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ABSTRACT
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This thesis focuses on the perceptions and expaseof Rwandan children
living in rural child headed households regardirgjana, and how these
perceptions and experiences compare to their b#edth concerns. Despite the
attention given to malaria by the international commity and the Rwandan
government, and the numerous studies that haventmted the material and
socioeconomic poverty that characterizes the ofeild headed households,
Rwandan children’s perspectives regarding theilthéeve rarely been elicited.
Through the use of drawing activities and semiedtmed interviews with 37
children between the ages of six to eighteen ydiansg in 14 child headed
households, | explore how poverty shapes their istaiedings, experiences and
responses to malaria, and the variation in thessepaons and experiences based
on age and gender. Malaria, although a concerth&children, is simply one of
many challenges they face in a context charactebggoverty, and structured
risk to poor health outcomes. These barriers,galaith the other health concerns
expressed by the children, receive little attenfrom informal and organised
networks of support, which results in the childbearing a disproportionate
burden of social suffering. Insight into structuralence is gained through
interviews with NGOs who have or are currently wogkwith child headed
households. These interviews illustrate how lasg&io-political and economic
forces shape the lived reality of the children.daidnally, interviews with
community members who offer support to the childheistrate how social
ideologies affect local level perceptions and reses to child headed

households.
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CHAPTER ONE: INTRODUCTION

Figure 1.1 Rwandan Rural Landscape. Photo: MicHke Hardy August 2008

1.1 Research Topic

There are an estimated 290,000 children in Rwarfdalvave been orphaned because of
civil unrest, genocide and AIDS, and who are livwaghout an adult caregiver (UNICEF
2006:36). The country has neither the infrastnechor the resources to provide care for
these children; consequently, there are approxignd®000 households headed by
children (UNICEF). In addition, malaria transmasis increasing in Rwanda, due to
increased chloroquine resistance, higher populatemsity and movement, and an
increase in breeding areas for mosquitoes dueaonggs in human economic activities
(President’s Malaria Initiative 2007:6-7). My raseh, based on qualitative
methodology, examines the health concerns amoidyehiliving in child headed
households (CHH) in rural Rwanda. In particulag tesearch examines the children’s
perspectives of malaria and some issues affedtigig inderstanding and susceptibility,
as well as access to treatment and support.

1.2 Context

Children in CHH in rural Rwanda face a number dltiechallenges from
preventable or treatable diseases, including naaéard HIV/AIDS. Although there is a

plethora of literature on research among childegarding HIV/AIDS, malaria in



Rwanda has not received as much attention. Funthrey; although many of the children
in CHH are orphans due to AIDS, malaria remainsottirecipal cause of morbidity and
death in Rwanda, and is responsible for close % 6Dhospital outpatient services
(President’s Malaria Initiative 2007; Rwanda Deysieent Gateway 2007). Although
some of the children within CHH may be at risk t/FAIDS due to sexual activity,
sexual exploitation, or may already be HIV positiak members of CHH are confronted
with the daily threat of malaria. In fact, the @ty of Rwandan children experience a
malaria episode at least once per year, which egtgies them for an average of eight
days (President’s Malaria Initiative 2007:8). Aseatudy conducted in 2005 that
focused on households that did have an adult cagegidicated that only 12.3% of
children received treatment for malaria, and uridérwere given the recommended
drug. Prevention in the form of insecticide treldbed nets is low, because few children
use them (President’s Malaria Initiative 2007:7-8% is common in development work,
intervention has focused on inadequate resouragtaak of education regarding
transmission and treatment. Current interventinri®wanda include mosquito bed net
distribution, educating the public on treating tiegs with insecticide and providing
subsidized medical treatment through community dasevices (President’s Malaria

Initiative 2007; Rwanda Development Gateway 200MJCEF 2004).
1.3 Research Obijective

The objective of this research is to examine petspes of malaria among rural
Rwandan children in CHH, and situate these persgscamong their other health
concerns. Critical theory informs my approach, emparticular, literature on structural
violence (Farmer 1999; 2005), social suffering (AKhean et al. 1997), anthropological

interest in children (Scheper-Hughes and Sarge®;19chwartzman 2001; Stephens



1995) and feminist standpoint theory (Haraway 19%9arding 2004). These theoretical
paradigms allow for a critical examination of tlederof society in shaping the reality of
children in CHH, as well as offering insight inteetagency of children in transforming
their lived experience. Specifically, based upwtenviews with children in CHH, |
analyse the children’s ideas about malaria and ehgieriences of the disease.
Interviews with non-governmental organisations (Np@ddressing health concerns
among CHH provide an opportunity to analyse whethédren’s ideas are considered in
program delivery, as well as the type of suppodilable to the children. Community
members who are neighbours of CHH were also ireerm@d in order to analyse how the
social location of CHH affects the children’s expaces of malaria, as well as providing
an understanding of the support networks availabtae children. The information
collected from these interviews illustrates theiestat structures that contribute to the
poor health outcomes of the CHH as well as progdinsight into the agency of children

and the sources of support they have to addresshiedth concerns.
1.4 Research Questions

The following research questions provide the frammwior this project.

* What are the perceptions and experiences of childrmg in child headed
households regarding malaria, and how do thesep&ons and experiences
compare to their other health concerns?

* How does poverty shape the children’s understan@ixgerience and response to
malaria, and how do these understandings, exp&segtd responses vary

according to age and gender?



» To what extent do local NGO health programs workimgural areas in the South
Provincé draw upon and incorporate children’s perspectaresconcerns about
malaria?

* What are the perceptions of community members iidl tieaded households, and

how do they respond to those households thatmitkdir community?
1.5 Literature Review

| have found little ethnographic research spediffdacusing on vulnerable
children and health in Rwanda. Most informationtlo® vulnerability of orphans living
in CHH in Rwanda is found in studies affiliated kvddevelopment organisations or
funding agencies, although there are some desaiptudies published in peer-reviewed
journals. These studies broadly examine educdtienanomic, health, and psychosocial
measures of the well-being of the orphans, withitkent of improving development
initiatives aimed at assisting the CHH. The rete\derature that | have accessed
regarding health-care among vulnerable childresuramarized under the following
topics: (1) the health of orphans in child headedseholds, (2) current interventions
with CHH, and (3) impoverished children’s perspession iliness and disease causation.
1.5.1 The Health of Orphans in Child Headed Howholds

1.5.1.1 Poverty
Rwanda has been characterised as “both the |dzetined and the poorest

country in the world” (Sommers 2006:84). Eighty-percent of Rwanda’s population
relies on subsistence agriculture, and lives ineppv(Sommers 2006:84). Several
studies by development organisations demonstrateotphans living in CHH are

particularly vulnerable and at risk to poor healtlicomes. All these studies stated that

! The actual name given to one of Rwanda’s provinces



most Rwandan CHH live in extreme poverty (ACORD 2@Q Boris et al. 2006:592-
594; Veale et al. 2001:iii). A nation-wide stuahywolving 1% of the CHH in Rwanda
(ACORD 2001:2) indicated that most orphans relynarilly on subsistence agriculture.
Many of these households own less than one heatdmed or no land at all, forcing
some of them to work as labourers. In Uganda,uatty with similar impoverished
conditions, after parental deaths the health ofi@ang often deteriorates due to poor
nutrition and increased workloads (Oleke et al.&2P81-282). This study points out that
economic constraints appear to underlie the vumktsaof orphans in almost every
respect. Poverty inhibits people from integratmghans into their households through
adoption or fostering, it places enormous workloaw€HH, it leads to discrimination
and neglect, it exacerbates conflicts over propangership, it leads to sexual
exploitation of female orphans, it results in inquigte food and clothing, and it limits the
orphan’s access to schooling. Studies in Rwamakcate that the CHH lack financial
means to access health treatment, even thouglatbeyften sick due to malnutrition and
overwork (ACORD 2001:5; Human Rights Watch 200B) the nation-wide ACORD
study, children surveyed stated that health washing most important issue for them,
after food and clothing needs (ACORD 2001:3).

1.5.1.2 Age
A number of studies examined differential healtbcomes among children based

on age. Boris et al. (2006) found that childrel€iHH under the age of five are
particularly vulnerable to poor health outcomese Bperational plan of the President’s
Malaria Initiative (2007:7-8), funded by USAID, iitdtes that malaria is the leading
cause of death for children under the age of fivBwanda. Other studies, while not

based in Rwanda, provide information from whichitaw inferences about the particular



vulnerability of young children in CHH. Researainé in northern Uganda among CHH
found that young children were often left at homthwitle to eat while their older
siblings spent their days working in the fields€k® et al. 2006:275). Literature also
indicates that young children’s health is at riskdy because they may not yet have
acquired knowledge on how to maintain good heditha study examining children’s
understandings of health and illness in South Afriane-year old children were able to
identify objective symptoms of illness and to artate preventative measures for iliness,
while five year old children were not able to do(Beltzer and Promtussananon 2003).
Besides lacking health knowledge, young childrey practice limited preventative
measures for infectious disease. In a randomiaattaled trial in western Kenya on
permethrin-treated bed net use, children undenfeass of age tended not to use bed nets
(Alaii et al. 2003). The vulnerability of youngittdren and the degree to which they are
dependent on their older siblings is evident.

There are also other ways in which age may affeatth outcomes. Based on my
own experience in Rwanda, the age of the headedfdlisehold at the time of parental
death or absence influences how much these olddreanhave learned about caring for
their younger siblings. This is then evident ia tiealth outcomes of the younger
siblings. Literature also states that it is thadchef the household, the oldest child, who is
most likely to drop out of school to support thgmunger siblings (ACORD 2001:5;
Veale et al. 2001:xv). Therefore, the younger stlaged siblings usually have more of
a chance to stay in school where they may havesatoehealth education. These
children also report that they are able to forrarfdships there, gaining a support

network (Veale et al. 2001:xv). The results ofsthetudies indicate that research on the



health of CHH needs to take into considerationatlpe composition of the household and
access to different sources of information on Ineaftd supportive relationships.

1.5.1.3 Gender
A number of studies investigate the vulnerabilityesmale children and

consistently indicate that their health is parielyl precarious. Female orphans are
susceptible to sexual abuse by male community men{fd€€ORD 2001; Human Rights
Watch 2003; Oleke et al. 2006; Snider and Dawe$2@6ale et al. 2001).
Consequently, these girls may then be confrontékd ealth challenges related to sexual
and reproductive health in a context that oftensduos provide accessible and adequate
health care. Studies in other low-income contbatge examined how gender
inequalities lead to higher mortality of femaleldren (Arokiasamy 2004; Hill and
Upchurch 1995). Research in the northern and remtitral regions of India indicate that
girls experience neglect through decreased acoessiunization, which increases with
successive female births (Arokiasamy 2004). Te dl&tave found limited literature on
the dynamics of gender inequalities among siblingSHH. However, one study
conducted among 89 households in Rwanda indichtgd/bung orphans with a male
head of the household were less likely to haveivedeadequate immunization (Boris et
al. 2006:597). The study suggested that this nbghHtecause young men are not
traditionally the primary caregivers of youngerldhen in Rwanda. In addition, from my
own experience in Rwanda and from current litegtthrere are some social practices
that favour boys over girls (Boris et al. 2006:58&;Lame 2005:39-40). CHH may
follow these same patterns in their interactionscamhe, which may result in unequal

health outcomes.



1.5.1.4 Community Support
Due to the high prevalence of orphans in Rwanaanaber of studies have

examined the local community response to thesdreml Many of the studies have
indicated that the CHH are marginalized from comityustructures and from protective
adult and family care systems (ACORD 2001; Vealal.€2001), and have discussed the
resulting implications for the children’s healtm{@r and Dawes 2006; Thurman et al.
2006). One study concluded that social marginadimaesults in decreased access to
community based knowledge of illness causatiorgtima assistance, and mentoring that
is needed for the CHH’s physical, mental and pshagdical well-being (Snider and
Dawes 2006:26-29). However, it did not acknowletlgeg marginalization is a
multidimensional construct, making it difficult tneasure. Another study was more
explicit in how marginalization was determined (Timan et al. 2006). This study used a
social marginalization scale that included six gemhich the children responded to on a
five-point scale (strongly agree-disagree usingopials) of felt and enacted stigma.

Over 85% of CHH in the study reported feeling regddoy their communities in some
way (Thurman et al. 2006:221-222, 226).

Much of the literature provided analysis on theenhdng reasons for social
stigma against Rwandan orphans. Although the cpinats remained relatively peaceful
since the 1994 genocide, post-conflict social i@t indicate the prevalence of distrust
and suspicion in communities, dissuading peopla fagsisting the CHH (Thurman et al.

2006:226; Veale et al 2001: xiii). Furthermores garticular reasons underlying the

2 The studies that discussed marginalisation anetipgito the children’s lack of community support.
While some studies might attempt to measure madligaien by studying the density and reach of
children’s social networks, Broadhead et al. (1989) state that the quantity of contacts or frieisdsot
significantly related to well-being. Rather, thaatity of social support is a stronger predictohe#lth
outcomes. Furthermore, Cook et al. (2003:93) skatechildren in high-risk environments are abledpe
with stress more effectively when they have a Sicgunt relationship with one or more nurturing and
helpful adults



death of the children’s parents contribute to tkieeene marginalization the children
report. Social stigma surrounding AIDS is stilépalent in Africa. Those children who
have lost their parents due to AIDS, or who hagearaiving parent in prison on charges
of genocide, experience a greater amount of mdrgat@n (Snider and Dawes 2006:26;
Veale et al 2001:xii). As children have been tefttheir own, they have developed new
coping strategies to deal with their numerous elmgieés. Although the literature does not
give examples of these strategies, the researtdsstet the strategies are contrary to
traditional views on children, and consequentlycplthe children in conflict with social
norms and values (Veale et al 2001:xi). Lastlye tluthe civil war and genocide in
Rwanda, community and extended family structure® leeen decimated, resulting in a
lack of community capacity to support the CHH (\&eat al 2001:xi). This capacity is
also limited by the level of poverty within Rwandad has resulted in people placing the
responsibility for the CHH on NGOs or on local aarthes (ACORD 2001:2).
1.5.2 Current Interventions with CHH

Like many other low-income countries, Rwanda dasshave the economic
resources to provide welfare policies for the pd@wandan policy on CHH indicates the
nation’s awareness of the vulnerability of the @y and cites the country’s
commitment to implementing laws and policies sd trphans are assured access to
health services (MINALOC 2003). However, this do@nt acknowledges the lack of
economic and logistical resources to implementelpedicies and states that non-
governmental, community-based and faith-based arghons in Rwanda should
continue to provide support for CHH. A public Rwian database that provides the
contact information of aid organisations in the oy lists close to three hundred of

them (Rwandan Development Gateway 2004). In faath of the research on Rwandan
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CHH or programs aimed at assisting them has beedetliby multilateral or bilateral
agencies such as UNICEF, WHO and USAID. Therepkethora of literature outlining
programs and health care initiatives for RwandardG@thded by these donors (ACORD
2001; CAREa; Human Rights Watch 2003; Presidentdakia Initiative 2007; Roll

Back Malaria Initiative; Thurman et al. 2006; UNIER004, 2007; Veal et al. 2001,
WHO 2004a, 2004b, 2005). However, the literatumming from these organisations
reflects the interests of the donors, and presiattsthat justifies their program interests.
These NGOs do not appear to do research on chigdrencerns that might be outside of
the organisation’s program interests.

A study conducted by World Vision and UNICEF in 838ustrates the
significance of the NGO presence in the lives ofalRdan CHH (cited in Veale et al.
2001:10-11). During a social mapping exercise deiie CHH, children indicated that
NGOs were their largest source of support. UNICEJO7) states that NGOs are
continuing to increase their programs in orderrtavjgle essential protection to children
who have been affected by AIDS in Africa. Howevardings from one study indicated
that although NGO intervention seems to have thenial for strengthening the coping
capacities of CHH, the sustainability of their praxgs is doubtful (Luzze 2002). In
addition, this study suggested that NGO presenakeveed community philanthropic
initiatives towards CHH. Some NGOs working dirgatlith CHH do attempt to draw
from local community support through their adultsiteeship program (CARED; FHI

2001). However, their literature does not indicakether the adult volunteers receive
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incentives® and although CARE states that the mentorshipstmable after the CARE
program leaves the area, so far | have not beentalfind research that supports this.
Some NGOs in Rwanda are focusing on preventiortraatinent of malaria,
responding to studies indicating that fewer tha® I8 children use insecticide treated
bed nets, and even fewer receive treatment (Preg&ddalaria Initiative 2007:7-8).
There is also some evidence within the literatheg NGOs in Africa are soliciting
children’s perspectives on AIDS (Henderson 2006;30&nyau 1998:69-75; Singhal and
Howard 2003; UN 2003). However, it appears thatrttajority of initiatives focused on
health care or malaria prevention in Rwanda (Pesgig Malaria Initiative 2007;
Rwanda Development Gateway 2007; UNICEF 2004; WiA®2) do not solicit
children’s perspectives; they simply want to makernvention available. The focus of
aid organisations is on implementing biomedicatinéntions without analysis of local
beliefs and practices. As a result, these intdroes might not be effective, because they
do not take into consideration what the childrenstder are barriers to their health, and
their particular vulnerability.

1.5.3 Impoverished Children’s Perspectives onlfless & Disease Causation
Currently, | have not found literature that focuspscifically on Rwandan
children’s perspectives on health or disease. oAltin there is some focus on children’s

perspectives regarding health in North America Bngdland, there has been little
published research done on impoverished childnearspectives on their health and
iliness causation. Mitchell (2006a) worked wittopahildren in an urban
neighbourhood in the Philippines, who face a compled precarious landscape similar

to that of the CHH in Rwanda. These children #&e aonfronted with multigenerational

3 However, when | worked in Rwanda from 1999-20@#jlamentors received incentives in the form of
such items as hoes and cooking implements.
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poverty, chronic hunger and social marginalizatitising creative, child-centered
approaches such as photo-elicitation, drawing anty Imapping to access the children’s
ideas about their body, illness and health, thdystetails how the children drew from
the dominant biomedical discourse taught in schmatl merged this knowledge with
their own feelings and experience of poverty, al asother culturally significant
explanations about health and illness. For exantipéechildren linked their health
concerns to their impoverished neighbourhood streitim garbage, and to the local
beliefs of dangerous spirits that roamed througir tommunity. A similar finding was
outlined in a study based in western Kenya amorgdhildren (Geissler 1998). The
Luo children drew from socially construed and biaincal notions when depicting ideas
about worms in the body. This literature is oexence to this study on CHH in Rwanda
because it illustrates how children’s ideas abeaith are drawn from various domains
of knowledge in order to give meaning to their tieakperiences. To supplement the
limited work detailing impoverished children’s ideabout illness, some inferences may
be drawn from work with adults. One study (Gre889) uses a number of case studies
from various countries in Africa to illustrate thariety of perspectives on malaria
infection. These perspectives draw from biomedicabries as well as local
interpretations of germs, pollution and environnaédangers. Another research project
in Ghana (Ahorlu et al. 1997) examining malariavprgion and treatment found that the
words for “fever” and “malaria” represented the saimng and were used
interchangeably. Although people identified thganaymptoms of malaria, ideas of
malaria transmission were variable. This literatportrays the value of accessing
Rwandan children’s knowledge of malaria in ordeanolerstand how it intersects with

biomedical notions of malaria conveyed through N@G@d schools. Furthermore, in
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order to understand the CHH'’s perspectives on healt iliness causation, | wanted to
find out how their perspectives are “shaped byrtlined experience of place, material
organisation of social life, by history, as well@slocal meanings, social relationships
and the corporeality of their own bodies” (Mitch2i06a:337).

Children’s and adults’ perspectives on health magifferent, and these
differences might indicate whether the childrerually benefit from health care
initiatives (Mitchell 2006a:332). The researchjpob based among urban children in the
Philippines (Mitchell 2006a) points out that theldten in the study talked about health
concerns that adults deemed as inconsequentialasuciit knees, sore stomachs, and
toothaches. In fact, children did not mention oxadi public health concerns of
tuberculosis, dengue fever, or AIDS (Mitchell 20(8&8). Consequently, because
children’s health concerns do not reflect thosadflts or the national health initiatives,
children have to figure out how to deal with the#alth concerns on their own. This has
direct implications for work among CHH in Rwandasuggests that national and local
level initiatives aimed at health care and infagtiolisease among CHH in Rwanda might
be overlooking the health concerns of the childrElewever, the lack of children’s
observations on infectious disease, such as mathvés not negate the necessity or the
urgency of dealing with it.

Although children’s perspectives are rarely sadiditthey are valuable and are
important for health care initiatives (Robottom &wlquhoun 1992). Children’s
involvement in making decisions that affect theaahh outcomes may lead to improved
interventions (lvan-Smith and Johnson 1998; Ob&g810taala 1998). Many current
interventions are based on notions of self-card,iatlependent responsibility for health.

However, for many impoverished children, this igeafdifficult to achieve due to their
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subservient positions and insufficient diets (Makt2006a:365). Literature from an
ethnographic based study on children from low-inedamilies living in an inner-city
neighbourhood in Canada discussed the tensiorchildten might experience when they
view their social environment as inhibiting goodhltle outcomes (Irwin et al. 2006). For
example, many of the children in this study stdted physical activity led to good health
outcomes. However, these children said they fedate in their community and would
not play outside, or the researchers noted thatlihdren simply had little opportunity to
get outside. A careful examination of children&gpectives illustrates their
vulnerability and the factors that limit their cagg to avoid illness or injury (Mitchell
2006a:366).

Initiatives that consider children’s perspectivesndnstrate an appreciation of the
voice of children, and for their value and worthcastributing members to society. It
also allows for identification of those factorsttih#hibit the children from good health
outcomes and provides a greater understandingeafdbial and material world of the
children. For example, NGO initiatives that defibeoadly implemented malaria
prevention programs may not consider how locakglicombined with an impoverished
home environment, inhibit CHH from using a mosquigd. A child-based study on
illness causation can highlight the complex refalop between knowledge and context,
the interplay of particular realities and ascrilpeelaning.

