | had to leave my
family and live far away from them for the sake of my health. That was a real pity for my

parents.’?*

In rural Ethiopia marriage is nearly universal and women often marry at very young ages. This is
especially true for the Amhara in Gonder and Gojjam, where 75% of women marry before age

fifteen. This is according to tradition. A young age ensures a girl is a virgin at marriage, as well as
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guaranteeing that the best possible match is found for her.?° Another aspect of these marriages is
that the parents often arrange them as was brought forward in the previous chapter. It is even
stated that, traditionally, marriages were contracts drawn up for the mutual interest of the parents
or extended families involved, and romantic love was accorded an insignificant place in marriage.
Social class background, religion and ethnicity were taken into account as criteria by parents in

selecting their children’s spouses.?*

How this proceeds is described by one of the women: “The
marriage culture in our area at that time was that two relatives would choose for the two of us on
the interest of the family. Until the day of our marriage | did not know and had not seen my
husband. The marriage was the first day of contact between us’.?*

After marriage, women are responsible for taking care of the household and are expected
to give birth to children. One woman described these expectations as follows: ‘The main purpose
of our existence is to have children, what else can a woman do?’ and “In the rural areas life
consists of constructing families, giving birth to children and taking care of children’.?** Next to
this, women ought to assist their husbands and family in farming activities. Many women asserted
that they helped their parents, and later their husbands, from a very young age on. This task
description corresponds with the image of the Ethiopian woman that was drawn in the first
chapter.

The importance of living up to this image can be understood from the results of research
conducted by Berhane, lecturer at the Faculty of Medicine at Addis Ababa University, among
rural women in Ethiopia. It reveals that it is important to a woman to be able to work and perform
the tasks expected from a woman, like taking care of the children and keeping the house, the
clothes, and the surroundings clean. The respondents said those who could not live up to these
standards were regarded as failures.?®* After getting ill, women affected by leprosy could not live
up to these standards. The reasons this made them belong to a group of “failures’ is firstly
illustrated by the fact that they were not able to assist their husbands with farming anymore. ‘Due
to my disease | had some problems with walking and could not assist my husband in farming

activities anymore. Without my knowledge the relatives from my husband encouraged him to
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divorce’, one woman explained.”*

The importance of physical strength becomes especially clear
from the fact it is considered a legitimate reason for the husband or his family to arrange a
divorce. Secondly, the women do not fit in because historically, a person affected by leprosy, is
not in a position to marry. In the words of one of the women: ‘Back at my parents place, in
Gonder, a woman who is affected by leprosy cannot marry. (. .. ) If people in the community
know that someone in the family is affected by leprosy, no one from that family will get
married.”**®

As a consequence, for the majority of the women a diagnosis with leprosy leads to a
divorce. However, although the divorce was sometimes encouraged by family of the husband or
by the husband himself, in most cases it was the woman who instigated the separation. Other
research on divorce in Ethiopia reaches a similar conclusion.?®” In many African countries a
divorced woman is highly stigmatised, but clearly this is not the case in Ethiopia. Despite existing
laws in the Christian oriented Civil Code of 1960 that practically forbid divorce except for grave
cause and by mutual consent, it is widespread in practice. **® Despite the predominance of religion
in daily life, marriages are mostly secular. The exception is qurban marriage at which both the
bride and groom are required to take Holy Communion in the Orthodox Church to seal the
marriage. However, only a small minority of people like priests and other devout Christians
practice this type of marriage.”*® Clearly, laws and norms of the Orthodox Church are not always
obeyed by its followers. This is illustrated by the remark of one woman: ‘There are no laws about
marriage back in Gojjam’.?** Indeed, in the rural areas, divorces are numerous and the historian
Pankurst even called divorce “the custom of the country’.?* An explanation for this might be the
fact that both literature and the women themselves emphasize how marriage is an economic and
social contract between two families in which love has no place. The absence of love is illustrated
by the following excerpt: ‘My husband was old, much older than me. | was a kid, but he was old.
He contacted my family and asked them if he could marry me. After that | married him, but it was

not at my interest.’?*
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As a result, marriages in Ethiopia end in divorce for reasons such as barrenness, husbands
beating wives, wasting money, adultery, exerting too much control over activities and a large
difference in age (from the women’s side), not keeping the house correctly and wives not obeying