1.6 Conceptual Framework

This thesis draws from anthropological theories segk to understand the
underlying structures that lead to disproportiorsatfering among vulnerable population
groups. Drawing from the domain of critical thedrgituate the children’s own ideas

about illness causation within societal structubhes result in social suffering. Of
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particular relevance to my research is the worRafl Farmer (1999; 2005), who
implicates these structures in unequal health ousofor the poor. | also rely on
literature that explores how individual problems lnked with different forms of social
suffering (Kleinman et al. 1997). My research dsdvwom anthropological interest in
children (James et al. 1998; Scheper-Hughes arge®at998; Schwartzman 2001;
Stephens 1995) and research on children’s perspeabout their health and illness
causation (Geissler 1998; Irwin et al. 2006; MiltB606a). In addition, feminist
standpoint theory (Haraway 1997; Harding 2004) gsiichy understanding of the social
position and the distinct perspective of CHH arel¢hildren within these households.
Critical theory is a tradition that originated metFrankfurt School and derives
from Max Horkheimer, Theodor Adorno, and Herbertrddese’s philosophical and social
analysis of the work of Marx, Kant, Hegel, and Webg&he three were influenced by the
devastations of World War | and by the empiricagbices of American social science
research, which they challenged along with orthodlexxism (Kincheloe & McLaren
2000:279-280). Unlike positivism, which emphasittesvalidity and reliability of data
and measurement, critical theory recognizes hisbsituatedness and the social
construction of experience (Lincoln & Guba 2000:)17Qritical theory considers reality
to be shaped by social, political, cultural, ecoimrathnic and gender factors (Guba &
Lincoln 1998:203). These factors influence the Wt society is organised, to the
detriment of some members of society. Criticabtliygooints out how powerful societal
structures result in injustice and inequality (Kietoe and McLaren 2000; Lincoln and
Guba 2000; Singer et al. 1998). For example, imodl economics has restricted access

to malaria prevention and treatment to those wimoatéord it. This has resulted in the
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eradication of malaria in the western hemispheckhagher incidences of malaria in low-
income contexts like Rwanda (Farmer 1999:40-42fHmhd Kachur 2004).

Critical theory within medical anthropology hasanmhed Paul Farmer’s (1999;
2005) approach to health and inequality. He hasnéixed how social structures and the
policies and practices of economic, political, legeligious and social institutions result
in structural violence. Structural violence (GaljuL969) refers to the systematic and
unequal distribution of resources by social strrggwor social institutions based on
factors such as ethnicity, gender or socioeconataittis (Farmer 1999). The ensuing
economic and health disparities lead to reducedsjians for those prevented from
meeting their basic needs. The resulting individua collective distress is referred to
as social suffering (Kleinman et al. 1997:ix).

The critical theory approach is especially valuableyy own research as it
provides a means to examine how social structatabit collective and individual
agency, leading to social suffering and preven@itH from accessing resources to
maintain or improve their health and reduce dise&eecifically, it provides the
framework from which to examine how the health oates of CHH and their
perceptions of malaria are associated with a spfiattured by ethnic tension and
extreme poverty (Thurman et al. 2006; Veale e2@D1). The ongoing ethnic tension in
Rwanda is the result of a number of factors, suctha historical colonial experience that
gave power to certain ethnic groups, as well asnhleility of the Rwandan nation to
overcome the impact of colonization after indepermdgMamdani 2001). Although the
nation has remained relatively peaceful since 8841lgenocide, ethnic tension has
resulted in societal distrust, leading to a lackahmunal involvement in the care of

CHH (Thurman et al. 2006; Veale et al. 2001). Thalth challenges of the children
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within CHH and Rwandan social problems are intereali - “suffering is a social
experience” (Kleinman et al. 1997:ix).

The main concepts that emerge from these approautiade a concern with
issues of power and inequality (Guba & Lincoln 1294 ; Kincheloe & McLaren
2000:281). Power, the ability to either constmairpropel human action, is a basic
component of human existence (Wolf 1999). On adlscale, hegemonic control is
evident in the neo-colonial practices of capitatistions toward the African continent.
African nations, such as Rwanda, are managed aogaalthe development agendas of
neo-liberal economics and multilateral agencief sscthe United Nations and the
World Bank (Lins Ribeiro 2006:368; see also Crewe Harrison 1998; Uvin 1998).
These funding agencies determine what type ofsaadfered to low-income countries
and how aid money is to be spent (Nolan 2002:.6Gnaoesulting in sporadic and
unequal assistance to CHH (Veale et al. 2001:XM)e local and specific effects of
power frame my research. In particular, my redeaentifies structural inequalities
such as poverty, unequal access to resources emaigdiscrimination, and their effects
on children’s perspectives on malaria, their e>geres of the disease, as well as access
to support and care. In addition, | examine howeros manifested in perspectives on
childhood, resulting in neglect of the particulaatih concerns of children in CHH.

Studies on childhood in anthropology have pointedhow the institution of
childhood varies across societies, as does theingattached to childhood (James and
Prout 1990:3-4, 7). My research draws upon cumetttropological perspectives on
children when examining the agency of children wit@HH. Childhood studies within
anthropology have recognised that children arepaesive victims to various forms of

domination; rather, they are actively involved @sisting and manipulating power
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(Caputo 2001). This recognition grew out of higtal perspectives that had focused on
the “social developing child” (James et al. 1998)17Children had been of interest in
research because they represented future adulis\siciety. However, their
participation and contribution as children withoceety was disregarded (Caputo
2001:179). Emergent anthropological studies oldadm have been instrumental in
highlighting children’s creativity and competenysocial actors in numerous social and
cultural contexts, and have reframed theoreticadalirse on childhood (Caputo
2001:179; see also James et al. 1998; Schwartzft# Scheper-Hughes and Sargent
1998; Stephens 1995). This current perspectivédgasmized children and childhood
as subjects worthy of analysis. Like other membétkeir society, children are affected
by and participate within the “global political-ewamic structures and everyday practices
embedded in the micro-level interactions of loadtures” (Scheper-Hughes and Sargent
1998:2). Ethnicity, gender and class, as welhaddrger societal processes of
colonialism, economics and politics, shape andtroatschildhood (Stephens 1995:4-7).
This approach situates children’s perspectivesloesis causation within larger
historical, social, and material conteXtshich have influenced both their ideas and the
varied responses to these ideas. The childreaigythits and ideas about illness
causation, and in particular malaria, reflect thiged experience in a context of poverty
where they are increasingly responsible for cagythe costs of social reproduction
under global capitalism” (Katz 2004:182; see alstchell 2006a).

Feminist standpoint theory (Haraway 1997; Hardif4) provides a theoretical
framework from which to examine the positionalifyhouseholds within society and

children within the household. Donna Haraway (1904, n. 32) describes standpoints

* The information pertaining to the historical, sd@ind material contexts are drawn from a litegatur
review.
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as “cognitive-emotional-political achievements,figd out of located social-historical-
bodily experience - itself always constituted thghdraught, noninnocent, discursive,
material, collective practices.” Standpoint theafffrms the unique perspective of the
individual, which is shaped by their particularg#an society. CHH, marginalised and
subordinate within their communities due to sotistigma (Thurman et al. 2006; Veale
et al. 2001), offer a particular vantage point framch to comment. In addition,
households may include hierarchies based on aggearder differences, leading to
differential health outcomes within the househdiél{einer 1999:33; see also Barrett et
al. 2006:201; UNICEF 2004:1). Therefore, the ddfeially situated knowledges of the
children within the households offer distinctivedaraluable comments on illness
causation, that contrast with adult-oriented ideBsose in positions of power may not
see the factors that contribute to the childreaipular experience of malaria.
Although Sandra Harding (2004), a proponent ofdgpamt theory, believes that the lives
of the marginalized can provide a more objectivewihan the perspective of those in
positions of power, children in powerless positiomsy echo the voice of the powerful.
Their voice may simply replicate the dominant disse (Gaventa and Cornwall
2004:326). Insight is required in listening to teldren, and in recognizing what
contributes to their perspective.

Feminist standpoint theory also recognizes thatélearcher’s social experience
shapes their knowledge and perspective. | ackrigeleny own position and that which
informs my critical gaze. As a student within anffology, | am still growing in my

awareness of the wide anthropological horizon skates to inform my theoretical

® Although a critical theory approach would seeketspower CHH by assisting them in a critical
examination of local and macro-level social strueswof power (Kincheloe & McLaren 2000:283), due to
the limited scope of my research, | did not focnsatiempting to transform the critical consciousnafs

my research participants.
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orientation and enrich my understanding and aralysam also aware, as | reflect back
on the situations, positions, and perspectiveb®thildren within CHH in Rwanda, that
my privileged position as a white North Americaanfr a middle-class background
brought a variety of biases and blinders into tegearch project. However, | draw
inspiration from Virginia L. Oleson (2000:229), wpoints out that our “cultural self”
(Scheper-Hughes 1992), is not always a problenssice, but rather can serve as a
resource in guiding research design, data gathandganalysis. As a practical example
of this, due to my previous experience in developmeork in Rwanda from 1999-2002,
| am acutely aware of the power differential thdt exists in Rwanda, evident in the
interactions between people from affluent contestish as myself, and Rwandans.
However, this experience in Rwanda has also ergiamgcritical understanding of the
political nature of development work, and the enauspower Europe and North
America have over the health outcomes of someeWbrid’s most vulnerable
population groups. It is also for this reason theah drawn to critical theory’s analysis

and challenge of dominant power holders.
1.7 Terminology

This research project centers on children’s pergeptand experiences in regards
to malaria, and compares them to their other healtiterns. In the literature reviewed
for this thesis, malaria is commonly referred t@ddisease.” An ecological or
biomedical perspective considers disease to beossble outcome of the interaction
between a host and a pathogen or germ (Brown 189%8bThe biomedical perspective
is that malaria is contracted through mosquitoas dhe carrying the parasite (Sherman
2006). However, cultural definitions of diseaseyvaln this research | explore what the

children attribute as the causes of malaria or ththier health concerns. This then allows
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for examination of the larger political-economiopesses, as well as the local level
factors that influence these perspectives.

Additionally, | examine what the children say abthéir illness experiences. |
use “iliness” in association with “being sick.” i§®ase” and “illness” are commonly
distinguished, with “illness” representing an indival’s perceptions and experiences of
sickness or disease (Brown 1998a:108). | relylorss as a means to incorporate the
social dimensions of being sick into discussiorthwhe research participants.

Lastly, in order to define health, | draw upon Werld Health Organization’s
(WHO 2009) definition, which states that “healtraistate of complete physical, mental
and social well-being and not merely the absenabsafase or infirmity.” This definition
suggests that well-being is characterized by playsiod psychosocial aspects, and not
simply the absence of disease. However, | am athateghe research participants may
define health differently. For example, they migidlude worries about their future,
such as getting a job. Openness to their inteapoets allows for deeper understanding

of their ideas about health and illness.
1.8 Significance

The importance of this research lies in its abtittycontribute to literature on the
vulnerability of impoverished children through &salysis of the specific factors that
affect the health outcomes of members within ai@der group of marginalized
children. With its specific focus on rural CHHRwanda, this thesis builds on existing
literature that identifies how poverty specificatBstricts these children’s access to
knowledge-based resources and prevention measurggfaria. In addition, although
there has been some research on how patternsrarability, such as age and gender,

affect health outcomes of children, there has hitdsnresearch on how these factors are
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manifested in the health outcomes within househloé@gled by children. This research
builds on existing literature on the particularnedability of younger orphans through
examination of what children over six years of eg@ort, and what older orphans say
about the health of their younger siblings. Aduhally, my research points out how
social patterns regarding gender restrict or enatdess to health care and other forms of
support for the CHH.

Literature from many NGOs detailing their intertiens aimed at CHH in
Rwanda suggests they offer generalised prograntseter these programs effectively
address the health concerns of all the childreherhousehold is addressed in Chapters
Four and Five. This research contributes to th&tieg literature by examining how
effective the interventions are in terms of addrestghe health concerns of the children
and the barriers that affect their health. Analysithe information gained from
interviews with NGOs regarding their funding sow,cand the influence of these
bilateral and multilateral donors on program dii@tiand parameters, contributes to
discussions on the influence of neo-liberal ecomsrto the health outcomes of the
children, as well as if the health programs enogeisustainable community support
networks. In addition, considering that CHH ateatied in a context where they may be
isolated from community support, the interviewshagbmmunity members provide
insight into how Rwandan ideas about children ardge help or hinder CHH'’s practices
around malaria. This has implications for the demaent and improvement of current
interventions that are focused on addressing théreh’s health needs by identifying
those factors that contribute to the depth of piyystigma and the higher burden of

illness in CHH.
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Lastly, in a context where impoverished CHH ar@oesible for their own well-
being, this research indicates how children araiasicg health knowledge. The CHH
represent a new social grouping in a society thhtthally cared for extended family
members (Cook et al. 2003:89). Some CHH are fagddmarginalization from their
communities and relatives. My research into thieldm’s sources of support indicates
that new types of social relationships are beimgém. In addition, by utilising a child-
based approach that elicits the perspective of GHid study allows for a new way to
understand health issues by providing analysis@thildren’s own health concerns,
their health care strategies and their conceptibiibess causation. My previous
experience in Rwanda and literature examining idéasit malaria in Africa (Ahorlu et
al. 1997) indicate that “fever” and malaria repregbe same thing, and are often used
interchangeably. This may be based on a particuiderstanding of the cause(s) of the
disease that was explored within the research psocResearch into children’s ideas and
definitions of malaria builds upon Ahorlu et al(3997) research and provides additional
insight into the particular ways that they identifieir ailments and how this terminology
corresponds to that used by NGOs. This is of @aler relevance in determining how
much of a concern malaria is to the children corapao their other health concerns, and
if their health concerns are being addressed ddiitian, analysis of the children’s
perspectives indicates how their knowledge aboudamasand prevention measures
differs from or overlaps with the biomedical-basggroach adopted by NGOs in their

health programs, and whether CHH benefit fromaties to improve their wellbeing.
1.9 Overview of Thesis

In Chapter TwoMethods | describe the area where this research was cteaiu

discuss issues with using a translator and hovethese dealt with, and describe the
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methods used in recruitment of the research ppatits. | discuss the methodological
approach that characterises this research progpaliative critical inquiry, which draws
upon grounded theory. | describe the surveys aed-@nded, semi-structured
interviews that were used to gather data with lineet different groups of participants:
CHH, NGOs and community members. Lastly, | outlime methods that were used to
analyse the surveys and the narrative data.

Chapter Threeilousehold Characteristic®utlines the findings from the
household surveys conducted with the CHH. Theltesarve to characterise the poverty
found within the sample. |include photographs aadatives, drawn from my
observations and interactions with various houskhdb provide snapshots of particular
characteristics of these CHH. This chapter setv@stroduce the households and
illustrates the barriers to the children’s heattklsng behaviour.

Chapter FourlNGO and Community Perceptions and Responses td Bkéded
Householdsdiscusses the research findings from the intetwieith the NGOs and the
community members. The thematic emphasis servidastrate the large scale and the
local-level perceptions of CHH and the various oceses to this social group in rural
Rwanda.

Chapter FiveChildren’s Perspectivess a presentation of research findings from
the interviews with the CHH. The results are orgath around the first two research
questions, focussing on what the children said ab@laria, how poverty shapes their
ideas and experiences, and the influence of aggamdler. Within each category, |
identify the themes that emerged from the data.

In Chapter SixAnalysis | discuss the findings from the interviews witie tCHH,

NGOs, and the community members. Using a critloabretical framework to guide the
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discussion, | draw from the body of existing litier@ and the relevant theories, to
support the argument that | present.

Chapter SeverConclusion provides a summary of the project’s results and
discussion. |include a synopsis of the importarttings and suggest how the findings
of this research can contribute to the literatasewell as to various efforts aimed at

assisting children living in CHH.
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CHAPTER TWO: METHODS
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Figure 2.1 Interview Activities at Household E5 Photo: Michelle

In this chapter, | begin by providing a descriptoxesrview of the research area in which
this project took place. Next, | discuss issugsréing the use of a translator and how |
dealt with these concerns. | then describe raoert of the CHH, NGOs and
community members, and provide a brief descriptibthe characteristics of each group.
I move on to discuss and justify the methods therevused when conducting research
with each group. The methods are derived frontthieal framework on which this
research is based and include household surveysesmnidstructured ethnographic
interviews. Lastly, | include an overview of thethods | used to analyze the resulting
data.
2.1 Research Area

Rwanda is a small country in East-Central Afrimardened with a conflict-ridden
history of colonialism, ethnic divide, extreme pdyginfectious disease, and chronic

malnutrition. The densely populated country repamarily on subsistence agriculture

® | gave the households letters to identify themminfield notes. See Appendix 1 for a brief desiwip of
each household.
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(Sommers 2006:84), and perhaps is best known éogéimocide that occurred over a
span of 100 days in 1994. Today, Rwanda contitmesly heavily on food imports,
outside aid, and the services from NGOs (de Lan@®R0However, after 14 years of
relative stability, Rwanda is rapidly gaining auégtion as a safe tourist destination. A
Rwandan brochure for tourists claims that Kigdle tapital, is “among the safest and
friendliest of African capitals” (Rwanda Tour Guil¥ap). The capital serves as a base
for foreigners dropping in for day excursions te Wirunga Mountains to view the
mountain gorillas. Kigali is also the hub for thege number of NGOs based in Rwanda.
Many of the city’s restaurants and shops catehnecekpatriate population, at prices far
beyond what the average Rwandan could affoReyond Kigali's boundaries, and the
city streets packed with vehicles bearing the lagjabe multitude of NGOs, is where the
majority of Rwanda’s population resides.

Rwanda’s population of 8.3 million inhabits an apest over 26,338 sq. km
(Encyclopedia of the Nations 2007). Rwanda is comiynreferred to as “the land of a
thousand hills” or the “Switzerland of Africa” dae its hilly terrain. There are few
villages in Rwanda, and the houses in the rurasaeee scattered over the hillsides (de
Lame 2005:12-13) among crops of bananas, maize@gthum. It is in the rural areas
outside of Kigali that the majority of Rwanda’s pgtion lives (Sommers 2006:84),
relying primarily on farming and raising some lit@sk. There is little land for grazing,
and until recently, those with livestock would seathem over the hillsides (de Lame
2005:126). A recent law forbids this, and peoptereow required to keep their livestock
tied up, cutting grass themselves for feed. Ruowalseholds grow most of what they

consume, such as sorghum, beans, potatoes, antblsgjolie Lame 2005:249; Edge

" A 1993 USAID study (cited in Uvin 1998:117) remattthat 90 percent of the rural population (which
accounts for 86 percent of the total population3 ¥sdang below the poverty line.



28

2008:80). However, what is produced is not endogidequately feed the household,
nor does it provide the cash required by the statkits administration for such services
as health care or education. Land scarcity hapdegle to grow crops that are
consumed locally, and that can be easily soldeatdbal market. Therefore, although
some of these crops, especially sorghum and banawagsbe considered cash crops, they
rarely leave the local economy. Some families Haeen able to maintain coffee groves,
which are harvested once a year. The limited &falleese crops brings in a little extra
cash, which may be used to pay school fees orthealterage (de Lame 2005:42, 249-
250).

The rural area is of particular interest to thigdgt not only because the majority
of the population lives there, but because childireng in rural areas are more likely to
suffer from poor health due to geographic isolataiatance from health care centers and
other forms of support, as well as their level of@rty® This research was conducted in
the rural area outside one of the towns in the IsBubvince of Rwanda. The South
Province of Rwanda, composed of eight politicatrdits, is 5701 sg. km, and has a
population over two million, fifty-eight thousan@gple. The altitude of this
mountainous region ranges from 1500 to 2800 m (Rlepaf Rwanda Southern
Province 2007). Like other parts of the countng tegion has two rainy seasons and
average temperatures ranging from 16 to 26 de@@ebsus (Rwanda Tour Guide Map).

My previous work experience in the South Provinees & significant factor in

why | chose to conduct research with CHH livinghe rural areas in this province. |

8 Depending on how poverty is measured, poverty beagnore acute in urban areas, as people do

not have access to land to grow food, and foodoeraxpensive to buy. For those in rural areas, th
minimum size of land to feed a family of five i¥hectare (National Agricultural Commission cited i
Uvin 1998:113). Due to land scarcity in Rwandangn&HH own less than a hectare of land, or no knd
all (ACORD 2001:2). Children in CHH in the resdasample were asked during the household survey if
they have enough land to grow food to provide figrtiousehold. Their responses are discussed anthe
of this chapter and in chapter three.
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have contacts in this area both among NGOs and gthenRwandan population, as well
as a familiarity with the region. Additionally,thbugh | do not have specific statistics on
the number of orphans in this area, from my ownkwexperience in this particular area
from 1999-2002 | knew there had been a high nurab@&HH in the area.
Communication that | received from a local NGO wogkin the area while | was
planning my research (personal communicatiGrecember 3, 2007) confirmed that there
was still a high number of CHH in the area. |wased in a town centrally located in the
province, which allowed me easy access to rura@sanédhere literature (MARA ARMA
2002; President’s Malaria Initiative 2007:7) ind@@ there was a prevalence of malaria.
The town was also a convenient location for the yd@&0Os who work with rural CHH.
Preliminary research and conversations with sonteeNGOs prior to my departure for
Rwanda indicated that they were addressing hesdties such as HIV/AIDS and malaria,

as well as primary health care.
2.2 Translator

Kinyarwanda is the national language of Rwandhpalgh French, and more
recently, English, have been adopted as officiajjleages and are taught in elementary
and secondary school. From my previous experianBavanda | knew that people
living in rural areas would primarily speak Kinyaamda, and therefore | would need a
translator for my interviews with CHH and commumnityembers. Finding a translator
turned out to be a little more difficult than | hadginally assumed. This was in part
because of the nature of my research, which waatsit in the rural areas of Rwanda.

Most people who were available to translate wereated in the capital, Kigali. My first

°® Name withheld to ensure anonymity.
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translator relocated herself from Kigali to theaaravas in until she found a permanent
job in Kigali. The second translator was from #nea | was situated in.

Due to the on-going ethnic tension that permetiefwandan landscape, | was
aware that the ethnicity of the translator miglggaent a barrier in my interactions with
research participants. However, there were notawveications that it affected the
research in the interviews with the children, comityumembers or NGO staff.

| was also aware that the gender of the transtatght inhibit self-disclosure on
the part of the children in CHH. In particulakyés sensitive to the older CHH, who
might not feel comfortable discussing certain tepilated to health in the presence of
someone of the opposite sex. Unintentionally,atked out that | was able to work with
my female translator for most of the interviewshatihte households that were
predominantly female, and with my male translatorthose that were predominately
male, or where there was an even split of maledamdles.

Having played “broken telephone” as a child, I'\eeny aware that much is lost
when messages are transmitted from one persorotbean When these messages are
additionally translated from one language to anptm@re may be lost. The issue of the
accuracy of translation, and of translating theédchin’s words verbatim, was an ongoing
concern. |tried to address this through repetibbquestions at different points of the
interview, phrased in different ways, and comingko points | was unclear on in
subsequent interviews. Accuracy of translatiomeased as the translator and myself
became familiar with the children’s discourse. Ewample, | was able to identify to my
second translator that | wanted him to distinglostween the word “fly” and the word

“mosquito” when he translated for me. Initiallygdught myself addressing the

191 only used my Rwandan translator one time withGO staff person.
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translator, rather than speaking directly to thédchwhen | spoke to the translator, they
would tend to generalise the child’'s statementssayd‘she said” or “he said”, rather
than translating verbatim. | found that this impgd when | clarified that | wanted the
children’s words to be translated verbatim, antllaarned to address everything directly
to the person | was interviewing.

Lastly, | was aware that the presence of yet arahtult in the interview process
with the children might add to the children’s disdort. However, both translators
exhibited strong interpersonal skills in their natetions with the children, which assisted

in this area.
2.3 Participants and Recruitment

2.3.1 Child Headed Households (CHH)

The primary focus of this research is to examinatvehildren in CHH are saying
about their health and about malaria. Researchcamducted among fourteen CHH,
with children and youth between the ages of six to eighteen y&ar total, | talked to
thirty-seven children. This sample size allowedaneugh time with each child to talk
with them about the details of their lives and tipairticular health concerns. The broad
age range provided opportunity to examine the gffeunderstandings of malaria or
health concerns of the children that may be reledexe. There was only one child in a
household who was younger than six years of agenarguestions were directed at him.
However, his older sister did refer to him when tiked about health concerns within

the household. In addition, I did find that sonfieh@ children close to six years of age

' For the sake of continuity (since the children gadth are commonly identified as children or CHH b
community members and NGOs), | will refer to thesrchildren throughout this thesis.

12 Rwandan law defines a child as someone under 4 yé age (Onesphore Karuho, personal
communication, October 9, 2006). At 18 years & agerson can vote, however, a person must be 21
years of age to get married.
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were reluctant to talk to me. Some information wamed by asking their older siblings
about the health of their younger brothers an@stAs noted in the literature review,
children below the age of five years are partidylaulnerable to malaria. This is one
reason why | was interested in learning about #adth of these younger children, in
order to find out if malaria was a concern for thelRurthermore, young children in CHH
are often susceptible to malnourishment due toewedly older siblings. Literature had
also indicated that children between the agesr# and twelve years of age may still be
attending school where they may have access tees®of information on malaria and
health. These children, because of their con&tcishool, may also have a broader
social support network than their older siblingsoveipend their days cultivating in the
fields. Therefore, interviewing this broad agegaumallowed me to examine variation
within the household in regards to access to feodrces of information on health, and
support networks.

| used purposeful sampling (Maxwell 2005:88-89) whecruiting the CHH.
Initially | had planned on selecting households

» of double orphans (no adult caregiver in home),

» where the oldest child is 18 years of age or younge

» with gender diversity in the household, and

* who have participated in a NGO malaria intervenpoogram.

This would allow me to gain information on how chén were addressing their
health concerns without an adult caregiver, as asHn opportunity to examine their
perceptions of NGO assistance and community ledfedsipport. The gender diversity
would allow me to examine gender differences withiehousehold in regards to ideas

about malaria and particular health concerns. NG® criterion allowed me to make
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referrals to the NGO (with the consent of the aleifg in the event that there were
immediate shelter or health needs of the CHH. #Aaldklly, | planned to examine the
types of health programs the NGOs offer, therefieruiting CHH who have
participated in their programs would result in dap@licable to this research.

Originally, the CHH were to be recruited with tresistance of two NGOs with
whom | was in contact and who were working with CiiHhe research area. However,
when | arrived in Rwanda, | discovered that onthefNGOs was no longer running a
program focused on CHH. The other NGO was stillkivag with CHH, but the CHH
were participants in a larger program aimed at anghand vulnerable children (OVCs).
Unless | moved my research area to another p&tainda where the NGO reported that
there was a large number of CHH, | would have @nge my criteria® Since | was
limited by time, and considering | had a numbecaritacts and familiarity with the area
that | had planned to conduct research in, | decideemain there, and change my
criteria. | recruited households

» of double orphans (no adult caregiver in home),
» where the oldest child is 18 years of age or yourayed
* who have contact with an NGO.

| did not look for households with gender diversgince there were only a
limited number of households meeting this criterigidthough | found some households
with gender diversity, | chose to focus on genaeoss households, rather than within

households. Of the fourteen households | intergtewgirls headed eleven of them. Six

13 Additionally, | found that the data provided frahe NGO on household members of CHH in their
program did not accurately reflect who was livinghe CHH. Therefore, | was sceptical about the
accuracy of the data that they had on householttginther part of Rwanda, and doubted | wouldlde a
to meet my original research criteria. It would/&aaken a considerable amount of time to relotatkis
other area, initiate contact with the CHH thered aheck the data that the NGO had on the housebglds
visiting each one.
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of these households had one male member, whilettiee five households were all
female. The three households headed by boys héshrade members.

The reason for the higher proportion of househbkided by girls may be
explained in various way$. Two of the households headed by girls in thisgardid
have an elder brother living elsewhere. Additibnan NGO program manager who has
worked with CHH for ten years noted that femaledeshhomes tend to portray more
unity and cohesiveness, compared to male-headestholds. An interview with a
community member supports this point. She was centimg on a household of male
orphans living near her (not in the research sangéying that they leave the home and
return sporadically. Apparently, boys from rure¢as will often go to Kigali to attempt
to find employment there, and then return homeranduit other boys to join them. In
Rwandan society, women are discouraged from logen public areas. This may
discourage girls from leaving the home without tapd&ce to go. All these factors
illustrate how it might be more common for houselsdieaded by boys to disperse,
rather than to remain as a collective within a horAemong the household members, the
household compositions included siblings and hedthers or sisters, and in two
households, there were boys who were cousins adttiex siblings in the household.

Besides the change in the gender criterion, | made some changes to the NGO
criterion. | chose households that had not neciésgarticipated in an NGO health
program since | was limited in what households ves@lable through the NGOs | was
in contact with. This shift allowed me to examueere the children were learning about
health and compare the responses of those chidnernad participated in a NGO health

program with those who had not.

14 Research done by Boris et al. (2006:592) with Gblithd similar gender characteristics in their sampl
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Although one of the NGOs which had offered to stssie with recruitment was
not running a program focused on CHH, they stitl b¢her programs with CHH as
participants. This NGO, as well as the second N@©O was working directly with
CHH, notified the CHH in their programs and asKael ¢hildren if they were interested
in participating in my research project. If theldren expressed interest, they arranged a
time for the children to meet me and hear more ath@uresearch project. All the
children who were asked initially if they wantedgdarticipate in the research project
were interested in hearing more about it. It wiffecdIt to have to tell some of the
households that they did not meet my criteria.sTdacurred quite frequently, as | found
that the data that the NGOs supplied me with dideitect the actual household
composition. In some cases, | also found thatkhlelren were actually living with an
adult caregiver. This might have been becausadh# caregivers did not live with them
consistently.

| and my translator (Appendix 2 and Appendix 3)laxped the research to those
households that did meet my criteria by followingtandardized script (Appendix 4)
translated into Kinyarwanda. | found that all the children were interested in
participating, and once they indicated this to they either signed the consent form, or
gave their verbal consetft.

Children were compensated for their participatiothie study once the interviews

were over. This was done in consultation withM&Os | was in contact with, in order

15 All documents that needed to be translated intoy&iwanda were translated by a native Kinyarwanda
speaker, and then verified by another native spedRiscrepancies were resolved by a third native
speaker. All recruitment and interviews activitiesk place in Kinyarwanda, with a translator. Apgdix

4 and Appendix 5 detail what was said to the chitdregarding the goals of the research, confidégtia
participation, the consent process, etc.

16 A copy of the consent form was left with eachtw households who had signed a form. Their verbal
consent was recorded with a digital audio storagéce upon the consent of the child, and was alsien
in my field notes.
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to find out what is appropriate. The compensatas comparable to what previous
researchers (Boris et al. 2006:590) have done wbempensating CHH for their
participation in research. They provided the aleildwith a package of household items.
| provided the children with similar items: matchleggiene items, cassava flour, rice,
and beans, as well as paper and crayons. Additpharovided the children with a
snack on each of the household visits, exceptifitst visit, during which the research
was explained.

2.3.2 Non-Governmental Organizations (NGOSs)

The second group that | had planned on interviewiage the directors, program
directors and program staff of NGOs who offeredanalrelated health care assistance to
CHH. Since there were few NGOs that had healtignaras that exclusively focused on
CHH, I broadened my criteria to include NGOs whd R41H participants in a program
that included a health component. In the early0$38iere were over 250 NGOs working
in Rwanda (Uvin 1998:48), and today the number resas high (Rwanda Development
Gateway 2004). There are different types of NQGORwanda, such as faith-based, those
focused on specific populations, nationally rue, éflany of these organisations worked
with CHH after the 1994 genocide, when the plightrphans living without adult
caregivers received international attention. Siooeling has shifted to other issues,
NGOs are no longer focusing solely on CHH, andeiagtintegrate them into their other
programs, offering various forms of assistancdusiag health care. Some of these
NGOs work now with OVCs, and the CHH are only oategory of vulnerable children
that they provide support for. The NGOs sometimerk in partnership with adults in
the children’s community whom the CHH have a relaghip with, and whom the

children have asked to be their adult mentor (CAREH 2001). There is concern,
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however, that the influx of NGOs through which mdunnelled has negatively affected
health care systems and exacerbated social ingg(Rleiffer 2004:44-45).

In order to examine the role that NGOs have inhis&th concerns and care of
CHH, I conducted research with four NGOs. With dIt®O, | had the opportunity to
interview the regional director, the health progrgpecialist, as well as program staff.
This provided me with a cross section of perspestivithin one NGO. In the other three
NGOs my interviews were with management level stafelied on purposeful sampling
(Maxwell 2005:88-89) to ensure that this reseanrdjegst accessed various approaches to
malaria intervention used by NGOs working with CHHural areas. Some of the
NGOs were faith-based, some of which had a glotes, and others were locally run
NGOs. Three of the organisations either had woudkestill worked directly with CHH,
creating programs specifically for them. The faudGO incorporated the CHH into
their programs, as did one of the NGOs who hadipusily run a CHH program. Each
NGO had a health component to their programs.

NGOs were recruited with the assistance of two N@@swere working in the
area | conducted research, and that were familtdr tive program focus of different
organisations. The NGOs were recruited througtttarl of information (Appendix 7)
that was addressed to the country director or aragtirector of the organisation in
Rwanda. The letter, in English, contained the goathe research and the nature of the
interviews. English is one of the national langegm Rwanda, and is widely spoken
among NGOs. Therefore, | had planned to condlict@uitment and interviews by
myself in English. However, two of the people teirviewed, although they spoke
English, chose to be interviewed in French. Anofieticipant chose to be interviewed

in Kinyarwanda. Therefore, those interviews weyeduicted with the assistance of a
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translator. All the interviews were held in the @®Gffice, with the exception of two
interviews, which were held at the guesthouse whesas staying.

All the people that were interviewed were familidth the programs available to
the CHH by that NGO, and with the content of thaltremessages within the program.
Each interview took approximately one and a halfrean duratiort” All the NGOs
contacted consented to participate in the resqagbct, and all agreed to a digital
recording of the interview. Once | transcribed ithterview, the participant verified the
transcript and emailed back to me any required gasn Once the interview transcript
met their approval, a thank you email was sentéont
2.3.3 Community Members

The third group | interviewed consisted of adulighéours of various CHH who
participated in this study. Although it would appéhat children in CHH are dependent
on community support with the absence of an adukgiver in the home, literature
states that they are often marginalised from tb@mnmunities (Thurman et al. 2006:226;
Veale et al 2001: xiii). This has led to the enesice of new social support networks.
Interviews with community members provided insigtto this reported marginalisation.
It also provided the opportunity to examine how grby, stigma and the higher burden of
iliness lead to the marginalisation of CHH in Rwands well as identifying other issues
that surround discrimination. Neighbours commemtedhe type of support they gave,
which illustrated the children’s particular vulnbilgy as well as providing some

information on the factors that shape children&aslof malaria. The community’s

" Prior to the start of the interviews, any quesgitre interviewee had prior to consenting to pigdie

were answered. The NGO staff members were toldtiesa responses would remain confidential and tha
they would be free to refuse to respond to anytipresand/or end the interview at any time withany
consequences. All the interviewees completed mmd the consent form (Appendix 8), and received a
copy to keep for personal reference.

18 For example, during my experience working with CkiHRwanda, it was evident that there were strong
ties being built among the children of nearby CHH.
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perspective on CHH also indicated other issueskbtt helped and hindered the
children’s health care practices. In additioneitewing community members allowed
for insight into local level concepts on povertgeaand gender and situated the children’s
knowledge and experiences of malaria in these gtatetings. As there was neither the
time nor the resources to interview everyone incthriamunity, | interviewed neighbours
of nine of the households. Purposeful samplingxivid] 2005:88-89) allowed me to
recruit participants who were part of the childeestpport network, and ensured that |
included both males and females. My sample inawgibe women and three men. One
community member was a volunteer mentor for a NfB@,were relatives, two were
neighbours and one was a volunteer community leader

The community members were recruited with the taste of the children in the
CHH. At the end of the fourth interview with a CIHHasked one of the children if |
might interview an adult community member that theg identified during the course of
the interview as someone who was part of their sttppetwork. All the children were in
agreement, and written or verbal consent was oddafiom the child (Appendix 6). In
addition, | asked the child if they would be witjimo ask this community member if they
might be interested in participating in the studfythe child preferred, | asked the
community member myself. All the community membsese in agreement. | then
went to the neighbour's home or in some casesaimentinity member came to talk to
me at the children’s hous&.The research project was explained to the comyuni
member and my Rwandese translator read the Idtiefoomation (Appendix 9), since
the literacy levels of the community members werknown. Communication was in

Kinyarwanda, as it is the language that peopleiialrareas learn at birth, and are most

9 No reference to the information that the childskared was disclosed to the community members.
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fluent in. Once the community member had veritieat they were still interested in
participating in the research, a time was set uphie interview. The interviews were
approximately one hour in length, and all the mitars except for two were done in the
homes of the community members. These two commumimbers elected to be
interviewed at the home of the CHH that they waredntact wittf° Community
members were compensated for their participatidhenstudy once the interview was
over. This was done in consultation with the NG@s in contact with, in order to find

out what would be appropriate. | gave each comtyunémber rice and sugar.
2.4 Methods

This research is founded on the premise that treppetives and experiences of
individuals are socially constructed. Researchhiogd that rely on qualitative
approaches, such as semi-structured interviewsjgaansight into the subjective
meanings, the ambivalences, ambiguities, confusaodsirmly held beliefs (O’Reilly
2005:114). A qualitative approach is flexiblepaling for a mixture of methods to be
used in order to provide focus to the interviewwadl as ensuring that the participants
are able to freely express themselves beyond ssareh question (O’Reilly 2005:116-
117). This reflects my critical framework, whictiiges to understand the participant’s
“negotiated way of life” (Fontana and Frey 2000:66Bor example, the household
survey | used with the CHH provided insight inte ttonstraints facing the children, as

well as their avenues for health care. In the ssmictured interviews, the questions

2 The children from the household were not in thees@aom as the community member during the
interview. Appendix 9 and Appendix 10 detail whats said to the community members regarding the
goals of the research, confidentiality, participatithe consent process, etc. A copy of the cdrieem
(Appendix 10) translated into Kinyarwanda was Veth each participant. Their verbal consent was
recorded with a digital audio storage device ugnairtconsent, and was also written in my field sote
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were based on an attentiveness to issues of pawlanaquality, in order to understand
the influence of social, political and economictéas.
2.4.1 Child Headed Households (CHH)

| made at least five visits to each of the fourteenseholds of childreft. All the
visits, except the first, included data collectiddituating the research in the household
was suitable for this research as it is a famplace for the children (Greig et al.
2007:137) and provided a wealth of contextual imfation on the home environment.

The visits can be summarised as follows:

1% visit: 30 minutes Introductions and explanatiémesearch project to the
household

2" visit: Obtaining consent from children, observations amelstjons

45 minutes about livelihood and work load

3% visit: 1 hour Household survey

4™ visit: 1% to 2 Semi-structured interviews through drawing actasti

hours

57 visit: 1 %2 to 2 Semi-structured interviews through showing and dngw

hours activities

The first visit with the CHH involved introductiord myself and the translator to
the children, as well as explaining the researaiggoThis visit was to occur with a staff
person from the NGO that the children are connesféd In a few cases, the NGO had
arranged to meet the children at a central locatudrere the NGO staff person
introduced me. The research was appropriatelyagxgd to the children by clearly
detailing what their participation in the projecbudd entail, the time commitment
required, and the confidentiality of informationi{t2005:69). If the children were
interested in participating, | returned for the@®t visit, which began with the

introductions and explanation of the research ptppes | had not yet met all the children

% In some cases, | found that not all the childremeshome at the arranged date and time of our
appointment. In these cases, | either intervietiecthildren that were home, and returned to ingerthe
remaining children at a convenient time for themelge | returned again to the home at an agreed up
time to interview all the children.
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living in the household Time was spent responding to the children’s qoest It was
often during this visit that | found out if thereasssomething that would eliminate a
household from the research. If the householdmyetesearch criteria, and if the
children expressed interest in participating inrésearch> a subsequent visit was
arranged.

The second visit was spent answering any furthestipns the children had. The
children often asked questions about the natutkeofirawing activities, about who else
was participating in the projettand about the photograph of the household | had
promised to leave with them. After answering tlgiestions, and once the children
confirmed their interest in participating in thedy, | proceeded with obtaining their
written or verbal consent. Once this was completeelremainder of the visit was used
for rapport building and observations. The childveere invited to show me around their
home and property. Not only did this provide oppoity to engage with the children
and ask them some informal questions (AppendixitL&)so allowed for observation of
their lived reality in terms of their daily workldaand subsistence practices. In addition,
it provided opportunity for naturalistic observaisoof the children’s social interactions,
their real-life experiences and their reactionthse experiences (Dunn 2005:87).
Although this second visit is a source of datayas disruptive of the children’s daily
routine and did not necessarily reflect their dagy interactions. However, during this

time, | collected field notes and used this infotiorain my analysis.

2|n all cases, it was the eldest child who had ctortée central location and who had met me. These
children were affiliated with the NGO, and the atheusehold members were not necessarily partingat
in the NGO activities.

2 All the children agreed to participate.

24| did not disclose any names of any of the otkeearch participants.



43

The third visit with the household involved condngta household survey
(Appendix 12). The survey questions were initi@bked to the oldest child in the
household and included some fixed response opitoogier to obtain basic descriptive
tallies. However, as other household members btgteel at ease in our presence, |
would direct questions to them as well. The suraiéywed for the collection of precise
details (O’Reilly 2005:119), provided information bousehold composition, education,
available resources, subsistence practices, aisocith NGOs, and how the
household came to be headed by children. Usingypreeasures, characteristics of
household poverty were noted, providing additiangight into the constraints on
children’s agency as well as their resiliency arehtvity in adverse situations.

The fourth visit with the CHH focused on childreesplanations and ideas
regarding their susceptibility to malaria and otileesses, as well as their access to care
and treatment when they are sick. The childrerewasked to draw a picture of
themselves when they were sick and when they weailtHy. The completed pictures
were used with open-ended questions (Appendixd.8dlicit the children’s ideas.
Open-ended questions allow for a range of respaanrs@enable the participants to
interpret the questions in ways that are meaningfuélevant to them (O'Reilly
2005:120). Approximately 20 minutes was spent wahbh child, asking them questions
based on their drawings.

This approach is based on the view that childrercapable of acting with
intention and are persons of value. Rather thaplgiconsidering children as future
adults, this research is interested in the childrpresent perspectives and their lived
experiences (Greene and Hill 2005:3). Initialjylanned to rely heavily on drawing as a

method to encourage children to express what thewkand experience about iliness
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and health. Drawing has been successfully usether research with children in
resource poor areas (Geissler 1998; Mitchell 2Q06a}$ a method that does not require
the researcher’s sustained presence. For exawiple,the children were drawing, |
would ask their permission to look around their $muThis gave me the opportunity
record my observations of what was going on inibiesehold. In addition, drawing may
provide some freedom and empowerment to the chileeing able to express their ideas
and concerns to others and it is something thatyrohiddren enjoy doing (Mitchell
2006b:62). However, | soon became aware thatlhtiteachildren in the CHH were
comfortable with drawing. Although the majoritytbie children did participate in the
drawing activities, for some of them, drawing wasaxiated with school. In Rwanda,
children are taught that there are correct waybdw objects. Some of the children were
nervous that they would not be able to express sedras “correctly” to me through
drawing. As a researcher, | represented anothboaty figure. Furthermore, some
children who had not had much access to schoolmgduell me that they did not know
how to draw. However, after hearing that | waslooking for “correct” depictions of
their health, some of these children did decidér&w, and appeared to enjoy it. Other
children chose to respond to my interview questahirectly, without drawing. A few
children showed me things around their home réttaar drawing them. Due to the
various responses | got from the children regardiragving, the drawings became
primarily a tool to elicit the children’s perspews. Therefore, the drawings are viewed
as a method within this research project, and s@t source of material. Consequently,
there is little discussion on the children’s draggnn this thesis, although a few of them

are used to illustrate points that the children efad

% photographs were taken of the drawings and theidgs were left with each child.
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The last visit to the household followed a simitegthodology to the fourth visit
and focused on gathering data on the children’sa@gtions and ideas regarding their
health, illness and malaria. Children were askegbint out things in/around their house
that make them sick or keep them healthy or to dhamgs that make them sick, and
other things that help them stay healthy. Basedluat the children indicated through
showing or drawing, the children were encourageditoabout their ideas through open-
ended questions (Appendix 14).