243

husbands or challenging their authority (from the man’s side).”™ Throughout the country

approximately 45% of all first marriages end in divorce within thirty years; 28% of marriages end

within five years.?**

Multiple marriages are also common in Ethiopia, with 23% of the women
having been married twice.**® Research also indicates that the divorce rate is higher among the
Ambhara ethnic group than among the Oromo ethnic group and more common among Christians
than among Moslems. To be specific, they have 3.13 times the risk of divorce compared with
women who were Oromo and Muslim.**® All interviewed women were both Amhara and
Orthodox Christians. It is therefore no surprise that in a society were divorce happens so
frequently, there is very little social stigma towards divorced women. On the contrary, divorce in
Ethiopian literature is portrayed as very much an accepted fact of life and most women remarry
within several years after divorce.

Social acceptance of divorce gave many of the women interviewed the opportunity to
leave their husbands after they were diagnosed with leprosy. There are many examples: ‘After |
became affected with this disease, | divorced. | decided to divorce because there exists a big
stigma in that area’, and ‘I did not inform my husband about my disease and divorced from him
by myself without his knowledge. He did not know anything’, and ‘I divorced myself and went
back to my mother. Once | saw the signs, | divorced.”®” And as one woman explains: ‘Once |
came to this hospital and after | was told that | was affected by leprosy, | did not go back to my
husband because | did not want him to know my situation from any kind of source. We did not
meet from that time on. He doesn’t even know by now. | did not tell him, my family did not tell
him, he has no information about where | am and what | am doing. | had to do this because the
community does not accept this disease.”®*®

Divorcing their husbands without notifying them and because of feared stigma are
recurrent themes in the stories of women. Combined with the socio-cultural acceptance of divorce
this leads to contradictory conclusions. First, the social climate surrounding divorce empowered

women to end their marriage when they believed this to be necessary. Divorcing without
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informing their spouses about their diagnosis also enabled women to keep their dignity. The
possibility of divorce is extremely important because its absence would lead to situations where
the husband would notice the disease and take the initiative, most probably leaving his wife
because of it. The community would become aware of this and treat her as an outcast because of
leprosy. When women themselves can take this initiative, they are able to practice some control
over their situation.

However, such divorces have major negative affects on their lives too. Women have had
to leave their families and villages and obtain a divorce, which leaves them empty-handed. The
Ethiopian Civil Code indicates that in case of divorce, except for the land and the house, a woman
shares all other property she owned during the marital life.*** However, this does not happen in
practice. It is known in the Oromiya region that if a man asks for a divorce, women are given
their share of land and assets in the divorce settlement. The man is also required to return her
dowry payment. However, if a woman asks for a divorce, she is forced to give up any claims over
the land as well as pay the man compensation for the divorce.”® There are reasons to believe that
this was the case for the Amhara women as well, since none of the women made mention of a
divorce settlement. The majority of the women was in a very poor living condition at their arrival
at ALERT, having to beg for a living and seek shelter at local NGO’s.

Leprosy has also had a major impact on the family composition of the interviewees. As
shown in chapter two, the average number of children among the women was relatively low,
somewhere between one or two children per woman. This low number, in a country were families
with six or seven children is the average, can roughly be ascribed to two factors. There exists a
fear among most women affected by leprosy, that pregnancy can aggravate the disease. This fear
is grounded because it is proven that pregnant women have a higher risk of relapse.”" The
widespread belief that leprosy is a hereditary disease also means many women choose not to have
a large family. This shows once more how the interviewees do not live up to the traditional
images of Ethiopian women.