2.4.2 Non-Governmental Organizations (NGOSs)

| used semi-structured interviews with the NGO espntatives to ensure that |
made efficient use of the participant’s time. pested that they would be available for
only one interview, although | asked them if | mtigkturn if | had subsequent questions.
A semi-structured interview involves detailing tiopics to be covered before hand, and
listing possible questions (Appendix 15) that gsgeroenough to elicit discussion but
cover the research topics (Bernard 2002:205). quisstions included the types of health
programs that are accessible to CHH, the involveére€HH in program design, and
whether the NGO relies on community involvemernthigir programs. By using a semi-
structured interview, | was able to ensure thatidipecs pertinent to this research were
addressed, while allowing the participants and mysdollow new leads that arose in
the discussion. Lastly, as a middle-ground apprdetween structured and unstructured
approaches, a semi-structured interview allowedane®mpare data between NGOs, and
to focus the interview on the particular approa®hGO carried out that was unique to
their organisation (Maxwell 2005:80). This wastmadarly evident when talking with

one program staff member who provided a uniquepgets/e on a program of which
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CHH were a part, detailing how vulnerable the afeitdwere to hierarchies of power
within the organisational structure of the program.
2.4.3 Community Members

Interviews with the community members followed migar approach to that
described above with the NGOs, and for the sansorsa Questions had been prepared
that were used to guide the interview process (Adpel6) and addressed the local
community’s perspectives on CHH, the relationshigsveen community members and
CHH, and the social discourse on malaria, povadg and gender. However, as
mentioned above, the semi-structured interview alEaved the participants the
opportunity to expand on their responses and ®iriterview to focus on new areas of
insight that arose in the course of the discus@@mnard 2002:202, Maxwell 2005:80).
This occurred on several occasions, allowing thiégyaants to talk about current issues

affecting the health and welfare of the CHH in #inea.
2.5 Methods of Analysis

Data from the household survey and interviews waended using field notes,
and data from the interviews was also recordedyusidigital recording (all the
participants consented to recorded interviewspan3lation occurred during the
interviews with the assistance of a translatorrftue Kinyarwanda. Field notes were
transcribed by myself as soon as possible afteinteeview, supplemented by the audio
recordings (further clarification of the translatizvas obtained as required).

In order to describe poverty within the householdsew upon Boris et al.'s
(2006) methods to structure the household sun@gguspecific material items as
indirect measures of economic status. Data celdedturing the household survey were

tabulated and summarized with descriptive statistiod percentages. These included,



a7

for example, the number of boys and girls per hbakk the average age within the
household, the age range, the age of the eldddtaril the number of children within
the household (Appendix 12). | compared my regolthiose of Boris et al. (2006), and |
also made comparisons within my sample in ordehtracterise the poverty within my
sample. The results are discussed in the next&hap

Initially, the analytical categories used to organthe data from the interviews
were based on the themes that | had identified frontiterature review. However, |
have both added to and changed these categoremytiout my fieldwork and analysis
(O'Reilly 2005:186), working inductively and beiagtentive to what the children
prioritised. This reflects the grounded theoryrapgh where analysis leads to theory
(O'Reilly 2005:201) and the identification of nelaetnes. Themes are groupings of
recurring or similar ideas that are in the datheyrmay include indigenous concepts,
categories of linked concepts, metaphors and araogimilarities or differences within
data, etc. (Ryan and Bernard 2003:86-94). | hdigdliy identified themes, such as
“body size” or “bodily cleanliness”, as emergingtr responses to the questions about
health. In fact, only a few of the children tallaabut body size as an indication of
health, while many did indeed talk about persongidne. For the questions about being
sick, | had identified initial themes such as “tiofehe year” or “rainy season.” These
themes were evident in the data, but there weceratse nuanced responses that detailed
the time of the day (morning versus afternoonkiatron to when they might get sick
(from exposure to the strong afternoon sun). |thadght that themes drawn from the
guestions on who does or does not assist the ehildhen they are sick would be
centered on the qualities of the person. Howewesuch themes were evident in the

children’s responses. Some themes emerged basgdabtiwas noticeably absent in the
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responses from the CHH, such as the theme forrsgekiternal help when sick.
Children rarely talked about asking for help outsid the household when they were
sick. Further discussion on the themes that erdergen the interviews with the
children is found in Chapter Five.

The data obtained from the interviews were examinad a critical theoretical
perspective. This provides a means to examinedommal structures inhibit collective
and individual agency, leading to social sufferamgl preventing CHH from accessing
resources to maintain or improve their health atilice disease. A full exploration and
analysis of the data is presented in Chapter Bhere, | move beyond the preliminary
themes to thinking critically about issues suckhaschildren’s differential knowledge of
malaria, how NGOs’ funding parameters constrairaeiggstance they offer CHH, and
how Rwandan ideas about gender both constrain rsataleechildren’s capacity to engage

in health care.
2.6 Chapter Summary

In research projects like this one, the reliancéranslation means that the
responses of the participants may be constrainedalissues associated with the
ethnicity or gender of the translator. Power imbaks associated with the presence of
adults may also serve to decrease the comfort &wkbpenness of children.
Furthermore, translation may not be accurate daecteniques used, or unfamiliarity
with the particular translation issues in the laaggr Efforts were made to remain
cognizant of these issues and to address them.

The open-ended nature and semi-structured forfrtheanterviews with the
CHH, NGO staff and the community members was padrity helpful because it

provided opportunity for the participants to intesfpquestions in a way that was
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meaningful to them. In addition, it provided melwihe flexibility to focus the interview
on topics that were relevant to the interviewee.

The methods used in this research project prowiedvith descriptive statistics
and qualitative data, which enabled me to rely timeanatic analysis of the results. The
results of the household survey conducted withdH&! are given in the next chapter,
along with descriptive observations of some offtbaseholds and photographs taken
during the research project. Discussion on the#sethat emerged from the interviews
with the community members and NGO staff membefsuad in Chapter Four.

Chapter Five covers the themes that emerged frermtharviews with the children.
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CHAPTER THREE: HOUSEHOLD CHARACTERISTICS

In this chapter, | describe the households in rsgaech project by drawing from the

findings from the household survey. The descregtiata is organised under the
following categories: household demographics, etilmcamaterial indicators of poverty,
livelihood and land, and health care coverageth@tend of each category, | provide a
descriptive narrative on a household derived fropfigld notes, supplemented with a
photograph. These verbal and pictorial snapsittsduce some of the households and
further illustrate the household characteristics.

3.1 Household Survey

During my third visit to each CHH, | used a houddrsurvey to ask the children

about the demographic and economic aspects oftibaseholds. This survey was based
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in part on a survey used by Boris et al. (2006) also conducted research among
Rwandan CHH. | asked the children questions regaithe relationship between the
household members, how household chores were divigethe number of years they
had lived without an adult caregiver, the matatehs they owned, and the crops that
they grew (Appendix 12). The survey provided adtired context from which to begin
to explore the children’s lives and to begin thgarticipation in the project. By using
similar proxies as Boris et al.’s (2006) to chaeaise poverty within CHH, | am able to
compare my findings with published work. Addititigait allows me to examine the
effects of poverty on the households, and idersiine of the constraints on the
children’s health seeking behaviour.
3.1.1 Household Demographics

Table 1 and Table 2 summarise the demographicafigitee 14 households
interviewed. Significantly, there were over thteees as many girls (78.6%) as boys
(21.4%) heading the households. The majority efithusehold heads (85.7%) were
either 17 or 18 years old, with the rest beingezittb or 16 years old. Approximately
43% of the heads had taken responsibility of theurseholds for four or more years,
which meant that some children had taken on thddvuof responsibility for the
household when they were as young as 13 yearseofldglf of the children reported
being the head of the household for a shorter gdfie3 years), including the two
youngest household heads (15-16 years old). Qmyhousehold head had assumed

responsibility for their siblings within the yearggeding the household survey. The
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majority of the youth in my sample were orphans wuparental death from an
unspecified sickness or from AIFS.

The highest number of children (45.8%) were in1hA€l6 year age range, and the
number decreased in each lower age range, to a2fb)4t 0-3 years of age. None of
the non-heads in this sample were children of tedh. Most (58.3%) were siblings,
29.2% were half sisters or brothers, and the redeai(i2.5%) were cousins.

On my third visit to Household Q, | join Charfta{17), Jeanine (15),
Margerite (12), Thérese (9) and Celestin (6) in i&@n room of their
three-room house. Roof tiles almost fill the roamd we seat ourselves
knee to knee on the mats and benches that fidwh#able space. The
family has been waiting for a year for their newnteto be builf® and the
tiles are stored inside for safekeeping. Unlikenemf the other children
in the sample, all five of the children enjoy tmawing activities and their
colourful pictures soon cover the walls of the roo@n this visit, Chantal,
the oldest, begins to tell me about her parentshessits beside me,
drawing. “When my parents were still togethenvds good. They could
work, they had lots of energy, they were strongy thad unity.” Then she
tells me that “it is difficult to digcultivate)when you are young.” She
draws a fireplace with no cooking pot on it, anlistene that she was nine
years old when her mother died. There was no foadt, so she had to
learn how to start cultivating so that she and kister could grow things
to eat. “Jeanine was seven years old. She hadry heavy things. It
was difficult for her.” | ask about her father, @she tells me that he had
died before her mother, in the genocide. Her nrotlael then married her
brother-in-law, and had given birth to the youngesee children with
him. However, she had contracted AIDS, and she giléng birth to
Celestin. After their mother’s death, their step&a remarried, and had
two more children, who live with him and his neviewiChantal tells me
“He is a drunkard; he likes drinking. He does ma&ip us.” None of these
five children lives with him, and they do not se® hery often
(Fieldnotes).

%t is difficult to give an exact percentage. leaample, in one case the father was shot, and diieem
died from AIDS. However, in 12 of the 14 houselsolat least one parent died from an unspecified
sickness or from AIDS.

2" pseudonyms are used throughout the thesis toeeasonymity.

% An NGO financed the construction, but the buildetked away with the money.



53

Figure 3.2 Some of the children from Household Qagticipating in drawing activities. The roof tiles
are on the right. Photo: Michelle Hardy. August2008.

Table 1. Household Demographics of CHH - Childmn ages 3-18n=38)°

# %
Gender
Male 15 39.5
Female 23 60.5
Age
0-3 1 2.6
4-6 2 5.3
7-10 4 10.5
11-13 6 15.8
14-16 13 34.2
17-19 12 31.6
Number of Children in Households
(n=14)
2 8 57.1
3 3 21.4
4 2 14.3
5 1 7.1

2 Although | only interviewed children between thgea of six and eighteen years of age, there was one
three-year-old male in a CHH that is counted is thble. Other than this child, there were nomthe

children below the age of six years in the sample.
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# %
Heads (n=14)
Gender
Male 3 21.4
Female 11 78.6
Age
15-16 2 14.3
17-18 12 85.7
Years Head of Household (approx)
0-1 1 7.1
2-3 7 50.0
4-5 4 28.6
6-7 2 14.3
Currently Enrolled in School
Yes (all girls) 3 21.4
No 11 78.6
Last Class Attended
Primary 1 — Primary 3 5 35.7
Primary 4 — Primary 6 8 57.1
Secondary 1 7.1
Non-Heads (n=24)
Gender
Male 12 50.0
Female 12 50.0
Age
0-3 1 4.2
4-6 2 8.3
7-10 4 16.7
11-13 6 25.0
14-16 11 45.8
Relationship to Head of Households
Sibling 14 58.3
Half sister/half brother 7 29.2
Cousin 3 12.5
School Aged Children (6 -18 years)
Enrolled in School
In Male-Headed Households=6)
Yes (all boys) 1 16.7
No (all boys) 5 83.3
In Female-Headed Householas17)
Yes (both boys and girls) 13 76.5
No (all girls) 4 23.5
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3.1.2 Education

Although all the household heads in my researchatt@shded primary school at
some point, it was apparent that it was difficolt them to stay in school after they
assumed responsibility for the household. Of #thédduseholds in the sample, only three
(21.4%) of the eldest children were attending sthédl were girls, and all three of
these households were receiving support such as &ssistance with chores, and
childcare, from relatives or neighbours. One efttiree heads was attending secondary
school. Her school fees were being paid for bycall NGO, but she had recently been
told that they would not be paying for the follogigear. Of the 11 heads of household
who were not in school, ten of them had left sclettier the year of a parental death or
the year after, or the year a caregiver left. @&lilph more female heads had completed
primary school, due to limitations in the samplisitlifficult to determine if there is a
relationship between age or sex of the head ofdfmid and years of education.

In comparison, | found that non-heads of househ@de more likely to be in
school. Of the school-aged non-heéAaithin the sample, 64% of them were attending
primary school. However, school attendance vasteahgly with the gender of the
household head. In households headed by girls, &1%n-heads were in school,
compared to 20% in households headed by boyshe&xthtee households headed by
boys, only one boy attended school. In contraghe eleven households headed by
girls, there were only three households where yeursghool-aged children were not
attending school. Girls in Rwandan society areadised to care for their younger
siblings, so the higher number of younger childreschool in households headed by

girls may be because of the attentiveness of timale head.

% This does not include one six year old, as thexe mo nursery school in her area for her to attend.
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There are four siblings in Household P, but theepaal grandparents
have taken the 11-year-old boy to live with them, isever meet him.
Claudine is the oldest. She is 15-years-old. &hoe and Gregoire are
six and three years old. Both their parents diedl®S, the father in
2005 and the mother last year. Claudine tells na¢ they were sick for a
long time, and that she had to go to the hospitaake care of them.
Claudine is in the third grade at school; mostlué bther children in her
class are nine or ten years old. While she ischbsl, a neighbour keeps
her eye on Florence and Gregoire. On one of te#syiFlorence tells me
about all the Kinyarwanda medicine she knows. Unanis for malaria,
and mukubayoka helps you when you have wormsbdéastings you, a
green plant called isogo will help (Fieldnotes).

Figure 3.3 Claudine and Florence sharing a snadkefore we begin the interview activities.
Photo: Michelle Hardy. August 2008

3.1.3 Material Indicators of Poverty

On my first visit to the households, | was strugkihe impoverished conditions
that the children lived in, although there was olgi variation in their housing conditions
and the amount of furniture they owned. All thddien were living in sun-dried mud
brick houses with either dirt or brick floors. Max the houses had belonged to their
parents or a relative, but some had been builhbycommunity or an NGO for the

children. One family was living in a house thaft belonged to an uncle, and



57

consequently their long-term occupancy of the haus® tenuoud® Half of the children
lived in compounds that included the main houdsyilling for domestic animals, and a
kitchen, all surrounded by a fenced enclosar&@his was similar to other houses in rural
areas. The other houses in the sample consisjedtaine building. Doors were made
of wood, sometimes covered with metal sheeting,véindows were open, except for
wooden shutters. Outside doors into the enclosunato the house always had a
padlock, and the window shutters could be latcihewhfthe inside. None of the houses
had electricity or running water. Furnishingshe houses ranged from two grass mats
and nothing else, to benches with backs, tablesjyivooden beds and mattresses.
Normally two to three children would share a slegpnat or a bed.

Some of the living conditions of the CHH are représd in Table 3. These
conditions are very similar to those in the sangflBoris et al. (2006). Over 70% of the
households in my research had a latrine, made $tomdried mud bricks, with logs
covering the opening in the floor. Households thdtnot have a latrine, or had a latrine
in very poor condition, were all households hedoledirls. Almost 60% of the
households relied on a petrol lamp for light, althlo often the children would tell me
they had no petrol to fill it. Two households @%) showed me an LED lamp they had
engineered by wiring the bulb to batteries wrapipdohnana tree fibre. Approximately

35% of the households had no light source, otrer tooking fires.

31 In fact, just prior to leaving Rwanda, | heardtthaother relative who wanted to use the house had
chased out the children living in the house. Thikdeen had split up and were living with different
community members.

2 Most of the time the latrine was situated outskieenclosure.
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Items ldentified with Household # %
Toilet
Latrine 10 71.4
Light Source
Petrol Lamp 8 57.1
Batteries powered LED light 2 (1 also haetrol 14.3
Lamp)
None 5 35.7
Household Items
Mattress 7 50.0
Blanket 12 85.7
Bed 8 57.1
Mosquito Net 8 57.1
Mosquito Net Hanging Up 4 28.6
Stove 5 35.7
Brazier (charcoal) 1 7.1
Table 8 57.1
Radio 5 35.7
Domestic Animals
Cows 3 21.4
Goats 2 14.3
Pigs 5 35.7
Chickens 3 21.4
Rabbits 4 28.6
Guinea Pigs 2 14.3
Livelihood (income/subsistence)
Farming 9 64.2
Market 3 21.4
Brickyard 1 7.1
None 1 7.1
Land Size (Hectares)
0.00 - 0.29 12 85.7
0.60 —0.89 2 14.3
Approximate Household Income
$0 (CAD/month) 4 28.6
1-3 3 21.4
7-9 2 14.3
10-12 3 21.4
13-16 1 7.1
17-19 1 7.1
Individual Items
Clothing & Shoes (=38)
Shoes 37 97.4
Spare set of clothes 38 100.0
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Boris et al. (2006:592) also used other indirecasuees of economic status,
asking only the head of the household if they owaeadattress, blanket, shoes, and/or
spare clothing. | have expanded on this by inclgdill household members, and
including other household items, amount of landl mcome per month. Note that some
items are collectively owned, while others are osvhg individual household members.
In 50% of the households in my research sampleg tvas at least one mattress in the
household, and 57% of the households owned atdaasbed. Some of the beds had
been made by the children, by using branches teradled frame. Although 57% of the
households owned a mosquito net, | found that balfof those households had it
hanging up. Most of the children cooked over @ liuilt between three rocks, on which
they balanced a cooking pot. Almost 36% of theslebtiwlds had a simple wood-burning
stove, which was a brick rectangular structure tizak either one or two openings at the
top for pots. One household had a brazier, a sthalicoal stove, which they rarely used
because they could not afford to buy charcoal. t#dl households cooked indoors, and
consequently, the walls of the houses were blackerii soot. This practice is possibly
linked to the persistent cough | noticed that mafthe children had.

Besides the items that were collectively used leynibusehold, each of the
household members also owned their own clothingsiioes’> Only one child did not
own a pair of shoes, but they all had spare settotiing. Heads of household owned
on average more spare sets of clothing and sheepared to the younger household
members. The obvious difference in individual gss#ons is linked to control of

household resources. This is a theme that withbee fully explored in Chapter Five.

33 Although | sometimes saw children wearing eaclersttclothes or shoes on different visits to the
household.



It is our first visit to Household H, where Angela(17), Béatrice (15),
Désiree (13) and Jean-David (11) live. My transtaand | are welcomed
into the main room of the house, the only buildimag the children own.

In the corner of the dimly lit room is a pile oftdiand beside it on the
floor is a woven grass mat. Against one wall gvall bench. There is
nothing else. We stand around, rather awkwardhyil my translator
takes the initiative, and slips off her shoes atgldown on the mat. |
follow suit, then everyone else joins us, and wgrb® explain the
research project. Our subsequent interviews alvmgin with the six of
us huddled on the mat, but we go into another rtmdo the interviews,
where there is another mat to sit on and a fewhestslung over a cord
strung across the room. The other room of the éasighe kitchen. There
are a few buckets, some pots, an oil can, thermaseisthree rocks on
which to rest the cooking pot. Sometimes theserse firewood. On our
third visit to the house, the children tell us tlsatmeone stole their
cabbages from the field. They were going to ekt and sell them on
the market, but when Angelique went down to the, fileey were gone.
They do not own the field; a neighbour lends ithtem. Angelique usually
cultivates alone during the week, while the otlee¢ are at school.
Sometimes, however, they are home, and they hel[Soeetimes their
teachers send them home because they do not Hava smiforms, or
enough school supplies. Eventually they call thawk, and tell them they
can return. However, nothing has changed - thi#lyost not have school
uniforms, or enough school supplies (Fieldnotes).
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Figure 3.4 Some of the children from Household H ith my translator, doing the drawing

activities. Photo: Michelle Hardy. July 2008
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3.1.4 Livelihood and Land

Almost two-thirds of the households in this san(pké.2%) relied exclusively on
farming to feed themselves and to gain some incorwvever, there were households
who relied more on selling produéén local markets (21.4%), and one who
supplemented their cultivating with waged work #&b@al brickyard. The remaining
household relied almost exclusively for food onoéder sibling who lived next door, as
both household members were in school, and h&el digfportunity to cultivate on the
small piece of land they owned. The children had/ittle land on which to farm. All
but two of the households cultivated on less th28 @ectare (2900 square meters) of
land® The remaining households cultivated on land betw@60 and 0.89 hectare.
Most of the children had inherited land from thearents, and the rest borrowed land
from relatives or community members. Householdsdkd by girls tended to own less
land than those headed by boys, 0.17 hectare oageveompared to 0.42 hectare.

During the household survey, | asked each househthldy had enough land to
grow food to provide for the household and a swptusell. Of the 14 households, only
three (21.4%) told me that they sometimes soldyredvhen they had a surplus. |
noticed that land size appeared to be a signifitaantor in the number of different types
of vegetables and fruit that were grown. The twadeholds with larger pieces of land
grew a larger variety of produce on their landl tAé families were growing sweet
potatoes, a food staple that was prominent in tildren’s comments about their health.

| also noted that there was an inverse relationseipreen the amount of land

cultivated by a household, and the amount of inctimreéhousehold as a collective earned

%t is important to note that this is not surplusguce from their land, but rather produce thay theught
or picked and then resold for a profit.

% As noted in Chapter Two, the minimum size of lamdéeed a family of five living in a rural area,0s7
hectare (National Agricultural Commission citednin 1998:113).
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per month. On average, households with underi@e2gare of land made close to $7
CAD per month, whereas those with over 0.60 heaifl@nd made $5 CAD per
month® It was apparent that a lack of land-based ressumeant some CHH had to
engage in other income generating activities. t#dl heads in households earning
incomes over $1 CAD per month were not in schddlese households earned on
average $8 CAD per month in contrast to those Hmlde with heads in school who
earned on average $0.33 CAD per month. There meespparent trends concerning
level of income and gender of household heads.

Cows are prestige items in Rwanda, and the govarnhas recently started up a
campaign to ensure that each family in Rwanda awhsast one cow. The cows are
meant to be kept stabled so that their manure eamltected to fertilize land, and
because there is little grazing land available.ti@f14 households, only 21% had a cow.
One household had two cows. A few of the householdhed goats, pigs, chickens,
rabbits or guinea pigs. Manure from the goatsgs is also collected for the fields.
Piglets are sold at the market for a profit whdtyfgrown, as are rabbits and guinea
pigs. Eggs from the chickens are sometimes soldedls

After a thirty-minute hike from the main road dothe hillside, along a

track that winds its way through cassalfields and around banana

groves on its way toward the river, we eventuatigah Household M.

My translator and | wait outside the compound, viihEcmade up of the

main house, a kitchen, a stall for animals, andual+orick fence, until

Vincent (16) eventually comes home and welcomesige. In one

corner of the compound, | notice a neatly stackéxiqf roof tiles. Just

then, Vincent's 18-year-old brother Raymond arriveke and the boys’

cousin, Serge (16), who lives with them, have loe#ivating in the fields.

That is when | notice that the cow that had beethénstall on our last
visit is no longer there. Instead, there is a @alfl a pig, munching on the

% Income level is approximate, as figures were imélty gathered from the children. What is inteiregpt
is how household income was spent (individualsugtousehold) and the priorities evident in spemdin
This is covered in Chapter Five.

%" Root vegetable commonly eaten in Rwanda, whicHitisnutritional value.
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grass that Vincent had cut for them. Raymond tedlthat he had brought
the other cow to market the week before and solwvith the money, he
had been able to buy the calf, the pig and the tibed. The three boys
planned to put the tiles up on the animal stalbbethe rainy season
began. When we go back the following week, thésjdbne (Fieldnotes).

Figré 3.5 Raymond and the roof tiles. Photo: hhelle Hardy. July 2008

3.1.5 Health Care Coverage

The government in Rwanda has recently initiatetcbnat medical insurance for
those people who are not employed or do not haargamce through their place of
employment. Upon the recommendation of one NGHdidied a question to the
household survey regarding the national medicalrarsce, known aswutuelle de santé
(or simplymutuellg in Rwanda. Health insurance is typically bouighbecember, and
is activated the following January. Families aneairaged to purchase insurance for all
household members. In fact, | was told by onegretkat it was impossible to buy
insurance for one family member; all household mersilhad to be covered at the same
time. However, if this was the rule, it was natvays followed. Mutuellecosts 1000
RWEF ($2 CAD) per person per year, and the enrolrfessg must be accompanied by a

photo, which is valid for one year. The photo barpurchased in town for an additional
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$2 CAD. Withmutuelle a person has to pay approximately 200 RWF ($CAD) for
treatment and medicine for malaria at a healthicfth However mutuelledoes not cover
specialised treatment at a hospital.

| found that those households in my sample thaewkrsest to a health center
were more likely to haveutuelle Of the five households witinutuelle three had
received it from the local governmefitone had bought it, and the other household did
not state how they had acquired it. Health certtard to be situated near town centers,
or near government offices. Therefore, it mayHs those children living closer to
government services would be more visible, and rmkeéy to receive assistance. In
addition, those living in closer proximity to a ftbacenter may be more likely to
consider buying insurance, because the walk tavet¢eeatment when sick would not be
as daunting.

Bernadette (17) and Filalirf&from Household F live in their uncle’s
house as he is currently living in Tanzania. A feeters away is another
aunt and uncle’s house. The girls tell me thayttie not have a good
relationship with them, and they rarely talk to baather. The girls say
that they are worried, because their relatives wituet house, and they
have nowhere else to live. They farm on a smatlgfiland that they
inherited from their grandmother after she diechnfetimes Bernadette
sells tomatoes on the market, and Filaline mightigavn to the local
brickyard to earn some money. Together, they raay £000 to 1,500
RWEF ($2 - $3 CAD) per week. Bernadette tells mesbmetimes people
come to their house at night and knock on theirdd@onsequently, a
neighbour has sent her eighteen-year-old daugliteoime and sleep in
one of the rooms to keep them company. Berndaastenedical
insurance. A neighbour was given free insurancééo family from the
government because of her volunteer work in Ga¢Reaandan
community court system focused on those accusaedaivement in the
1994 genocide). There was room for one more pessahe family
health insurance, so Bernadette was included asobher dependents.

38 Without insurance, the amount that children paidnfialaria treatment ranged from 800 to 8000 RWF
($1.74 to 17.40 CAD).

%9 One of the three households had received healtirance from a neighbour, as outlined below.

“0 Age unknown. She is approximately 15 years of hgeed on the year her mother died.
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Sometimes when Filaline is sick, she uses her sid&r’s health
insurance in order to access treatment and medi@ftednotes).

-

3

o S

Figure 3.6 Household F owns one of these stripslahd. Photo: Michelle Hardy. July 2008

3.2 Chapter Summary

The children’s precarious position and their vuhinglity was immediately
apparent to me based on my initial observatiorta@households. My observations
were verified and expanded upon by the childretheg responded to the questions from
the household survey. The CHH have little accededd, and few opportunities to earn
cash. Notably, the small size of their land hajdiboth restricts their diet and requires
that they engage in additional income-generatiniyities such as market selling or
waged work. However, they have little or no oppoity to save money in order to
respond to illnesses. For many, the governmentaakidsurance system is beyond their
economic means.

Significantly, the results from the survey alsoigaded to me that there was
differential access to resources within my samflee high number of households
headed by girls in the sample, a trend also netd&bris et al.’s (2006) study, suggested
that there is unequal access to opportunities aeitsi subsistence agriculture for CHH

based on gender. NGO staff and community memlegied this, when they later
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explained to me that Rwandan men have greater atzéise public domain (discussed
in the next chapter). Furthermore, householdséxbag girls had significantly less
access to land-based and material resources, hasnaiimals.

Lastly, it was apparent that those householdslitred closer to town had greater
access to resources, such as health insurancellaaswnore opportunities to engage in
waged labour. This theme of passive exclusion gB80}* reappeared in the children’s
comments in subsequent interviews, and it alsoaepdan discussions with NGO staff
regarding establishing program parameters andieriter beneficiaries.

The following chapter focuses on two key possib&ans of support for CHH in
rural Rwanda. First are the NGOs, who have beentiiied as crucial means of support
for CHH by the international and national communi§econd are the community
members that the CHH self-identified as sourcesupport. However, as the discussion
will indicate, these avenues of support are by eams easily accessible for the CHH,

nor is the support that they offer comprehensive.

“1 Although there may be no deliberate intentiontenpart of the government or NGOs to exclude people
in rural areas from access to town-based resoypessjve exclusion occurs when there is no
acknowledgment of this implicit barrier.
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CHAPTER FOUR: NGO AND COMMUNITY PERCEPTIONS AND
RESPONSES TO CHILD HEADED HOUSEHOLDS

Figure 4.1 Collette, the cousin of Household K.Photo: Michelle ard. July 2008

This chapter focuses on the interviews conducteld NGO staff and a number of
community members actively involved with CHH. Tih&erviews provide insight into
the perspectives that aid organisations and contresiiave of CHH, as well as the type
of support available to CHH by community memberbe responses of the NGO staff
illustrate the extent that NGOs draw upon and ipotate children’s perspectives and
concerns in their health programming, as well asrfipact of international and national
policies on the lives of CHH. The conversationfwtihe community members provide
insight into rural community life in which CHH as&tuated, and the social challenges

and ideologies that influence the type of suppdttHCeceive from their communities.
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4.1 NGOs

There are a plethora of NGOs in Rwanda. Somesdttelbased, receiving much
of their funding from religious organisations and/ate donations. However, some of
the faith-based and secular organisations havelmbscope and have autonomous
chapters in different countries. There are alsoesmdigenous NGOs, with few ties to
Western donors. The four NGOs in this sample mhetufaith-based and those with
autonomous chapters in different countries. TwthefNGOs focused on people
affected by HIV/AIDS and integrated CHH into thgsegrams. One NGO used to run a
program for CHH, and was now focusing on provicgsngport folNkundabanas.
Nkundabanas Kinyarwanda for “someone who loves childreNGOs have adopted
this term for the volunteers in their program whemor the CHH. Nkundabanas
receive training from the NGO on mentoring the @tgh and assisting them in income
generating activities. The fourth organisationused on orphans and other vulnerable
children (OVCs), including CHH. [ interviewed dt&iom each of the four NGOs, and
three different levels of staff: one country dimectwho was also the Great Lakes
regional director, four management level staff (espnting each NGO), and one staff
member, who was involved in program delivery. Myrary purpose was not to get an
overview of NGO programs working with CHH, but toderstand the extent that the
NGOs drew upon the CHH’s concerns about malartheir health programs, and what
factors influenced the NGOs’ ability to do so. dmsure confidentiality, | have

numbered the NGOs and given pseudonyms to the staff

*2 This refers to the area encompassing Rwanda, Datim&epublic of Congo, Uganda and Burundi.
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4.1.1 National Governance and NGO Coordination

Assistance to CHH in the form of NGO programsitisated in a political arena
that is influenced by global and national relatioAdter the genocide in 1994, there was
an influx of aid organisations into Rwanda andehsetern part of the Democratic
Republic of the Congo. Ferguson (2006) notesithateas of crisis and conflict, when
states are no longer exercising bureaucratic clpmaticborganisations often take over
governance in many sectors. While many developmgencies remain active in
Rwanda, today they are more coordinated by anduatable to the Rwandan
government. The comments from the country directddGO 4 illustrate some
underlying tension as their organisation strugtpesork alongside a government that is
slowly regaining its governing power.

Michelle: How are your plans of action receivedthg districts? Are

they open to your ideas, or are they saying “wetwda and this™?

Wayne: They try. For example, yesterday we weeemeeting with the

Ministry of Local Government. They are initiatiaghew program, which

they call Vision 2020 Umurenge. They want us tarod by next week

which sector we are going to support. As if | htheebudget latitude to

make that decision between now and next week. r@ave break!

Michelle: But are they telling you what kind ofteties or what kind of

programming they want, or are they open to whataofber?

Wayne: Mostly, they have accepted the reality Weaare who we are,

and that they have to coordinate. So they doaiyit that. But we have

not experienced nearly as much of that in the paste have now that we

are trying to work with the government. In the Ea&still get some of that

in meetings, where they have their list of expemtat and want to know

why we have not funded to a greater degree.
4.1.2 NGO Funding

The political arena in which NGOs are situatedudels numerous funding
agencies, whose agendas influence NGO programmingong the four NGOs in my

sample, three received most of their funding throN@s (national offices of the NGO,

usually in Western nations) and ecumenical NGOsdasEurope and in North



70

America. The NOs solicit funding from private des@nd from their respective
government programs, such as the Canadian IntenaiDevelopment Agency (CIDA).
The funding for these three NGOs ranged from U&#lon to US $3 million over a
three-year period. The other NGO had a smallegeu(US $500,000 over three years)
and relied mainly on private donors, who receivegakc updates on sponsored families.

Funding has a significant impact on program leragtth focus. Most of the NGOs
ran three-year programs, based on contracts thebwhla donors. After three years, the
NGO could reapply for new funding, but this fundimad different criteria. NGO 1 had
run a three-year program, working directly with CHWhen they applied for new
funding, the donors stipulated that they had ta$oan strengthening community support
of CHH, so now they were focusing on assistikgindabananitiatives with CHH. The
OVC program of NGO 3 also ran for three years.th&ttime of my research they were
waiting for donor approval of new funding to contento work with the same group of
children (and perhaps some new households), betiodf different forms of support.
The donors wanted to see progress, which meanhtBé&ls had to change their programs
to meet that expectation.

Sometimes internal fractures in an NGO can alecafunding and
programming. After the genocide, NGO 4 had beaddd by a Western nation to run
CHH programs. When that government decided thatl @bl longer required assistance,
donors from Asian nations continued the fundingregent split between the Asian and
Euro American offices of NGO 4 ended this funding ¢he program closed early in
2008. As a result of the increasingly limited furgd and increased Rwandan
government control, NGO 4 had to change their @wgdirection, and was no longer

focusing on CHH.
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Small NGOs are particularly vulnerable to fundiigueges and, because of their
dependency on NOs to solicit funding, they are traimged by what the NOs want done.

Michelle: Do you find that NOs have a realisticgpective on what is
going on here and what needs to get done?

Wayne: No, not a clue. They have a fantasizesiorethat is laundered
by their interests.

Michelle: And it is impacted by where they getdiimg from.

Wayne: But they also come here on short visitstakel back partially
informed perspectives that they use to projecfautheir planning.

Consequently, programs do not necessatrily refltecheeds in a particular context, but
rather the donors’ poorly informed perceptions.
4.1.3 Program Design

The need to “sell” a program in order to get fumgdivas apparent in the
interviews with program managers. Most of thenug®sd on the success of their
programs, although the manager from NGO 4 opemlgugised the constraints that
funding placed on program design and implementation

Michelle: How do you determine the focus of yoealth programming?
Is it primarily funding?

Heather: Yes, on funding opportunity. In my yeare, | focused a lot on
networking with other NGOs, because that, | thialgne of the best
avenues to access funding. How do we choose®altfso say — funding is
the determining factor.

Michelle: And the funding itself depends on wha tlonors determine is
the hot topic — or need?

Heather: Exactly.

Besides funding constraints, program design is@miced by the national
government’s health care agenda. This was notdédeognanager from NGO 2.

Sabine: For the health programs, usually, we camwmore than what
has been set. There is a whole health policyan#tional level and we
have only done what is in accord with the poligye can't do anything
special. We do everything in accord with the naidealth policy. If
they say family planning, then it's that. If ttsay it's vaccination of
children, then it's that, we are going to encourdgat. For the HIV-
positive, it is supporting poor people to achievertry policy.
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Alphonsene represented NGO 3, which worked with GidtHin a program
aimed at orphans and other vulnerable children (§V®unded by an American
ecumenical NGO, this NGO had more autonomy in @ogdesign and the children’s
perspectives were taken into consideration.

Michelle: How do you determine what you will tadkout in your health
programs? For example, why did you choose toahtkut reproductive
health, HIV/AIDS, malaria and the other diseases?

Alphonsene: Maybe it is because of experienceceSie live in the
community, we know what sicknesses are normallyiseae community.
When you first come to Rwanda, you cannot talk ebther things
without talking about malaria, because statistibs\w that people are still
dying from malaria. Maybe it is reducing, becao$enutuelle insurance,
but malaria is something that you can have. Apgagcentage of children
are sick. You can call a meeting and you can fivad some are sick and
are absent. You ask what they have and they sgyatie in the hospital.
You then ask what are they suffering from, andfywlout that it is
malaria. So you see it is something that we cdnabout. We work also
with young people, and they are sexually activieeyTheed to be educated
on sex, they need to be educated on reproducta¢hhe how they can
protect themselves from sexually transmitted disgasow not to get
pregnant. This is something — maybe we did n@rgoresearch to know
exactly what they need, but sometimes we talkthlchildren, when we
meet for the second or third meeting. We ask tlibat topics they want
to talk about. So they always say project degignincome generating
projects) that is the first one, and also they want to &blout HIV/AIDS —
because they know it is a serious disease, andwheyto talk about
reproductive health, because they do not know heiv body functions.
Those are the top three choices. So we may clibedepics depending
on what the children want, but also from observaiof the community as
we live in the same community.

When | asked what they did if the children were intgrested in talking about malaria,
Alphonsene said that they still included it in flregram, since the government
encourages it.

Involvement of CHH in program design, implementatamnd evaluation was
varied. In programs that focused on CHH, sucthagptogram run by NGO 3 or the one
that was run by NGO 1, the CHH had the most involest. Besides identifying what

program components they wanted covered, CHH adsigth monitoring each other.
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They visited each other's homes and evaluated pegirs on whether or not they were
following the health training that they had learnétbwever, the staff did all program
evaluation.

The involvement of CHH in the programming of NG@ ®artially due to the
limited number of staff and volunteers, as welbteer resources. Many children lived in
geographically isolated areas, and significanfis@find logistical resources were
required just to reach them. To reduce the demarttiese resources, as well as to
combat isolation, the CHH were placed in workingugs of 10-15 children. These
children met together on a regular basis wittkandabanasometimes working on each
other’s land one day a week. Three or four chiideere chosen from the working group
to receive training from the NGO, and then, alonthwNkundabanathey were
supposed to pass it along to the other membeteafgroup?® Consequently, the NGO
staff may have very limited or no contact with tieH.**

4.1.4 Beneficiaries and Program Components

The beneficiaries of NGO programs were chosen muretion with government
personnel in the area and local community membefSO 3's criteria for including
CHH in their OVC program included: under 21 yedrage, double orphans, and no
adult caregiver. In another CHH program, the gatevere a household head under 18
years, and many children living in impoverisheadtgmstances. As noted above,
reaching the CHH in rural areas is difficult, doedistance, hilly terrain, road conditions

(or lack of roads), and the lack of access to nsgdrtransport. NGOs are normally

3 This reliance on peer education and volunteeesiigent in other NGO programs. NGO 4 uses it in
transmitting health messages, relying on a cara teadel. One person is trained in health care tlaea

is expected to go and transmit the health messamgésa group of ten others.

*4 During recruitment of CHH for my research, many®&taff who introduced me to beneficiaries in their
programs had not met the CHH before, and did nowkwhere they lived.
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situated in Kigali, though some have a few officetown centers. One NGO based their
program location on where they could find communijunteers. Within a selected
household, age hierarchy played a role in detengimihich child could participate in a
program. Normally, only one child per CHH was ipragram, and the program
managers said that it was usually the head of disdhold.

Program components were quite standardized, inaudutritional or food
supplements for the first year, counselling, incayaeerating activities, payment for
school supplies (but not bonuses for teachershddamiforms, and fees for secondary or
vocational school (for a limited time period). Ale NGOs paid for health insurance,
either until the children could pay it themselvaspn a sliding scale, decreasing their
support over three yeaf3.

Health training was an aspect of all the programmstry the NGOs. Most focused
on nutrition, hygiene, malaria, STDs, and HIV/AIDSS, well as the distribution of
mosquito netssirop™ to disinfect water, and worm medicine. As onenainy issues
addressed by NGOs, programming regarding malarsasteandardized.

Sabine: Here we can simply use impregnated masgeits for the beds,

and get rid of the bushes, and avoid stagnant watdrat's the three. And

also to get treatment promptly.

The nets that are distributed are LLITNsntended to last five years. Only one staff
member noted that the nets may not last that land that if they found the situation was
bad in the household, they would give the househantither one. However, she said that
they tried to teach the people to buy them for thelres, rather than constantly giving

them new ones.

“5 Some of the CHH had received insurance at one froim an NGO. However, none of the CHH in my
sample who currently had insurance, had receividrit an NGO.

“% Sirop (syrup) refers to a water purification product tisasold in small bottles at pharmacies.

" Long lasting insecticide treated bed nets
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4.1.5 Program Delivery

One of the NGO staff | interviewed was a prograaifshember who worked
directly with beneficiaries from NGO 4. The consation with Eulade not only
illustrated what occurs in NGO program deliveryt ib@also indicated how marginalised
CHH are from the structured support offered by NG&d&l the lack of attention NGOs
give to them. Eulade was monitoring various incayaeerating projects associated with
churches. The beneficiaries in the programs weople living with AIDS, orphans
because of AIDS, and other vulnerable and poorlped@roups of beneficiaries
organized themselves into “associations” and clansecome-generating project. For
example, one association in which there were sohfid fom my sample chose to start a
sewing project? A significant theme evident in the interview what intended
beneficiaries of the income generating activitiesewnot getting help. The program
started four months late because of issues assdaath funding and management.
Improper program management meant that the beasficriteria were not applied
consistently and some associations never begandepeople used financial resources
for themselves.

| was particularly interested in the CHH, and wieethr not they benefited from
being integrated into a program.

Eulade: In Rwandan culture they do not like td tie¢ truth. When |

visited that grougthe sewing associatiorgll the children told me that

everything was okay, no one said that there weyepaoblems, or asked

for help. They told me that everything was okay.

In fact, a few weeks into the training, at leagtraembers of CHH who were in the

association were told that they could not starir tin@ining until the next session. The

“8 As the following discussion illustrates, this ist mepresented in the previous chapter becauseafdhe
CHH had actually participated in the association.
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association ran out of money and never informedhhieren. Finally, one girl asked her
neighbour, who had been in the first sewing couasd,she was told that she and the
others would have to pay if they wanted to recéigming, since there was no money.

This illustrates the particular vulnerability of €Hand how little voice they have, not

only in Rwandan society, but in programs from whtichy are supposed to benefit.
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Ja™

D | 2N X : — =
Figure 4.2 | saw Albertine, Charlotte and Bernadete one day after the course of interviews with
them was finished. They had finally started theirsewing training in the NGO program.

Photo: Michelle Hardy. September 2008

Eulade explained to me why the children had notetorhim and talked to him
about these barriers.

Eulade: People do not want to get in any problevtl anyone who has
authority over them. For example, | asked thosthénsewing association
if everything was okay. Because the leaders wenet they said
everything was okay. But if | went outside ancedskem how things
were going, they would be more free to tell théhtto me, because the
leaders were not around. In Kinyarwanda they $e tdifferent arms
cannot greet each other.” | went to the sewingoagsion, and there
were the girlfCHH membersjvho had not yet started sewing. But they
were ashamed to tell me that. They just told raedterything was okay.
Michelle: Why are people afraid of their leaders?

Eulade: They are afraid of them because theyls#ethe leaders can
solve their problems. For example, if there is gone living in the rural
areas, and if a person from the town comes to, \tt#t person in the rural
area may ask this town person for help. The pefson the town has the
power to help them or not.
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The CHH’s attempts at economic stability are thecudue to societal hierarchies of
power, played out even in NGO programs. Thesealtdhbres are based on poverty and
unequal access to resources.
4.1.6 Barriers to Health Care

Some NGO staff are aware of the barriers CHH faganding malaria
prevention.

OnesphoréNGO 1 Program Manager)The children have the smaller
houses, which contain smaller rooms, so using mtmsgats can
sometimes be impossible because they are mis&raptiropriate bed or
it (the net)can also be burned because some children sletiyeisame
room where they cook meals. It means that thedmedican play the role
of kitchen also.

What was striking was that there was minimal dismrson program efforts aimed at
addressing these challenges. Most programs focuséelivering the standardized
program components and health messages, and enipgwbiidren through income
generating projects, but did not address the bartiat constrained the children from
meeting their needs.

A few NGO staff noted the vulnerability of theusehold members due to age
and the age hierarchies within the households elisas the different characteristics of
the households based on the gender of the houskbatt

Sabine: These orphans, they can’t practice incgereerating activities —
because they are still young. First of all, itetlack of responsibility,
without doubt. They are little; they have to gsthool. Maybe the head
of the household works alone. They can’t be attree level as a family
that has a father and a mother and two grown cleitdthat can work.