Another important aspect is that the effects of leprosy are harder on women than on men.
This is reinforced when reviewing the tasks of a woman as described in Chapter one. The
consequences of such a heavy workload are emphasized in a health review of women in East

Africa: “‘women’s role in social reproduction is crucial as they have the responsibility of
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providing food for the household (.. .) the provision of family level health care and socialization
of children is normally their responsibility, thus burdening them even further and threatening their
health’.*® If such a workload threatens the well being of healthy women, then it is even worse for
women affected by leprosy. Interviewees agreed with this stating: ‘since women in my country
culturally are housewives, they don’t come out of the house much’ and ‘it is a burden for women
because we are expected to do a lot of work at home. There rests a big responsibility for work on
women’.?** Due to this, women have a much higher risk of injury. ‘Some women do not take care
of themselves. Just because they do not feel it, they lift the pots from the fire with their bare
hands, they do not use gloves to pick it up. (. . .) Because they do not take care of themselves,
their fingers swell and hurt’, one woman explained.”* Leprosy is a disease that needs rest and
care and women are culturally not in a position to take rest and receive care. Or, as one woman
said: “To my knowledge, | feel that this disease needs rest and cleanliness. Males can easily keep
themselves clean, but we females are always busy at home with all our household activities. We
cannot keep our rest and stay clean due to our responsibility of several household activities’.”*®
Clearly, hardship for women comes from their heavy workload and the nature of their
work. One woman said: ‘Females in our culture do more work. Females prepare food and because
of that we are in contact with fire. That fire attacks our body. Because of that we are more
affected by this disease’.”*® The differences for men are also vividly described by an other woman
who mentions: ‘It is hard because women give birth to children and take care of children. There is
a lot more work to do for women and because of that it is harder on women’. When asked about
her husband, she said: ‘“My husband is also affected by this disease. We met in the past when we
were both collecting and selling woods. Nowadays he stays at home. He doesn’t work. He only

sits”. >’
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8 3.3 Stigmatization from society

‘My relatives don’t want to see me, they don’t want to visit me. At the rare occasions
when they do come to see me, they will hide themselves from other people and come to see me
from a distance and worry about me. When my relatives look at me in such a way, | sometimes

blame my Lord in a sense of ‘why didn’t he give me a healthy life, like my family members?’%®

Chapter one revealed how the Church preached a tolerant attitude towards people affected by
leprosy in the past. Later, due to Western influences and the initiatives of Emperor Haile Selassie,
leprosaria were founded and people affected by leprosy were permanently separated from the rest
of society. This shaped the ideas of society towards them, and that they as persons should be
hidden from public life. Due to this attitude a major stigma still exists in Ethiopia concerning
leprosy. This section explores the ways in which women are stigmatized. Hereby, stigma is
defined ‘a negative social label that identifies people as deviant not because their behavior
violates the norms but because they have personal or social characteristics that lead people to
exclude them’.?*® According to Arole, there are many causes of such stigma but the underlying
beliefs of the community are important in determining the ways in which stigma is manifested.?*
Therefore it is important to distinguish, when looking at the results from chapter two, the causes
of stigmatization and then explain these by examining the underlying beliefs of Ethiopian society.
Doing so reveals that there are three main manners of stigmatization: fear of contagion, fear of
pollution and looking down on people affected by leprosy.

Before discussing these themes, it is necessary to look in general at how ill people are
viewed by society. Research undertaken by Berhane, to which reference is made earlier in this
chapter, reveals how ill people are viewed by society. Interviews were used as a research tool and
part of the questionnaire was about how women conceptualise health. When asked what a
disease-free state meant, answers revealed that being healthy was viewed as a social obligation
and those who could not live up to this were regarded as failures, and were ‘below everyone’ %
Education was also mentioned as an important factor in health. Some women in this research
made remarks on this subject as well: ‘Sick persons are not loved by healthy persons. (...) In my

home land, the rural area, no one will help persons who become sick. Only my mother was
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helping me. Other persons do not see sick people, they forget them. (.. .) I felt isolation because
sick people are neglected by society’, was a comment from one woman.?* However, someone
else contradicted this: ‘Culturally, sick people are treated with sympathy in our area. So,
everybody felt sorry for me, they helped me as good as possible’ and ‘As my parents are
Christians they have accepted me’.?®® These excerpts obviously contradict each other. However,
the common picture is that communities do not generally accept ill people and people affected by
leprosy in particular.?®*

This attitude of the community partly clarifies the existence of stigma that remains
attached to leprosy. When looking at the first cause of stigma, the fear of contagion, the
interviews made it clear that the belongings of a women were often separated from the others and
that the woman was often not allowed to eat or sleep with the family anymore. For example,
‘People think that this is a communicable disease so | could not even wash my foot freely without
people looking at me negatively, with fear’, one woman mentioned.?®® Someone else said: ‘“When
my bother came to visit me, he saw that when we ate together and drank coffee together we
shared utensils. So he asked me when he saw people who were in a worse condition than me:
‘why do you join these people and why do you share drinking utensils with them?’ | told him that
I am also part of them: ‘even though you think I am better than them, we have a similar problem’,
| said.”®*® The separation of belongings is actually an extreme form of stigmatization in a culture
where people usually eat, drink, sleep and live together within small spaces. For example, in
Ethiopia, families generally eat from one big plate. To pick up the food they use pieces of injera,
the traditional food. Water may be served in one glass and passed around. Clearly, this has been a
way of life historically with little concern shown about potential contagion within the family
circle and it took a long time before leprosy in Ethiopia was associated with contagion.?’
However, by constructing leprosaria, the government spread a clear message. From that time on,
leprosy was viewed as an extremely contagious disease.

Furthermore, as explained earlier, the Amhara believe that bad spirits are attracted by
unhygienic and unsanitary conditions and places, therefore these places should be avoided. It is
generally believed that people affected by leprosy in Ethiopia are associated with uncleanliness.

Just as unhygienic places are to be avoided, people affected by leprosy are to be avoided as well.

262 Interview XXX.

283 Interview XX and XIV.

%% Interviews XXI11 and I.

28 Interview IV.

28 nterview XII.

%87 Berit Thorbjernsrud, Controlling the body to liberate the soul. Towards an analysis of the Coptic
Orthodox concept of the body (Oslo 1999) 228.

52



A woman from Dessie underlines this. She mentioned how the leprosy community in her town
used to be highly stigmatized in the past and how this is improving nowadays: ‘The condition is
now getting better. This mainly happened by our own effort. We keep ourselves, our dresses and
bodies clean. We massage our bodies with oil and we keep our children clean.’®®®

Anthropologist Berit Thorbjgrnsrud argues that the Copts of Egypt (and because of the
multiple similarities between the Coptic religion of Egypt and the Orthodox Christians of
Ethiopia there is reason to believe that this counts for Ethiopians as well) are very concerned with
being clean. They consider all bodily substances exuding from the skin as unclean and these
should ideally be removed as quickly as possible. The middle-class believes that their own higher
hygienic standards set them apart from the lower class. They are clean, while the lower class is
not, and this distinction represents one of their major arguments for keeping away from those
categorized as lower class citizens. Not only are these people unclean, they are also
uneducated..”® Therefore, being clean has great social significance. Those who cannot live up to
this standard are less than others. A major number of interviewees are uneducated and live from
begging or small trades. As a result of their low living standard, they belong to the lower ranks in
society. Furthermore, as described earlier, the sanitary conditions inside the leprosy village are
very poor. Altogether, there are enough reasons to make the leprosy village and its inhabitants
into an unattractive place: a place that healthy and better-off people would rather avoid.