You don’t have the same results.

Michelle: What about in the households — whatthe# challenges in not
following your instructions in hygiene or mosquirtets?

Alphonsene: The level of understanding is alsaraiér. They also said
that sometimes the head of the household is treanelddoesn’t share with
the siblings. They can’t do everything in the louk addition, if they
don’t share with the siblings, then they will nabk the information, and
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not know for instance, that they should clean theoms. Also they said
that they think mainly about fulfilling the firseeds — to get something to
eat, to go to the hospital when they are sick. eDthings are secondary.

Sabine: | think the biggest need of a family g@hams is a leader, a
person in charge. The burden of this responsybifitmuch greater than
their capacity - physical, intellectual, moral, #éiilat. So, in my opinion,
this family has a special need. But for othersemthe head of the
household, for example, is 16... We have lots pémance, we have
families where the head is 21, for example, fronbolB1l. They are at the
age of majority. They are mature. And everythendifferent if it is a boy
or a girl.

Michelle: How is it different?

Sabine: We have lots of experience when the lseadirl, when the
leader of a household of orphans is a girl, all thembers are together,
all the members are united. No one leaves the yansilt when it is a boy
- to the winds, all the members for themselveaveHots of experience. |
have worked in this program for 10 years. Evemyetithe head of the
household is a boy, we have had problems. They hagolidarity.
Everyone is for his side. The family is completi$prganised and they
do not succeed.

A broader perspective on barriers to health caegiigen by one manager from
NGO 4, a Swiss-trained nurse. Heather acknowletiygdonstraints to children’s health
that are beyond their control. Basic things suchblaan water and nutritious food are
difficult to obtain. Due to geographic isolati@atcessing care at a health center may
require a day (to walk there, access treatmentaneé home). People may be hesitant
to go because of the time commitment involved, la@chuse the symptoms of malaria
are non-specifié? She also noted that malaria can be difficultismdose, and
sometimes people receive treatment they do not. n€kdy come to the health center
with a fever, and are immediately given malaria ioatibn or antibiotics without a
proper examination, because the staff are familiir the usual things they see.

The shifting interests and agendas of the intesnaticommunity and the national

government lead to constant changes in NGO prograghamnd beneficiary criteria.

9 They include flu like symptoms; body aches, fetemdache, nausea and vomiting.
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Furthermore, the desire for progress, or the neeginonstrate to donors that funding is
making a difference, means that assistance to GHiften cut short. NGOs grapple with
selling their programs to donors, appeasing goventrhealth care agendas, and
integrating vulnerable CHH into programs with liedtresources, all in the midst of an
environment that presents challenging logisticalstints. As a result, children’s

perspectives and concerns about malaria frequbatlg little consequence.
4.2 Community Members

There was a great deal of diversity in my samplecoimunity members whom
the children had identified as sources of suppfof®f the nine people interviewed, one
was involved in local leadership within the commynanother was Blkundabandor an
NGO, some were relatives who live close by, an@mstivere neighbours of the children.
The interviews revealed that the role and statub®@tommunity member, as well as
their gender, influenced their perspective andarsp to the CHH. Other themes touch
on societal tension and social ideas about aggeander that influence societal attitudes
and responses to CHH.

4.2.1 Local Community Leader

One of the members that | interviewed was a vokmgader of ammudugudi*
Claudine, a head of a household of three orphatsrdferred to him as someone who
had given her and her siblings health insuranads. perspective on the household, and

the type of support he gave to the household tilitesd local government strategies

0 Some of the community members were identifiedIbtha children in the household, while in other
cases, only one child identified the community membrhis was often the case when the community
member’s support was through structured or forredlsvenues. For example, if a community member
was a volunteer for an NGO, or involved in localdegovernance, it was usually the oldest child tizel
the most contact with them.

1 Umudugudusre acollection of 50 houses, governed by locally eldatapaid leaders.
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directed at the poor and vulnerable in communitigds.emphasized the formalized
community structures that were supposed to offppett to the CHH.

Michelle: Does anyone teach them (Claudine and/benger siblings)
how to take care of their health, how to take cdrheir body, to make
sure they do not get sick?

Christophe: In the umudugudu committee leaderghire is one that is
responsible for the welfare of the community. ébehes them to take
care of themselves, to leave bad habits, so thgygondo school and leave
bad things.

Michelle: How does thamudugudthelp them?

Christophe: We prevent ourselves from backbifitigem, so they will not
be traumatized. When it is time for cultivating prepare umugand,
and people go and cultivate for them. Anotherghsputting them on the
list of the poor, so when they get any help. Tgetynutuelle. And if there
is any food from the high leadership, they canlgds the first to receive
the food.

Michelle: So the poor in yowmudugudueceivemutuellefor free?
Christophe: Yes, free — no price. The criteriafalow is that we start
with the orphans, then we start with those who tipréduce: widows, old
women and old men. We have a limit; we can omg gut 23 mutuelle
cards.

In spite of local government efforts to provide ltleasurance for vulnerable
groups, there was only one other household inahg# who had received health
insurance from the local government. A few hous#ghbad received health insurance
from an NGO until that assistance was phased Wute households did not have
mutuelle It may be that because some children were earatl NGO programs, the
local government assumed that the NGO would beigiraymutuellefor the children.
4.2.2 NGO Community Volunteer

One community member | interviewed was a voluniarndabandor an NGO
that was working with OVCs. Epiphanie worked wdth households, including two in

my sample, Household A and Household B, althoudi dousehold A referred to her as

*2“Backbiting” was a term that came up often in deaversations with the children in reference to
community responses. The children would use dgscribe the malicious talk of the community about
them.

>3 Community work projects.
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a source of support. Marie-Claire, the head ofs¢bwld A, frequently referred to
Epiphanie as someone who gave her practical assesté&Epiphanie had taught her how
to grow vegetables, and she assisted her arourftbtise. In fact, Epiphanie was at
every interview that | had with Marie-Claire and beother Alexandre. When | went to
interview Epiphanie at her home, Marie-Claire wistsng in her living room. In

contrast, the other household for whom Epiphanige avenentor never talked about her.
Epiphanie told me that she did not interact mudin this other household, because they
received assistance from an elder brother who wegIbeside them.

Epiphanie’s role as an NGO volunteer gave her acpdar vantage point on
community interactions with CHH and perception®igfhaned children. Epiphanie
described the tension that exists between somerehiand their relatives due to distrust
and beliefs about the relative’s involvement in plagent’s death. In Marie-Claire and
Alexandre’s family, when their mother had died, thddren and their father blamed the
family for charming her. Charming, according ta@nie, involves demons and evil
spirits that cause someone to die. When the fathine children died, the relatives had
nothing to do with the children.

Epiphanie: Their relatives don’t like them. Thgnandmother doesn’t

like them, she doesn’t care. One day Alexandrebeasen by some

people, and | went to report this to the leaderg] ¢he family did not do

anything.

Epiphanie talked about other influences on commuatiitudes to the CHH. She
suggested that stigma associated with AIDS wasdenlying reason for why
communities ostracize those CHH whose parents teadficom AIDS.

Epiphanie: They become like cast people. Somgl@#ank they have

AIDS, and they are taken out of the community aeg tlon’t want to

come near them. It is ignorance. People do ndeustand that AIDS is a

sickness like any other sickness. They throw theay, they don't like
them.
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This was in contrast to what another community memslid about stigma associated
with HIV/AIDS. Esperance was a neighbour of anotimusehold, Bernadette and
Filaline.

Esperance: Yes, AIDS is a problem. There are rohitgren who are

orphaned because of AIDS. When someone gets Ady$aach them to

go to the hospital to get medicine. Before, wenditigo near their house

— those with AIDS - because we did not know howowtkl catch AIDS

and we thought you could get it in any way. Buwimee know that you

can get AIDS from sexual relations, so now we gb\asit and we are

friendly with those people.

The variation in the two responses illustratescithplexity of societal perspectives (and
perhaps the reality of two different communitieshndifferential access to health
training). Epiphanie’s comments illustrate antatte in Rwanda that may slowly be
disappearing due to heightened efforts on thegddhe national and international
community to provide education about AIDS in Rwandais may result in decreased
marginalisation of CHH.

Epiphanie also identified the age of a child intdHCas a factor that influences
community support. She noted that relatives weth Imore prone to assist children
when they were young and more likely to take adag@if them. She used the children
from Household B as an example.

Epiphanie: Like Marceline’s fami}? They only gave her a small piece

of land. They did not give them a big portionasfd. They use the land of

the girl freely, they do not contribute to her,yhese the land themselves.
So when she gets married, she has little.

** Her elder siblings are married and have movedbttie house.
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4.2.3 Relatives

In my sample of community members, there were figlatives identified as
sources of practical support or advice. One wiasraly patriarch®” the oldest paternal
male relative alive, and the uncle of the housebblabys. Three relatives were paternal
or maternal aunts, all of whom were single moth@iise last relative was an older
cousin. Again, in the conversations | had withstheelatives, it was evident that their
particular place in society and in relation to dhédren influenced their perspectives and
the assistance they gave the CHH.

4.2.3.1 Family Patriarch
Remy was the paternal uncle of Philippe and Legreard was identified by

Philippe as a support. It was not clear to me hewas related to the other two boys in
the household, Thierry and EdwafdHowever, Thierry and Edward also said they
admired Remy because he came and gave them adray was the eldest man of a
number of relatives who lived on the same HillThe two older boys were trying to pay
off debts incurred by their father during the gadecand were selling off family land to
gain some disposable income. This had createttebstween the boys and their older
siblings who had since married and moved out ohthese. The uncle gave advice
regarding the land and mediated between the bayshair older siblings.

As this situation exemplifies, repercussions frive 1994 genocide are played

out in the lives of the CHH. Remy identified tHealenges facing these CHH as a result.

% In pre-colonial times there were stronger lineggations, with the male head of a lineage coritrgll
access to land (de Lame 2005). Today, familied terbe more individualistic, but lineage relations
persist. The head of a patrilineal group is thieeaof brothers, or his successor whom he desgnat
before his death. Households belonging to the dampage usually live near one another, unless one
member has acquired land outside of the succepstmess. Lineages typically have a two to three-
generation history (de Lame 2005:129-130).

*% |t was unclear to me if these two were materngdaiernal cousins of the older boys.

" Remy’s deceased brother was the father of PhilipgkLeonard. Remy’s children, as well as his
nephews and nieces had begun to marry, and faamity\was being divided up.
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Remy: The problem that they are facing is thatetlage many in the
house, and they don’t have enough food. The oliney is that people
come and attack them and say “your father destrdiiedand these
things, we need payments for them.” You can neagthat you don’t
have anything when you have land, a cow. Howgwerneed these
things to live, you can’t sell them. It is a cleaije. In most cases, they
charge them the animals their father ate, or thesthe took. But in most
cases, it is the animals that he ate.

Another challenge that Remy identified had to dthwie impact of the new inheritance

law in Rwanda, which now includes females as beisfes of land.
Remy: The land remaining is for the two b®silippe and Leonardind
three girls. The older brothers have already thefiare — because they
are married, they got their land already. They Idonot marry without
getting their land. We will try and divide the thmto small pieces, even
if someone gets 20 cm. We will do it. That istvitia government wants.
The government says now, even if a girl is marrsb@, must get a part of
her inheritance that is the law of the governmdhinust be equal. They
say that boys and girls should be the same.

Other community members identified the issue ofllscarcity in Rwanda, and it

emerged in the discussions with the CHH. It igyaificant issue that contributed to the

tension in families and in local communities.

4.2.3.2 Aunts
The three aunts in the sample, Grace, Mechthdldd,Rachel, were all single

mothers. Two of the women were widowed, and themta mother of two children, was
dependent on her parents, and lived with themsiAgle mothers, all the women were
vulnerable members of Rwandan society. One toldhaeshe was in conflict with
others in her community because they wanted heatton to the area of her birth so they
could take her land. Additionally, the aunts wesgponsible for the care of their
children and the household, as well as trying to ediving. Each of these women
displayed compassionate insight into the livehef€@€HH. All were identified by the

children as providing them with practical suppolten they were sick, and in assisting
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them with their basic needs. All the women liveatiose proximity to the children, and
saw them on a regular basis.

The perceptions that these three women had of Okttérgcore the poverty faced
by children. They were deeply aware of the extréank in the children’s lives.

Grace: The biggest problem that they have is thedard of living.

There are four things that they struggle with. yheed clothes, they need
medical insurance, they need to have a house a] émd they need
someone to be near them to advise them and to mgmthem. This is
the same struggle for all children without parents.

Mechthilde: It is to be poor, and you do not h&we ideas. Because of
poverty, they worry. | know that they want manggh. Sometimes they
tell me that they have no field to cultivate, ormoney to pay someone to
cultivate their fields.

Rachel: There are two problems, their well-beigetting food and
clothes, and another problem is getting school.fees

Each of the three women talked about the pracsiggport that they gave to the children.
Their responses reflected what the children hatined about the type of assistance they
received from their aunts.

Rachel: | help them in different ways. If theyneofrom school, and they
don’t have any food, | give them food to eat.veghem water if they
don’t have water. Or on Sundays, when they ddawe firewood, | go
with them to collect firewood so that they won'tidaeely, and so they
won't say “If we had someone to help us, | couldtdyuickly.”

Mechthilde: | see them every day. When thesiell, | come to visit
them; | cook porridge for them, so that they wakifbetter. When their
parents died, | tried to teach them how to cul@vaThey would come to
my house, and cultivate, and | would come to theuse to cultivate.

However, one of the women told me how her own pigvand circumstances constrained
her in the type of support that she could givedoriieces, Cesarie and Yvette.

Grace: Sometimes they do not have enough foaaklofor advice about
a problem. Cesarie works at the market, and mangg she has no
money, and many times she comes here and sayashe money. She
came here asking me for 1,000 R{82 CAD)today, and | didn’t have
any to give her. She left and she was furiousne@aly, | help with food.
But when they have visitors, like boys, they cammed and ask me for
advice, because they know their behaviour. If tieye problem with
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wood, | give them some wood to cook with, or wheg have conflict
between themselves, | try to help them to resblegéther to unite them.
Food is the biggest problem | help them with. rhave sweet potatoes
in the field, and I give some to them. Or perhilqgy come here and there
is food, and they eat them, and it is finished, smave have none.

This theme of lack and the difficulty in sharingattittle one has with CHH may
be a significant barrier to community assistanc€ldH. As a local level community
leader, Christophe was aware of the widespreadectus of poverty.

Michelle: What do you think is the biggest probl&anhouseholds like
Claudine’s who have no adult living in them?

Christophe: The problem of hunger. Clothes andigen. They cannot
work for themselves. They don’t know how to catiély They just go there
and there is no good harvest, because they ardreml That is why they
have a lot of hunger. They don’t have the enepgyuttivate what can
feed them, and community members don't usuallytbam food because
they themselves have a problem of food. Theyrmawg children, and if
they give them something, their own children hastling to eat the next
day. All thatis a result of producing so manyla@tan that you cannot
take care of them.

Widespread poverty may result in communities prtojgcthe responsibility of

”

CHH onto relatives, or associating assistance ghtritable acts done by “Christians,
as one community member told me. Others seedimartg of the children as the
responsibility of the government.

Michelle: Now that their parents are gone, whates the children how
to cultivate?

Thomas: They have an older married sister who siomes helps them,
and there are Christians, who are members of thién@& church who
sometimes come and help them, even us, sometinietpatbem by
advising them.

Michelle: Does anyone in the community teach thi&loen how to grow
their crops?

Epiphanie: (An NGO) used to teach them with an agronofperson in
charge of agriculture for the region).

Michelle: No one in the community comes and teachem?
Epiphanie: There is an agronome from the sectbcafand other
specialists in the sector. They usually have conainmeetings and
people below 17 years of age are taught how tovaid.
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4.2.3.3 Cousin
Over the course of the interview with Collette,casin of Valency and Athanase,

the theme of obligation became apparent. Coléetpgained why she had moved in for a
few years with her cousins and then back to hethkrts house.

Collette: At their mother’s death, my mother orltme to move in with
them, as a member of their family to help themeirTiirother (who has
since moved out of the house, and lives in Kigals in Primary SiXlast
year of elementary schopBo it was hard for him to care for them.
Michelle: So you lived there for four years. Wihg you come home?
Collette: 1 lived there while my mother was diive. After she died, |
came back here because there was no one livifgeihduse, no one to
cultivate. My brother was living here, but sometinme goes to work.

It was apparent that her mother had felt an obbgab care for her niece and nephews
who were orphaned, and so she had instructed lighti to move in with the children.
However, once the mother died, Collette moved thecke, where her brother was
living. Not all family members feel the same seafebligation to care for their
orphaned relatives.

When talking about barriers to health, Collettenitfeed the children’s
psychological well-being, linking it to the losstbieir parents. This theme was also
evident in other interviews that | had with comntymhembers.

Collette: Anything that you do for them, they aod happy because they

do not have their own mother. That is what | obsedr because when they

meet with something, they say it would be bettéaie our mother. For

me, to have a mother, it is very good, otherwiserwjou have a problem
or a question, you don’t have anyone to talk topne to give you advice.

Michelle: What do you think are the main problefiasng these children?
Epiphanie: The children usually have constant peois. They are not
usually happy; they are sad. The biggest problesy have now is feeling
lonely. They taught ushe NGO for whom she volunteetiat those not
going to school should go back to school. Poventyl not having enough
food to eat.

When | asked Collette what Valency and Athanaseeréo learn about their

health, she identified AIDS and malaria. Somehefdther community members said
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that malaria was not a significant problem, claigiihat preventative measures had
helped in alleviating malaria in Rwanda. Othel&sad about how the environment and
the rainy season provided a healthy habitat forquibses, and how malnutrition meant
that people were more susceptible to malaria.

Thomas: Yes, {fmalaria)is here. But there are preventative measures

that have been taken. Supa net®squito netshave been distributed,

clearing bushes has been advised, draining wattés,now improving, so
there is less malaria.

Esperance: Many people suffer from malaria hereabige we have many
forests and the food is not enough and it is badople eat sweet potatoes
without vegetables. It means that you are weakyandget no vitamins,

S0 you can get malaria easily, you cannot fightdickness.

Remy: Yes, (tmalaria)is a problem, but it has decreased because of supa
nets. But it is a problem when it rains, thera it of malaria.

In contrast to the diversity of responses aboutinelthe majority of the
community members said that AIDS was an issue iafla. The awareness of this
issue within their communities illustrates how mattention the disease has received
nationally.

4.2.4 Neighbours

One community member whom Household | had ideuwtifis someone who gave
them advice had been a friend of the children’epis:. He was retired from his job as a
cook in a secondary school, and was obviously Wwesgilthan many others in his
community. His house had glass in the windowslaightly painted shutters, as well as
LED lights in each of the rooms hooked up to adrgtt Although he said that he
sometimes assisted Gilbert, the youngest, with@chapplies, he talked mainly about
the advice he gave to Laetitia, the oldest in thskhold.

Thomas: What we can advise them most about is.ATD8y should

prevent themselves from bad behaviour, especi@ifydation, and they

can then prevent themselves from AIDS. Espedlalyyoung girl. She
can easily get an unwanted pregnancy. Even ifjgtesick, the AIDS can
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pass through it. Other things are minor, but thase the important
things they must learn.

The underlying idea was that if the children folemhthe health care instructions that

were widely disseminated, they would not get sick.

The theme of self-care was apparent in many coatierss with the community
members — self-care in accessing treatment, andhéadth care was the responsibility of
the individual. Community members rarely said thaly went to the children’s house to
help them when they were sick, or that they accongpthem to get treatment.

Michelle: What should children do to stay healthy?

Epiphanie: Maintaining their health and their bodsight, following the
government orders — the government is sensitizeogple to construct
shelves to put their plates on, that can preveeit thitensils from getting
dirty, and to build beds, so they sleep on a b&dd even using a
mosquito net — it can prevent them from getting.sic

Grace: | tell them to prevent themselves from hgugex, not to use a
razor, or get injections and not to go get privatgctions. | learned this
from the radio, from school and from training orDS. People get worms
by not drinking potable water, eating food thahet well cooked,
especially meat. To use unwashed plates, to ¢abutiwashing hands,
and to not wash what | am going to cook.
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This idea of being responsible for one’s own hedithnot mean that the community
members were unaware of the challenges facinghidren. More likely, they were
repeating what they had heard at community heedthibg or at health centers prior to
treatment. When | closely questioned the commumigynbers about whether or not the
children were able to implement the health carguctions, they did identify specific
challenges, associated with the children’s imp®hed environments.

Michelle: But what about the mosquito net? Docdhiédren use them?
Epiphanie: Some have them. Most of them gotewekelh mine is now torn.
They last a year and a half. They then get torth@xmiddle. Thefthe
NGO) had given us some insecticide to treat the net,tall us that if you
treat it with the insecticide it would last fiveays. But that is not true.
The insects get there and they do not die.

Michelle: Are they able to provide enough food leemselves?
Rachel: No.

Michelle: So where do they get food then?

Rachel: They divide the quantity of food that thaye for each meal,
because they do not have the food in the gardem.ekample, food that
would be for one day, they divide it, and use @&rdwo days.
Michelle: Does anyone give them food from aroueceR?

Rachel: No one gives them food.

Michelle: Can you tell me some practical thingsttthildren should do
sothat they do not get sick?

Rachel: Cleanliness, good feeding and drinkinguelevater. Nothing
else.

Michelle: Is there clean water to get here?

Rachel: We fetch from the pipe. But when you khefvéhe water for
some time, there are microbes in it.

Michelle: So what are you supposed to do?

Rachel: You can boil it.

Michelle: Do you boil your water?

Rachel: No, we don't boil it.

Michelle: Do the children boil their water?

Rachel: No.

Michelle: Why not?

Rachel: There are few containers to put the water

Esperance was a neighbour whom Household F hatfiddras a source of

support. Esperance seemed to be particularly agfahe vulnerability of the girls in
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CHH who were living in her area, and noted thatdbestraints of their circumstances
had prompted them to engage in health-risk behaviou

Esperance: Sometimes when ffigaline) does not have enough money,
she goes to engage in prostitution to make moneywn. In general,
something that causes a girl like that to go tort@md to make money
through prostitution, is because of a lack of mongje is living badly at
home, there is nothing to eat at home, so she ngrédego where she can
find money. Itis a bad life here in Rwanda.