The third cause of stigmatization, looking down upon people affected by leprosy, relates
to the section above and is illustrated by the following excerpt: ‘People say to us: you are not
equal to us, you are leprozed and disabled people’.?”® This way of stigmatizing can be explained
from the stratified nature of Amharic society. Different observers confirm that the Amhara social
relationships are organized on the basis of hierarchical patterns and individualistic association.
Even the household can be seen as a vertically ordered set of status role.?”*

In this stratified society aspects like health, jobs and money are highly valued. Those who
do not possess these are often regarded as failures. One woman said: ‘The stigma didn’t come
much from the disease but more from the begging itself. In my homeland, while living with my
family, | was not supposed to beg but | was supposed to help others to work.”?"? This quote makes
clear that there is a huge pressure coming from society, urging people to find a job. Another

woman said: ‘I am not interested in going into town because healthy people sleep around there. |
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feel uncomfortable when being there. (. . .) They are healthy and they have everything. | am not
healthy and | don’t have much’.?”® These quotes confirm the earlier statement that being healthy
is a social obligation and those who cannot live up to that are regarded as failures. One of the
women interviewed by Berhane puts this belief into words very well: ‘“That woman (unhealthy
woman) is weak. No one respects her. She is below everyone. Nobody takes time to talk to her.

Her disease makes her ugly.’?"

83.4 The self-esteem of women affected by leprosy

‘People were afraid to come close to me and because of that | became also much afraid

to come in contact with people.’?”

The previous section revealed that leprosy is still a highly stigmatised disease in Ethiopia and that
the causes of stigma are related to underlying beliefs of Ethiopian society. This section shows
how society’s beliefs concerning people affected by leprosy have significant influence on the
women’s experiences as ill people. After all, apart from the stigma attached by others, the felt
stigma is important, which comprises of fear, guilt and shame. When chronically ill people
experience that they are unable to perform basic forms of physical functioning, which are
appropriate in their culture, this may increase guilt and shame.?® Therefore, society’s beliefs
about leprosy have major consequences on the self-esteem of the women. Self-esteem is defined
here as a general opinion (consisting of values) people have of themselves and is measured by
such statements as ‘At times | think | am not good at all’. When constantly repeated, these
situational images can become stable, as people come to believe in them.?”

The belief coming from society that ill people are not equal to healthy people probably
has the largest impact on women. One woman was saying: ‘My husband told me that he is not
equal to me and that | am not equal to him and to his friend’s wives. (. ..) He told me: ‘you are a
patient, and my friends say to me ‘why are you with this kind of person, why don’t you get a
divorce?’ (.. .) At that time | was annoyed and very angry about his reaction. | told him that | was

beaten by him with inferiority. Later on I realized that it is not him but God who gave me this
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kind of problem.’?® This idea of inequality descends on the women after which they start to
behave in that way. Quotes often demonstrate that the women start to see themselves as unequal
as well. ‘I feel inferior to others, because | am less than my friends’, one woman explained.279
Someone else mentioned: ‘Leprosy patients are somehow inferior to normal people. Therefore it
is better for me to live in another area, other than my birthplace’.”® The women do not want to go
to town anymore because they feel that that is the territory of healthy people who are ‘better’ than
them. They feel uncomfortable when being around them. For example, “After the diagnosis |
decided that | would not return to my birthplace because | do not want to live below the level of
other people. | don’t want to be inferior to the people. (. ..) Because | was a leprosy patient, |
didn’t want to have a marriage from that time on because | am inferior to the people. (. ..)
Because leprosy patients are somehow inferior to the normal people. (. ..) I was born just like
them. | was equal to them but not anymore after the disease affected me’.?®* One of the
consequences of this negative self-image is that most women tend to remarry inside the leprosy
village with a man affected by leprosy. They share a similar problem, which makes them equal to
each other. Or as one woman explains: ‘Around here all people are affected with this disease.
Because of that everybodly is treating each other as equals’.”®*

Leprosy obviously has a major effect on the self-image of women. Research concerning
the prevalence of mental distress amongst people affected by leprosy was conducted at the
Leprosy and Dermatology Hospital at ALERT. The results showed that people with leprosy had a
12-fold higher risk of mental distress than people affected by a different dermatological
condition. It also showed that when the level of disability increases the risk of mental distress also
seems to increase.”® The mental impact of leprosy comes forward from reactions of the women
when hearing their diagnosis: ‘1 was sad; | almost put an end to my life’, one woman said.?*
Another woman explained: ‘I was sad. Later on | saw people who were worse than me; who were
deformed and in a worse condition. It worried me and | cried even more because | realized that |
would be in the same situation as they were. This is my disease as well, | thought. | cried for a

whole day’.?*
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Fortunately, changes may be around the corner. Young women who were treated early
for leprosy before disability became apparent were cured of the disease and left with no visible
signs of it. They seemed to retain a more positive self-image. With no visible signs of leprosy
they have more self-confidence and a feeling of equality. One woman explained: ‘I am blessed

and quite healthy, there are a lot who are in a much worse situation than | am. Therefore, | feel

that | am equal to healthy people’.?*® This positive development makes one curious about how the

situation will be in twenty years time.
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Conclusion

‘I live from God. | don’t know what the future brings. | take life as it comes.”®’

‘| wonder sometimes: is there going to be something better for us in the future,

so that we can live and move around better?”2%

This thesis was based on the assumption that a shortage exists on research concerning isolation
and stigmatisation of leprosy, which are present in all African countries but differ in their
appearance. It is also a response to the observation that research on the social-cultural aspects of
women affected by leprosy is especially scarce. By using a community specific approach and
focusing on Amharic women in Addis Ababa this thesis sought to address both issues. Through
different chapters it focused on the main question: “‘How is leprosy in Ethiopia defined by women
affected by leprosy and the healthy community and how does this definition fit into Ethiopian
culture and worldview?’ This issue was discussed using an ethnomedical and historical approach.
Ethnomedicine is often viewed as culturally oriented studies of illness, concerned with how
people experience health and illness. Following Nichter, the original narrow definition of
ethnomedicine was applied broader, involving the complete life histories of women. This was
important because illness and healing take on meaning in context and should not be seen as the
discrete domain of empirical inquiry. For this reason, a historical approach was used as well.
Leprosy is one of the oldest diseases known to humanity and societies have developed strategies
to cope with this disease and people affected by it long time ago, which should be considered.
The main question was addressed in different chapters which are shortly touched upon: in
the first chapter the key themes for this research, religion, women and leprosy in Ethiopia were
introduced and discussed from an ethnomedical and historical point of view. Regarding religion,
Christianity was introduced in Ethiopia in the fourth century and, as the state religion, had a
dominating influence ever since. It dominates speech, acts and time and preaches strong views on
health, illness and the position of women. The chapter moved on to explore the position of
women in Ethiopian society. It began with an impression of the Amhara tribe which revealed how
this group dominates political and cultural life in Ethiopia since the end of the nineteenth century.
Within this ambilineal descent group, women hold a subordinate position. They have little access
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to land, hardly any decision-making power and experience hardship due to a heavy workload
consisting of household and farming activities. Finally, the chapter discussed the historical
position of leprosy and leprosaria in Ethiopia. It became clear how the attitude of society towards
people affected by leprosy was tolerant in the past, influenced by the Church and traditional laws
of the country. This tolerant view was different from the rest of the Christian world. However, the
chapter also showed how this toleration disappeared after the construction of leprosaria which
was related to the upcoming and wide held view that leprosy was a contagious disease.

Chapter two discussed the methods used for this research in the first section and
continued by presenting its results. It showed how fifty percent of women tried traditional
medication, of which Tsebel and herbal medication were most frequently mentioned. It revealed
how many women marry before the age of fifteen and how these marriages all end in divorce
after a diagnosis with leprosy. Surprisingly, the women often instigated these divorces. They left
their husbands and families to live in the leprosy community near ALERT. Here, they often
remarried a man with a similar health problem. Most women considered leprosy to be harder on
them than on men and associated this with the heavy workload and fear of relapse in case of
pregnancy. When discussing stigmatisation, it became clear how many women experience stigma
which came from the community, family or peers. They also frequently mention a feeling of
inferiority which results in spending most of their lives inside the village with little contact with
non-affected people and the outside world.