Esperance was trying to expand her soap-makingiéssi She was interested in hiring
the girls from the CHH in order to give them areaiative way of making money.
Although none of the girls had disclosed to me thay were involved in the sex-trade,
they might have considered it a viable source obime, considering their economic
constraints. Epiphanie had also noted the vulnlégsabf girls in CHH.

Epiphanie: After the war, there was a big problehunwanted
pregnancies from the children | care for. Like ndwave four girls who
are pregnant. Boys come and deceive them andyetgyregnant. They
get pregnant and produce, and the fathers of thieem, they don’t care
for the children. Except for one, he admitted thais the father, because
they reported and it was proved that he was theefadf the child.

Vulnerability due to gender and the particular ¢omsts placed on women was
very apparent in the conversations that | had thighwomen in the sample.

Esperance: The man is the leader of the house. widman cooks, she
makes the husband’s bed, she sweeps. The maolsdahe house. If
necessary here in Rwanda, a woman can work to geeynto buy clothes
for her husband. Girls must cook, wash dishess giweep and wash
clothes. The boys get firewood, and both childyenwater.

Epiphanie: Every umudugudu has a person in chafdesalth. So once
a month, they come together and they learn abaaitgation of sickness
and about health. Especially, it is the men whmepand women remain
at home. Women like doing housework and they d¢havé time to come
to the meeting. It is because they are very bogygdhe work and some
of their husbands don’t allow them to come. Tledythem to stay at
home while they go. Théyomen)don't have the liberty that they want.
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Epiphanie’s comments illustrate the limited oppnities there are for women, and how
their household roles isolate them from interactiothe community. In contrast, men
are free to walk around, according to another comtyunember.

What | found interesting were the gendered perspgescof the community
members. The men in my sample offered very diffeperspectives on gender roles in
Rwanda. Their comments mainly centered on theodise of development: Rwanda
was now a developed nation, so there was no merpiality.

Thomas: Before, it was different, girls did di#fat things. Now they do

the same thing. It changed since the governmeanedato power. It

started in 1994. Now in Rwanda, there is equatityender, men and

women are the same, especially in the law. Betheze was segregation,

where men and women did their own things, but i@y are the same.

They are equal. Even in the umudugudu, even eritaimce, they have to
inherit the same things from the parents.

Remy: Before the law, they were different, but tieey have the same.
Because now there is development as knowledgé, @gido the same
things that a boy does. But before, a girl coudd cio the same things as
what a boy did. Before, girls could not go to sahthey could not have a
say, or have a word that people would give therneral agree. But now,
they go to school, they even have words to tadly, tan even be leaders,
but before they couldn’t, that is why even the s changed.

Women hold positions in political governance in Rda, but in rural households they
are still considered to be under the authorityhefrnale head (if there is one). Rwanda is
certainly making great strides to promote positlkianges, but the women’s vantage
points offer a perspective on the present day caings on rural Rwandan women.
Consequently, girls in CHH live in a social milithat offers conflicting messages about
their role and position in society and in the hdwde. These messages both encourage

and constrain them in their decision-making anthair health seeking initiatives.
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4.3 Chapter Summary

NGOs and community members represent formal amadnrdl means of support
for CHH. My research into the extent that NGOsadmgon CHH’s perspectives and
concerns about malaria in their programs founditiatis not a priority for NGOs. The
current practice of integrating CHH into programthvother beneficiaries also meant
that the children are further constrained from esping their particular constraints. In
the interviews, NGO personnel focused on the caimgs that they were under that
impacted their program focus and the approacheghbg used in health intervention.
Malaria represents only one health topic that sbiG®s cover, and underlying
determinants are rarely addressed. NGO stafflgédabout the malaria component in
their programs, because it was not a primary féouany of them, and because they
relied on standardized approaches to malaria ieteion.

My focus on community members’ perceptions of CHid ¢heir response to
CHH in their communities indicated that communitgmbers see children as responsible
for their own health care. Although some membeknawledged the particular barriers
facing CHH, many of the community members were transed by their own
impoverished conditions in their ability to offergatical help. Additionally, the
hierarchical nature of community life in Rwandagiabtensions due to repercussions
from the genocide, and land scarcity affect comnyugisponse to orphans.
Consequently, some members identified NGOs as lvesgpnsible for CHH. Moreover,
rural Rwandan perceptions on age and gender aib@sunity perceptions on the
vulnerability of CHH.

The perspectives of both the NGO staff and the camitymembers, as well as

the discussion from the previous chapter on houdeti@racteristics, provide a
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contextualised backdrop from which to understamdcthildren’s experiences and
perspectives on health and illness. The follovahgpter centers on the CHH’s
perspectives about malaria and their other healticerns, and examines the influence of

poverty, age and gender on their understandinggrances and responses.
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CHAPTER FIVE: CHILDREN'S PERSPECTIVES

XI—\;% sl

7T\

> AN ph L
¥

) S

Figure 5.1 Left: Yvette, 14 Her drawing of what shedoes when she is sick (top) and when she is
healthy (bottom). Photo: Michelle Hardy July D08

Figure 5.2 Right: Vincent 16, His drawing of the tlings that make him sick (top), and keep him
healthy (bottom). Photo: Michelle Hardy July D08

This chapter centers on the perspectives of tHdrehiin CHH who participated in the
research, and presents their responses in relatithre first two research questions of this
project. The chapter begins by outlining the aleilds perspectives and experiences of
malaria in relation to their other health concerhthen examine how insufficient access
to resources shapes the children’s understandxpgrience and response to malaria.
Economic and social poverty is a lived reality éaich of the households of orphans and
it influences their susceptibility to malaria aslivees their ability to initiate preventative
measures and access treatment. Lastly, | foctiseoimfluence of age hierarchies and
sanctioned gender domains and roles, as evidéheiohildren’s understandings,

experiences and response to malaria.
5.1 Children’s Perspectives on Malaria

This section of the chapter provides an overviewladt the children said about

their experiences of being ill with malaria, theremt education on malaria that
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influences children’s perceptions, what childreentified as the causes of malaria, and
the prevention methods and the treatment optiomgittentified for malaria. Their
responses are compared to their comments aboubther health concerns. The
significance of malaria in their responses needsetoonsidered with the understanding
that the children were aware that | was particularerested in malaria. Additionally,
while doing the drawing activities and respondiagry questions about malaria,
children may have associated me, a white westewittran NGO>® Consequently, their
responses may be somewhat biased toward what #uwelpden taught in formal trainings
versus what they experienced or had learned throudghmal knowledge transfer.
5.1.1 lliness Experiences

When | asked the children to identify their illnessalmost all identified malaria.
Most of them distinguished malaria from other healincerns by noting the differences
in the length of an illness episode, symptoms,tee@tment choices. There was a great
deal of variation in their responses to my questimw often do you get malaria?” The
frequency ranged from chronic malaria to rare asnaes of the illness. However, very
few children said that they got malaria a lot.

Even yesterday | was sick from malaria, but nownlieproving.
Alexandre, 15

It has been three years since | had it. Claudirte,

Children usually said that when they were sickhwmitalaria, they had it for one to
two weeks, although a few of them said they wetk wiith it for three weeks to a month.

They also differentiated their experience of maldrom their other illness experiences.

*8 This appeared to be the case when, during theingaactivities, some of the children would tell they
did not know how to draw. A British teacher whosndoing teacher training in Rwanda told me thatethe
is a strong emphasis on the “right” way to writel @inaw in school. Children are expected to produce
writing and images that satisfy the criteria sanwd by the teacher.
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When you are sick from malaria you feel weak, yanitceat, you don’t
drink, you feel so weak. It is differdifitom other illnessespecause you
can get a cough and walk and do everything wherayewsick from a
cough. But when you are suffering from malariaj gannot do anything.
Yvette, 14

When you feel worms —you feel them in your b&lyt with malaria, you
are weak, you feel cold, and you are sick all dherbody. Désiree, 13

Children tended to identify malaria as a seriousahto their health; only a few
considered malaria less threatening than othexstias.

Leonard: With throat infections, you sit in thensand stay in bed, but
malaria is not the same, because malaria you céaxreutside.
Michelle: Which one is more serious?

Leonard: Throat infections.

Sometimes in the interviews, as evident in theofelhg discussion with Yvette,
the children would use “malaria” interchangeablyhwibeing sick.” | also noticed this in
some of the conversations | had with community mensib

Yvette: What can cause me to get sick from matanat being clean,
sleeping where there is no mosquito net, it carseaue to get sick.
Michelle: So if you areimwanda(dirty), you can get malaria?

Yvette: It depends on the dirtiness. It can cauaemalaria or not.
Michelle: Is it the same type of malaria that y@n get from being bitten
by a mosquito?

Yvette: No. Malaria that is caused by mosquitamsmust go to the
hospital. But the one caused by dirt, you canlgaske herbs and get
well.

Michelle: When you get malaria from dirt — do yieel as sick as you do
when you get malaria from mosquitoes?

Yvette: When you have malaria that is caused byjuoitmes — you vomit
yellow things, when you get malaria from being eaal you feel weak
and don't have an appetite. But it is the sameglas the malaria that is
caused by the mosquito.

When using “malaria” in exchange for “being sickiildren would usually identify other
vectors besides mosquitoes, but when talking almaleria, they usually identified

mosquitoes as the cause.
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Importantly, children told me that they sufferedrfr other health complaints
more often than they did from malaria. These camps included headaches, stomach
aches? sore throats, coughs and influenza. Less fretyeartildren also said they
suffered from sore body parts, abscesses, stoneefsusore eyes, cracked skin, or
rashes. However, when they had malaria, theythayltended to be sick longer than
they were with these other illnesses.

When | asked the children to identify what theyewworried about in relation to
their health, their answers were broad, includiatycand future concerns that had to do
with their social, psychological and physical neetdiiese concerns included where they
would work in the future, how they would divide thir land, their lack of food, and
concerns for their safety. A few referred to maland AIDS. The breadth of their
answers may reflect the fact that in Kinyarwandagame wordjbuzimajs used for
“health” and “life.” Although I tried to clarifytte question, | wanted the children to feel
free to interpret it as they wished.

Not only were few children explicitly worried abowtalaria, but somewhat
surprisingly, even fewer children cited AlIffS&s a central concern. In spite of the high
probability that many of the children’s parents laéet from AIDS®* most children only

said they were worried about AIDS if | asked theneatly. Commonly they said they

9| found it surprising that the girls never talkedme about reproductive health issues, e.g. meatiin.
| purposely asked the children about AIDS in titeriviews because | wanted to compare the children’
answers about malaria with a health topic that eussently being addressed in Rwanda. See Appeltlix
1 Some children disclosed that their parents had fil@m AIDS, others said that they had been sicknvh
they died. Sometimes the community member whomerviewed in association with the household
would tell me that the parents had died from AlDMBost of the children had probably not been tesbed
HIV/AIDS. One girl did disclose that she had rettgbeen tested, and that she was negative. Hanger
sister was HIV+ and was taking anti-retroviral neadion. There are mixed messages in Rwanda
regarding the cost of AIDS testing. It is suppogete free, but one NGO who worked directly witHHC
thought that there were costs involved. Rathen #sking the children directly if they were HIV+asked
them about prevention, and if they were able tegmethemselves from contracting HIV.
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were worried about it because they knew that pewfle AIDS “died badly,” and that
there was no cure for AIDS.
5.1.2 Malaria Education

The children’s responses to my questions aboutrmmagleevention, cause and
treatment clearly reflected the prominent placenafaria in the national health agenda
and the health instruction they receive at schbobugh NGO training, and through
community health training. Although children tadkabout informal teaching occurring
through peers or siblings, when talking about tregron malaria, they most frequently
identified a government institution or supportetiative, or an NGO as the source of
their knowledge.

One avenue of training on malaria occurs at loealth centers, where people go
to access biomedical treatment for malaria. Theealth training is given each morning,
primarily on AIDS, TB and malaria. | observed aueh lesson at a local health center.
At 8 am, there were a number of people alreadyegathat the health center. People
tend to arrive early, in hopes of getting an appment that day. Before they could
receive their treatment, everyone was told torsitaws of concrete benches while the
daily health message was given. That morningtalkewas on malaria, and the
prevention messages that | had heard from resgarticipants were repeated: clear
bushes from around the house to stop mosquitoesdgef stagnant water, use mosquito
nets, and shut windows to stop mosquitoes fronriagt¢he house in the evenings. It
was also emphasized that it is mosquitoes thaecaadaria.

In school, children are taught the same messagerg ahusation and prevention

of malaria. One research participant, a sixtear-péd boy in his fourth year of primary
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school, showed me one of his notebooks. Neatljedogown in Frenclf with red and
blue ink were the prevention messages of cleanusipés and sleeping under a mosquito
net. He had also listed the danger of stagnardnvwahich encourages the breeding of
mosquitoes — in particular tnophelemosquito that causes malaria.

Regardless of their access to formal educatiotgrem were well versed in
biomedical® notions of cause, prevention and treatment cHoicmalaria. Importantly,
the information on malaria that they shared wad@m@nately recited or intellectualized
knowledge, evident in the standardised list of eauprevention methods and treatment.
| differentiate intellectualized knowledge from exjigntial knowledge, which is gained
through personal experience of sickness.

5.1.3 Discourse on Causation
When the children were asked to identify whatseumalaria, many of them
identified being bitten by mosquitoes.

Mosquitoes come and bite me and cause me to ¢efrem malaria.
Marie-Claire, 18

These are mosquitoes, when they bite you, you caatdria. Athanase, 8

However, very few of the children commented on oHyenptoms of mosquito bites,
such as feeling itchy around the bite. Childrerstiequently cited school as their
source of knowledge about malaria. Less frequetliby referred to training at a health

center, community health training, or radio progsam

%2 |n Rwanda, school lessons are abruptly switchdgtéach in the fourth year. Lessons are writtetthen
board, and if the children have notebooks and pgéry,are copied down in their books. Up untilttha
point, children are taught in Kinyarwanda, the Idaaguage, with some French lessons being taught.
However, when | tried to talk to this boy in Frermhto other children who were in Primary Four aytter,
the most that they could do was to respond by rg@te and telling me their name. The one notable
exception to this was a seventeen-year-old girl whe in her second year of secondary school. Sise w
able to communicate more in French and in Engligh me.

%3 Biomedical refers to “the tradition of scientifisiologically oriented methods of diagnosis andetur
(Brown 1998a:108). It is a medical system assediatith Western cultures.
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In school they told us that the female Anophelesguito is the one that
causes malaria. | don’t know what it looks likef lwhen it bites you, you
get malaria. Gilbert, 11

All mosquitoes don’t cause malaria, it is one matsqgealled Anopheles

that causes malaria. At the health center andhanradio they talk about

it. Yvette, 14

The standardized or intellectualized knowledge alserged in the children’s
ideas about causes of AIDS. However, a differertaf knowledge, a more diverse,
experiential knowledge, emerged in their talk aldeadilth topics less likely to be covered
by government services or NGOs, such as sore thovatore body parts. When talking
about the causes of these other concerns, the peatrtheme was the environment. The
children talked about the weather, sunshine, emd,dirt as making them sick. Another
theme that was apparent was their life conditidihe children talked about food issues
that caused them to get sick, or their working domas. What is common to all these
things is that the children have little control otteem.
5.1.4 Prevention Messages

Children most commonly identified mosquito netg tlornerstone of government
and NGO messages, as a means of prevention forimaometimes they did so
because | asked them specifically about mosqui®ihthey did not initiate it
themselves in the interview. Children also ideatifthe other prevention messages that |
had heard at the health center. In referencestiriclg bushes, a number of children
explained that mosquitoes habitually stay in thehes, and if the bushes are near the
house, the mosquitoes can easily come in andh®ta.t Although most children said
that they were able to clear the bushes around ltbeise, | noticed that shrubs often

surrounded their houses. The children also tadlexiit clearing stagnant water from

around the house, explaining that mosquitoes hirette water, or that water encouraged
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the presence of mosquitoes. To deal with thislprabthe children said they tried to
build channels to drain the stagnant water, or theyiped their wastewater in the bushes
away from the house. The few times that it raiwben | was visiting households, there
was water everywhere, and it seemed that it woelddoy difficult to ensure that

stagnant water could draff.

Figure 5.3 Bushes and the rain water collecting aside Household I.
Photo: Michelle Hardy August 2008

Some of the children also said they needed totbleutioors and windows of their
house at dusk (6 pfifto prevent mosquitoes from entering. We were natéhe
children’s houses at dusk, so | could not obsdreentshutting their doors and windows.
However, the children usually cooked inside, smdgine that they would prefer to have

access to whatever outside light there might®taes, well as ventilation for their cooking

8 According to the lab technicians at a few headthters, the number of malaria cases seen at thersen
increases during the two rainy seasons.

% Because Rwanda is situated near the equator,tam$sunrise are at approximately the same time
every day.

% Very few of the children who owned a petrol langaitihe fuel for it.
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fires. Only a few children listed non-standardvergative measures for malaria such as

good hygiene, keeping a clean house, and boilimdgicig water.

LY

Figure 5.4 Household P’s bed and mosquito net. Pteo Michelle Hardy. August 2008

Although mosquito nets were described as a keygotgéwn method, only four of
the fourteen households had a mosquito n&f upour other households had nets, but
they were not hung uff. Those children with mosquito nets usually did caminment on
treating them with insecticide unless | asked tladyout it. It was not something that
they appeared to do on a regular basis. This radyebause current malaria prevention
initiatives in Rwanda are promoting the distribatar sale of nets that have already been
treated (long lasting insecticide treated bed netdTNs). However, on one of my
visits, the head of a household described to medtmhad treated the mosquito net that
she and her brother used to own.

When you have a mosquito net, you put it in a bfagiof clean water,
and if you have the insecticide called Karishantlgeu mix it with the

%7 This gave eight of the thirty-seven children ie #gample protection from the mosquitoes while stegp
Most of the siblings shared a bed or a mat to steg@lthough in two of the cases where there were
mosquito nets that were not hung up, there was thareone bed in the household.

% The children’s responses regarding mosquito nétbevdiscussed in the following sections.
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water, and after you put in the mosquito net, aftedravards you dry it

where there is no sunshine, because the sun renttoweapacity of the

insecticide to work. Then you dry it, and wheis dry, you put it back on

the bed. Marie-Claire, 18
Insecticide for treating mosquito nets is availableown for 100 RWF, or 23 cents
CAD, but not all households could afford that. @nand of insecticide includes an
insecticide tablet that has to be diluted in wadgplastic bag in which to put the tablet
and water, and plastic gloves. The detailed istivas are in French and English
(languages that only those who have completed sacgrschool would know), although
there are pictorial instructions as well. The @agkgives several warnings of the
toxicity of the insecticid8® When Marie-Claire treated her net, she told meedsti not
have gloves, so she covered her hands with pager daasked her where she had
learned to treat her net.

It's the Nkundabana who taught me to do that, drelteok me to some

training, where | was told how to build a bed, @wsmud and sticks.

There, malaria cannot easily attack you. Mariei@al8

For health concerns other than malaria, schoobteis stressed the need to boll
water for drinking, eat nutritious food, practiogogl hygiene, and maintain a clean house
and dishes. These sanctioned health messagegweeat in some of the conversations
| had with the children. However, they much leggjfiently talked about preventative
measures that were not on the national healthagggeda. When they did, their words
reflect knowledge that was acquired through otkenaes, such as personal experience,
or from interactions with others in their community

When there is a lot of sun, it causes you to gpfuga — it's a sickness in

the head. You feel that the head is so heavytrendyes are swelling. |

usually get sick of it in the dry season. | try twobe in the sun after 11
am. | come home. At noon the sun is strong. arelori6

9 Household Q had previously used an LLITN. Themptained of waking up with sore and swollen eyes
and faces. They said they thought it was becalfednsecticide.
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5.1.5 Treatment Options

The local health arena in rural Rwanda is plunalishcluding local remedies,
Kinyarwanda medicine, and biomedicine. Local reieedepresent knowledge shared
within the community. Kinyarwanda medicine invauhe use of plants and herbs for
various ailments, and people either treat themselwereceive treatment from people
who are known in the community as Kinyarwanda hreal®iomedicine is available at
pharmacies, health centers and hospitals. Altholglchildren identified all these
treatment options in relation to their various bieabmplaints, they most commonly
identified biomedicine as their treatment choiceewhasked them what they did when
they had malaria.

| go to the health center to get medicine. It takae hour to walk when
you are sick. Kanobana, 16

Much like the messages associated with the causalafria and prevention
methods, the message of going to the health cartéeeatment of malaria is strongly
articulated through government-sponsored institistiand NGOs. It is taught at school,
at the health centers, and by local level healtimaters. It is a discourse that most
children, whether they are in school or not, willfuently hear and readily express when
asked about their treatment choice. However,unisertain whether or not they do
access the treatment they need through the hesiters or if they were simply reciting
what they have been told to do.

The children’s understanding of the biomedicalttresnt for malaria varied. One
boy was on malaria medication at the time of therinew, and when | asked what it
was, he told me he did not know. This was undedsthle because the tablets were

folded up in a small piece of paper with the prggiom written illegibly across one side.
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A few of the children were able to tell me the tygenedicine they took for malaria,
while others described the regime.

Michelle: What do they give you at the health eenthen you have
malaria?

Filaline: They give me amodiaquine. They gavelmpills, | took them
morning, noon and evening. | finished the tablet&l then after some
days | was well.

Figure 5.5 Béata’'s drawing of herself taking medine she got from the health center when she was
sick with malaria. The package of tablets is at th center. Photo: Michelle Hardy. July 2008

The dominance of the biomedical discourse in assoa with malaria treatment
is evident in the lack of other treatment choickiified by the children. A few
children said that they would initially treat masawith Kinyarwanda medicine, but if
they did not get better, they would then go tottealth center. One girl told me that she
used to take Kinyarwanda medicine for mal&fiayt she was told at the hospital to stop
doing that because Kinyarwanda medicine inhibitsri@dical treatment from working
well. Very few children said that they would goa@harmacy to buy medication for
malaria on their own, rather than going to a heedthier for testing and treatment. There

were also a few who stated that they would wait selif they got better on their own.