Concerning the questionnaires, 93,6% of the respondents were familiar with leprosy of
which 50% actually knew a person affected by it. The main causes they ascribed to leprosy were
‘I don’t know’, contagion or heredity. Considering attitudes, two thirds of the respondents were
willing to be a friend to a person affected by the disease, while reasons not to were fear of
contagion, an uncomfortable feeling or unfamiliarity with leprosy. The questions also revealed
how the majority would accept a marriage between a family member and a person affected by
leprosy. However, being sad, shocked or not allowing it often came up as well. Furthermore, forty
percent were allright with marrying a person affected by leprosy themselves. However, this
probably relates to the composition of the group of respondents with many university students
and health workers. Finally, respondents mentioned that in case of a family member contracting
leprosy, the family should look for treatment, take care of the person and support him and both
the person and his family should be educated in order to prevent the stigma.

Chapter three placed key findings within the wider background of Ethiopian culture and
worldview. Regarding health seeking behaviour, a distinction was made between personalistic

(God, evil spirits) and natural (dirty surroundings, contagion) factors. When discussing personal
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factors, the Amhara ascribe the final responsibility for illness to God. Not because he wants to
harm them, but because of his incautiousness of the guardian spirits he had appointed to watch
over, guide and protect humans. For natural factors, the Amhara conceive health as a state of
equilibrium both within the body and between the body and the elements around it.
Disequilibrium leads to physical or emotional ill health. The Amhara also believe that bad or evil
spirits are attracted by unhygienic and unsanitary conditions. To avoid their curse, one must stay
away from such places and people. Furthermore, heredity is an ancient belief that is still
widespread among the Amhara, while the belief in contagion arose in the early twentieth century
after people recognized occasional cases of contagion and after leprosaria were erected.

Looking at the use of traditional medication, the Ethiopian Orthodox Church encouraged
the use of Holy Water as a cure for diseases. Holy Water was widespread in use among the
women and this confirms people’s ideas about illness and cure. Herbal medication was also
frequently used and has a longstanding tradition in Ethiopia regarding skin diseases such as
leprosy.

The section on women and leprosy revealed how women did not fit into the traditional
picture of an Ethiopian woman anymore due to leprosy. They could not live up to the social
standard of being healthy, physical capable of hard work, being married and constructing a large
family. Instead, women left their husband without informing them, often out of feared stigma.
These circumstances are better understood when considering the fact that divorce in Ethiopia is
culturally acceptable and divorced women are in a position to remarry. However, there are no
good arrangements for women who want to divorce in practise, leaving them empty handed.

Regarding stigmatisation towards women affected by leprosy, three key themes were
distinguished and explored. First, stigmatisation out of fear of contagion, which is a tough form of
rejection, since the Amhara live close to each other culturally. This fear came into existence after
the construction of leprosaria. Next, fear of pollution made people avoid those affected by leprosy
equally to how they tend to avoid unhygienic places. Ethiopians are very much concerned with
being clean, which has large social significance. People who cannot live up to this standard,
including those affected by leprosy, are regarded less than others. Furthermore, these women are
often regarded as unequal to healthy people. This can be understood from the highly stratified
nature of Amharic society. Being healthy and having a job are aspects highly valued in a person.
People who cannot live up to these standards and are often regarded and treated as failures.

This third way of stigmatisation, looking down on women affected by leprosy, has an
enormous influence on the self-esteem of the women. Many women told how they have been

feeling unequal to healthy people ever since they were affected by leprosy. Their disease sets
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them apart from healthy people. This feeling of inferiority leads to different mental problems.
Fortunately, these seem to be less present amongst women who have no visible signs of leprosy.
Generally, these women feel equal to healthy people because they can work just as hard, and look
just as healthy as them.

Some of the themes brought forward in this summary go beyond the level of chapters.
They are important pieces of ‘a framework that ties everything together and allows us to
understand society, the world, and our place in it’, as worldview was defined in the
introduction.?® They are essential elements in understanding the place of leprosy in Ethiopian
society.

These elements consist first of all of women, who hold a central place in this research.
Historically, Amharic women have been in a subordinate position. After becoming chronically ill,
they were looked down upon even more because culturally, sick people are often regarded as
failures. This is especially true for leprosy, because there is a big stigma attached to the disease.
Also, these women do not live up to the traditional picture of Ethiopian women, which consists
of being physically capable, married and constructing large families. Besides, their poor living
situation is looked down upon because Ethiopian society is socially stratified to a great extent.
These are all cultural factors that bring women affected by leprosy in jeopardy. However, due to
social acceptance of divorce and women instigating it, to some extent they possess agency to take
control over their situation and divorce is their key to break out of this.

Second, kinship is of great importance. Women are born into large families of ambilineair
descent, meaning that they belong to both the patrilineage of the father and the matrilineage of the
mother. With the Amhara, the household is organized more by economic than by kinship
considerations. Kin relations were only important in the area of land tenure and marriage.
Marriage in itself was also considered more an economic bondage between two families which
had little to do with love. As a consequence, it seemed acceptable for a family member to leave
when a better living situation could be pursued elsewhere. When viewing the Amhara as
individualistic and unstable concerning family ties, the phenomenon of leaving ones family, like
all women did, is not uncommon. The reasons for leaving might be uncommon, but those were
often kept a secret. Their leaving does put an end to economic ties between families, but since
remarriage is common, this is probably not problematic. The kinship relations among the Amhara
hold a central place in this thesis and are very specific for this group. However, sources do tend to

contradict each other and further research is needed on this subject.
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Third, Christianity was of importance due to its long and dominant history in Ethiopian
society. It is omnipresent in the daily lives of Ethiopians, and is visible in their speech and acts.
As the dominant religion, their preaching on health, illness and women has far reaching
consequences. After all, women often ascribe the cause of their disease to God and look for
treatment in religious settings, meaning tsebel and prayers. The strong obsession with pollution
and uncleanliness can be seen as the remainder of a biblical idea as well. In the Old Testament
people affected by leprosy are called unclean and preaching of the Church concerning illness,
present it as a punishment for moral misbehaviour. Although Christian domination is slowly
fading in Ethiopia, it continues to dominate the discourse surrounding health and illness.
However, it is important to observe a contradiction in the preaching of the Church. On the one
hand it taught a tolerant attitude towards leprosy in the past, while on the other end it presents
illness as a punishment of moral misbehaviour. Such conflicting discourses may have contributed
to the diverse responses towards leprosy. It remains a fact that the Church influences people’s
thoughts and behaviours to a great extent.

The interaction between the aspects of religion, kinship and women mentioned, result in a
stigma of leprosy that is uniquely Ethiopian. The ways of stigmatisation found in this research all
draw on cultural traits, such as the stratified society, a focus on cleanliness and fear of contagion.

The above mentioned Ethiopian cultural and historical traits, are responsible for the way
leprosy is viewed and defined in Ethiopian society. They show, just like the study of Joseph
Opala and Francois Boillot on leprosy among the Limba, the importance of worldview as the key
to understanding ideas, beliefs and attitudes surrounding leprosy. It showed how the Amhara have
their own specific view of the world from which perceptions of health and illness arise. From
these perceptions, knowledge is formulated, that is put into practise in everyday life. These traits
illustrate that although modern medicine has been introduced in Ethiopia many years ago, the
traditional worldview concerning leprosy still exists because people hold on to their views even
after a great deal of social and technological change has taken place. This underlines the
importance of adding a historical approach to the understanding of worldview. Many finding of
this research are based on discourses and ideas that have been present in its society for centuries.

Finally, the historical and cultural traits that are specific for the definition of leprosy,
should be considered in the design of messages and programs that address the social-cultural
aspects of women affected by leprosy in Ethiopia. However, the scope of this study was limited
because it was restricted to discussing the position of Amharic women in Ethiopia. Therefore,
more community specific research is needed to be able to conclude to what extent the definition

of leprosy differs per tribe or country.
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