0 Children identified plants callegiterezo, umuravumba and umubitizi ibishiswa byeakatsias
Kinyarwanda medicine that they used for malariaictvithey said helped them get better.
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In contrast to the prominence of biomedical treathfer malaria, the children
drew from a variety of other treatment optionstfair other health complaints. This
reflects not only the children’s ability to detemaitheir treatment options based on a
number of variables, but also the focus of theamati health care agenda. However, in
spite of the lack of national attention to healbimcerns other than malaria, AIDS, and
TB, people are still encouraged to access biomeglicistead of local or Kinyarwanda
medicine. For example, some children that sufféreth sore throats commonly sought
assistance from a local practitioner who would thagr inner throat with a leaf wrapped
around their finger. As the following exchangeslirates, some children said that they
knew that they should go to a local health cemtsteiad.

Michelle: You said you got a throat infection —attlid you do when you
got it?

Vincent: There is someone from our neighbours, g¢iped me with it.
Michelle: What did they do?

Vincent: They rubbed my throat. He protected kimsith something on
his finger, and he used it to rub. Something likeod came out.
Michelle: Did it help?

Vincent: Yes.

Michelle: Did you have to pay him?

Vincent: Something.

Michelle: How did you know that he could do that?

Vincent: My neighbours told me to go to this mdany people go to
him, and he tests you. If he finds that you hatre@at infection, then he
can help you. But if it is not, he cannot help.ydlany people go to him.
However, the authorities told him to stop. Thdg tom if they catch him
doing it, he will be imprisoned.

Michelle: Why?

Vincent: Because many people went to him freelagdid not want to
go to the hospital and the Rwandan government&astdyone must go to
the hospital where they can be tested well.

In spite of this strong emphasis on biomedicinerdtwas also the perception that some
ailments could not be cured at the health cenféis was evident a little further along in
the same interview with Vincent. This exchange dlsstrates the interplay of

sanctioned health responses with community levewkedge.
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Michelle: You also told me that you got poisonedidoe — can you tell
me about that?

Vincent: | don’t know who gave it to me, but t f&dd, and | went to a
man, who is dead now, who helped me.

Michelle: What did he do?

Vincent: He took a razor and cut my skin on my and drank the blood
and then he spit on the floor, and he took watel taen spat on the floor
again. Then he took some herbs and rubbed theanoyiskin, and then
he went home.

Michelle: How did you know that you had been posd?

Vincent: My neighbours said that | was poisoned said to see the man,
if not, to go to the hospital.

Michelle: Did it help when the man cut you?

Vincent: Yes.

Michelle: Did you go to the hospital afterwards?

Vincent: No.

Michelle: Why did you not go to the hospital?

Vincent: Because they cannot heal people who baga poisoned.

Children also said that health centers could meattswellings, abscesses, or burns.
Children marshalled diverse treatment resourcee#abwith their range of health
problems beyond malaria.

Michelle: When you have a headache what do you do?

Yvette: Sometimes | take Kinyarwanda medicinel gjed well.
Michelle: What do you do when you get a cough?

Rosine: | take lemons, | wash them and chew them.

Michelle: What do you do when you have influenza?

Leonard: | mix salt with watefpn a banana leagnd put it in my nose.
Michelle: What did you do when you got the abs@ess

Augustine: | went to my neighbour and he sque#zed

Cesarie: In the morning | can’t see.

Michelle: So what do you do?

Cesarie: They told me to bathe with water fromgteess in the morning.
Michelle: Who told you that?

Cesarie: | don't remember — many people say that.

Michelle: Does it help?

Cesarie: You can see a bit, but it continues.

Many of the children would treat themselves, havesgned to identify herbal remedies
from relatives, peers or community members. Othddren would rely on a relative or

a community member to assist them.
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For children living in CHH in Rwanda, malaria iaamiliar illness, one that they
hear about quite frequently from government-spogdanitiatives, and often experience
directly, but it is not their main health conceffheir responses to my questions illustrate
recited knowledge, based on the formal training they have received about malaria
and about other concerns on the national healthagenda, such as HIV/AIDS. In
contrast, what the children say about their otleaith concerns reflects experiential
knowledge, illustrating that the children are givess information and support regarding
these other ailments. However, the measureshbgttake in response to these health

concerns, although not sanctioned, are more atdessithem.
5.2 Insufficient Access to Resources

The following section examines the economic andasdarriers to children’s
understanding and response to malaria, and howrfyasiegapes their experience of the
disease. Although the data is mainly derived ftbenchildren’s narrative responses
given in the last two visits to their householdyuilds upon the indicators of poverty
based on the household survey that were examin€dapter Three.

5.2.1 Economic Scarcity

Schooling is one avenue through which childreniedoout malaria, as well as
methods of prevention and treatment. It also TS access to a social network, which
may be instrumental to health and well-being. Hesveaccess to schooling is
constrained by economic poverty. Although primadycation is technically free in
Rwanda, children in CHH experience various formpadsive exclusion (Sen 2000).
There are a number of hidden costs associatededitbation, including school uniforms

(approximately $11 CAD), supplies (approximately,¥&hd teacher bonuses
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(approximately $3 CAD), which are sometimes paiedaly into the teacher’s pockefts.
Some households struggle with covering the costsmiddrms and school supplies. One
household reported that the teacher regularlytbem home when they came to school
without school uniforms or the required school diggp They would stay home until the
teacher finally sent a message saying they wesavad to return. In another family, the
two younger girls told me that their teachers ladd them they could not start the new
term because the girls’ oldest sister had not gitiem money to pay overdue bonuses.
A lack of money was also the most frequent reasddren gave for not being
able to carry out certain preventative measuresnfaaria that they had been taught and
for other sicknesses, as well as the main bamwieadcessing biomedical treatment. For
example, thirteen of the fourteen households tadmat they currently or previously
owned a mosquito net. Three of these household®baght a net, and ten had been
given a net by the hospital or an NGO. At the twhéhe research, six households did
not own a net, four were using nets, and four atlogrned but did use the net. Among
the six households who did not currently own a fiet, of them had owned one, but they
no longer had it, because it had gotten old, toracaidentally burned. The children in
these households identified their lack of economéans as inhibiting them from
purchasing a new one. A mosquito net costs apmprabely 500 RWF ($1 CAD).

These days we are getting sick from malaria becagsdo not have a
mosquito net. We don’t have the money to buy étexandre, 15

Economic scarcity meant that the children had torpise and choose where they
would spend their resources. In Household D, Gesad Yvette had told me that they

could not buy a mosquito net because they did ae¢ the money. During another

" Teachers’ salaries are augmented by bonusesrthapproximately $1 CAD per child per term (three
terms/year). Each primary school handles paymekthieobonuses differently.
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interview when we were talking about why the gdig not have health insurance,
Cesarie told me that they had “very many needsa@ally food.” Evidence of other
priorities could be seen on the windowsill in tbem where we did the interviews. It
was usually full of assorted jars of creams and vaducts. In another room, the walls
were covered with clothing hanging on nails. Tw&s different from many of the other
households, where the children were often weahegaime clothes on each of the visits
| made to their households.

In spite of economic scarcity, the children showesiliency and ingenuity in
accessing treatment for malaria. Most of the candold me that they would go to a
health center if they got sick with malaria. Soofi¢he households in the sample had
health insurance, which allowed them to accessfii®n. For those children without
health insurance, their initiative in making ch@@nd making sense of their situation
was obvious. One 16-year-old girl, Marceline, told that she walked four hours to the
centre de santBy herself when she last had malaria. She salddbit to get the 800
RWF ($1.60 CAD) she needed for medicine.

Some children would try other treatment option®befoing to a health center
because they did not have the money to pay formadl@atment.

Michelle: Have you got malaria since you havedivere in this house?

Thierry: Yes, | gotit. When | got it, it was eago get traditional

medicing(Kinyarwanda medicing)o pick it, than to go to the pharmacy,
because | did not have the money, and | wasn’tdicat

Michelle: Do you ever go to the health center wizen have malaria?
Jean-David: When | am sick, Angeligims older sisterjoes and
collects medicingKinyarwanda medicineand | get well. But when |
spend a month and a half not getting well, thatien | go to the hospital.

Living with few available economic assets, childstruggle to find treatment that they

can afford. | asked Jean-David’s older sister Aiqge where she gets the money to pay
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for her brother’'s treatment. She told me that wéles brings her younger brother to the
health center, sometimes they charge them a lotoofey, and other times they “forgive”
them, and charge them 1,000 RWF ($2 CABDJhen they charge them a lot of money,
they sell some vegetables in order to get the taphy for treatment.

Although the government is attempting to regufdtarmacies and health centers,
medication can still be purchased in partial dosafa client cannot afford the full
regime all at once. Consequently, children maybeogetting the full dosage that they
require, and the malaria parasite can build restgtéo malaria treatment.

Laetitia: | remember | went there, and | paid 10RWF($2 CAD). And

they told me that | needed more money, but bedaidide’'t have enough

money, they gave me less medicine. That wasdast yt was at a health

center for out patient care. | got medicine foeomeek or more, | think —

| can’t remember... It is difficult to get a tgyiublic transport}o go

there, so | walk. If | walk fast, and am not sitkakes two hours, but

when | am sick, it takes three hours.

5.2.2 Material Poverty

In addition to the significant lack of economicaagces, insufficient basic needs
also inhibit the health care practices of childireimg in CHH in Rwanda. The children
are surrounded by material poverty, evident initjgoverished conditions of their
households. Their houses have dirt floors, leakys, crowded sleeping
accommodation, minimal bedding, no running watew €ooking utensils, no ventilation
for cooking fires, no electricity, no screens oe tindows, and unhygienic latrines.

The effect of impoverished conditions on the prexenof malaria was
significant. The mosquito net given to CesarieahyNGO was torn and unusable after

three years. Like the other children, she lived lmouse that did not have screens, and if

she wanted ventilation while cooking over a firdaors at night, she would have to open
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a window. She had had a particularly bad bout atania previously and had been sick

for a month, yet she was very aware of her inahititprotect herself.

What can protect me from malaria, like a mosquité@w can you protect
yourself? | feel that there is nothifigcan do) Even when you sleep
under a mosquito net, when you are walking in tbenmg, it can bite
you. When you are seated in the evening, even ywheare coming home
in the evening, it can bite you. Cesarie, 17

Fire .6 Househl Q' Kitcen. Photo: Michéd Hardy. August 2008

Other children referred indirectly to their impostred home environment when
they described how their nets were damaged, orthwéy did not have their nets hanging
up. Sleeping quarters in the children’s homesatelways separated from areas in the
household that are used for other purposes. Ihonsehold, the net had got torn on
some firewood that had been stacked in the conmelousehold Q, the five children
actually said there was nowhere to hang up therrets that was not in the way of their

daily activities. The room that they used for pieg, which was approximately 2.5’m
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doubled as a storage area. Every morning theydeal up their mat and mattress so
that they would have space for food preparationsantthey could pull out the kitchen
utensils and other items they needed for the diaynother household, the mosquito net
was burned when a petrol lamp was knocked onto it.
5.2.3 Insufficient Food and Clean Water

A significant theme evident in the children’s dissions about their health was
their lack of nutritious food and clean water. Nalrishment and chronic diarrhea result
in a weak immune system, leading to a lower restg&against malaria and other
illnesses’? After malaria, one of the most common health dainps that the children
cited was stomach aches, and another one was IlnesdaBoth could be the result of
malnourishment and unpurified water. Children shat if they had food, they ate two
cooked meals a day, usually at noon and in theiegemhey did not usually drink
anything with their meals, and they did not eatkedetween meals. When | asked the
children if they had enough food to eat, the cleitdgave different answers. Some talked
about being hungry, and others said that they lyshatl enough to eat.

All the time | am hungry, | have no energy. | @6 Imave enough food to

support myself. It is not the reason why | getanal but if | ate at the

right time, and ate without being so burdened, dneat well, | will fight

the sicknesses. When we don’t have enough fooektwehat we have,
what we don’t have, we don'’t eat, so we don't édarie-Claire, 18

We have enough food. Florence, 6
Most of the children grew what they ate. Theit diensisted primarily of sweet

potatoes. It is a crop that can be grown all y@&wanda, in both the dry and rainy

2 Lack of nutritious food and clean water affectem@i heath. Level of health is a significant tadn
building and maintaining the immune system, whiffacs susceptibility to malaria (Dr. Terry Pearson
personal communication, November 8, 2007). Fronobservations, malnourishment was a significant
issue for the children in the sample. It cleaidylmesulted in stunted growth. | had the oppotyuoi talk
with Dr. Sara Stulac, a pediatrician working in Rmta. She told me that malnutrition is a biggenéss
than is realized in Rwanda. It results in stuntoigvelopmental delay, and massive cognitive arydipal
development issues (Dr. Sara Stulac, personal comaation, September 17, 2008).
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seasons. The children also ate cassava, a stapth that fills the stomach but has little
nutritional value. Sometimes the children wouldcbekingmatokewhen | visited them,
a type of banana similar to plantain. If the cheld had it, they might also add a green

vegetable, likelodoor cabbage to one of the disHgs.

Many of the children talked about their steady diesweet potatoes throughout
the dry season, and about the lack of varietyeir tiet. One boy explained the choices
he had to make regarding what he could afford talmase at the market. He had to
decide between what was nutritious, what was affioleland what would last a long time
without going bad.

If we eat sweet potatoes and beans — we eat theadag time, without

changing our diet, and they don’t contain many miitas, that is why he

(his brother, Kanobanajets sick. If we change our food, we only eat

cassava. lItis always the same. To get cabbapis-enly by chance, if |
find them at the market and they are cheap. Butynianes | do not buy

3 The diet of rural Rwandans not living in extrenmerty might consist of black beans, cabbage,
tomatoesgdodq carrots, avocadoes, peas, cassava, cassava, ieateke sweet potatoes, Irish potatoes,
and sometimes fruit, such as pineapple, passidn lfimananas, and Japanese plums. Meat might ba eat
on special occasions.
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them because they are expensive, and so we deumaltyueat them.
When | have money, | want to buy begbiack beans)because they will
last a long time, but the vegetables will not. &lguwe do not buy fruit,
but sometimes at the market, | buy one of thena adso we grow
pineapples and sometimes we eat it. But we dory'ftit. 1 bought fruit
a month ago. But | do not usually buy them becadse’'t have enough
money to buy fruit and to buy beans to bring homegustine, 18

A few children associated malnourishment with spgbdity to malaria,
however, more often they talked about it in refeesto stomach aches.

Michelle: What do you get sick from the most?

Béatrice: Stomach aches.

Michelle: What is it that makes you sick?

Béatrice: Bad feeding — because a person doesatajood things. We

usually eat sweet potatoes when we get them. Boesahey are not

ripe, and we eat them too early. Sometimes wéangry and they are

there, and we uproot them before they are readigertWwve cook them,

especially because it is the only food we usualtywe get sick.

Sometimes we buy cassava flour when we have money.
Béatrice and her family borrow 0.02 hectares frooo@munity member to grow their
food. Another member of a family of five childranld me that they had little time to
cultivate on their land. They would get up eanythe morning, and try to cultivate
before rushing off to school.

When we eat sweet potatoes every day, we get\8iekeat sweet potatoes

every day and they give us worms. Because waeatévery day,

because it is the only food that we have, so thexware not happy, they

don’t enjoy the sweet potatoes, so they eaf{ @&t stomach aches)

Margerite, 12

In addition to being constrained by poverty in thahility to access nutritious
food, children also talked about the unpurifiedevaiccessed from community taps. In
some rural areas, there is a government run orgamig ElectroGaz, that purifies water
and sells it for approximately 50 RWF (0.07 CAD) &25 liter jerry can. Most

households, however, got their water from the comahpipes that are connected to

underground water sources. Some NGOs have beteamental in setting up these
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pipes throughout rural areas. It does not necéssake long to walk to the tap (on
average 15 minutes), however, it often takes a tong to wait for one’s turn to fill up
the jerry can, especially in the dry season wherldiv water pressure reduces the flow
to a dribble. The water from the taps is not pedif and health messages sponsored by
the government stress boiling water. Although aeitdwould frequently recite these
health messages, boiling their water was oftencdififin the midst of all their other
responsibilities of trying to maintain a househddltivating in the fields, going to
school, and caring for younger household members.

Sometimes we take unboiled water because we davettime to boil it.

We are busy with a lot of activities such as catirng, watering the green
vegetables. Albertine, 18

The firewood we have — we use it for cooking, oobbiling water, we do
not have enough firewood. Margerite, 12

Due to land scarcity, firewood is a scarce resoarmesome children had to walk far to

get enough firewood for cooking.

Figure 5.8 Margerite collecting water. Photo: Mchelle Hardy. August 2008
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5.2.4 Access to Health Care

Access to biomedical treatment for CHH is alsoueficed by proximity to health
care centers. Inadequate proximity to health cangers is a form of passive exclusion
(Sen 2000) that imposes a burden on impoverishedl populations. Health care centers
are normally located near community governmenteffialong or near roads. However,
roads do not permeate large areas of Rwanda’sthiitgin, and many rural households
are situated far from these centers. Childrennudcthat they had to walk from 30
minutes to 4 hours to get to a health center ame isaid that they took any form of
transportation, such as a bicycle or public taknere are some clear distinctions in
treatment choices between those children repottiagit took under an hour to walk to a
health center (six households) and those thatisendk them over an hour to walk to a
health center (eight households). For malarianbgrity in each group identified
biomedicine as their treatment of choice. Howewere children in the group that lived
further away from health centers identified otmam-biomedical treatment options. For
other health concerns, although both groups wene tiicely to identify other options
besides biomedicine, significantly fewer childrerthe closer group chose non-
biomedical options. Also, as noted in Chapter €htieose households that were closest
to a health center were more likely to have heakhrance.
5.2.5 Social Support

Although literature had indicated that CHH are nraaised from their
communities (ACORD 2001; Veale et al. 2001), | fddhat the responses from the
children regarding social support indicated thaiacexclusion or inclusion is a relative
concept. In other words, children experiencedaaeiclusion and inclusion from

particular community groups and at particular tinragher than absolute marginalization.
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They also were active participants in some commugribups and in this way children
sought to establish support for their households.

Most of the children lived in close proximity toeih paternal relatives since land
was commonly divided up among male siblid§<Of the households that lived close to
relatives, five said those relatives provided thwith various forms of support. One
household, Household B, relied on their older begtiwho lived close by with his wife,
for food. However, the eldest, Marceline, said tha support was sporadic, and he did
not assist her with accessing treatment when sheigowith malaria. In another
household, the head of the household frequentermed to her godmother as someone
who taught her about health care and other concémaddition, an aunt would come to
cultivate their land on a weekly basis. In a hdwade of boys, some of them referred to
their older uncle, the family’s patriarch, as somethey admired and respected. The
boys said their uncle gave them advice regardind issues and debts incurred by the
boys’ father during the genocide, which the boysewew struggling to pay back. In
another household, the boys told me that their enanid visit them when they were sick
and make them porridge. In two other householitjren identified relatives who
either accompanied them to the health center osged them with Kinyarwanda
medicine when they were sick.

In contrast, there were five households who sag thd not receive any
assistance from their relatives living close byrée of these households said that their

parents had been in conflict with their relativesdoe they died® In the other two

" National inheritance law has changed to bilatiefaritance, to include female descendents. Afghou
Rwandans practice patrilineal descent (de Lame 2309, because of land scarcity, land ownership is
probably the primary determinant of place of res@efor those living in rural areas.

5 Although Rwandans live in nuclear families, relas live in close proximity to each other, and
according to one community member, there is fretitamily conflict over land use and inheritance, as
well as styles or standards of cultivating.
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households, although the relatives lived immedyageljacent, their support was
infrequent or nonexistent. In one case, the golaplained that the relatives wanted
their house and wanted the girls to move out. H@nehey also said that an uncle
would come and check on them when they had madadeencourage them to take their
medication. In the other household, the second wifithe children’s deceased father
lived next door, but offered the children no suppor

Some children identified poverty as a barrier wwereing support from relatives
or neighbours.

Michelle: Do you ever not have enough food?

Cesarie: When we get it, there is enough foodi$or

Michelle: What do you do if you do not have enoRigh
Cesarie: We eat what we have and we just live.

Michelle: Do you ever go and talk to (her aunt)?

Cesarie: | don't tell anyone, | just keep quiet.

Michelle: Why don’t you tell anyone?

Cesarie: Sometime you can tell someone, theyhaatyou for nothing,
or they just go and back bffeyou out.

Michelle: Why would they back bite you?

Cesarie: Itis how people are. There is no pergom can trust.
Michelle: What about (her aunt)?

Cesarie: Sometimes you see that she has notloing, t

Michelle: What happens if you do not have enougidfin the house, and
you want to borrow some from someone, who would goand ask?
Laetitia: No one can give you food.

Michelle: Why do your neighbours not lend you sdoed?

Laetitia: It is the culture here. | don’t knowitfis in all of Rwanda, as |
have not gone to all places. But in this areaghbburs don’t give food.
You can go and cultivate for someone, and theyginayyou something to
eat. Or you can go and beg, and they give you songeto eat. But
because we are ashamed, we do not go there.

Michelle: Why are you ashamed?

Laetitia: They can laugh at me when | go and aske for food.

As the children’s comments illustrate, poverty warak social support for CHH by

constraining available resources such as food amkegnfor health care, and by

®As discussed earlier, back bite is a term thasrthesed in Rwanda in reference to people talking
derisively about someone to others.
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stigmatising children who are unable to meet thasic needs. Consequently, it

diminishes some children’s willingness or abilityask for help.
5.3 Hierarchies of Age

Examining hierarchies of age among CHH is importarhis research because
many studies, as well as NGO programs, direct reigramming primarily at the head
of the household. Conducting research with alldhiédren in a household provided
significant insight into household dynamics, ana idifferential access to knowledge
and support connected to age and social positieramined age using two approaches.
Mainly, | distinguish between heads of householu younger children to illustrate the
differences in children’s perspectives and expeesrithat may be overlooked when
research and NGO support focuses only on the ettiddt In some cases, to identify
nuances that may be associated with age, | alspa@the responses of children
according to age.

5.3.1 Household Hierarchies

Age hierarchy in the household was readily appavanmty first visit with the
children. Frequently, it was the eldest child, tlead of the household, who would
respond to me and speak for the household. Althcoghetimes it was obvious the
younger household members were shy and did notéeefortable in my presence, this
was not the only reason. On one occasion, | hadhmesecond oldest child, a 15-year-
old, at her school prior to the first visit withetfiamily. | remember having a
conversation with her, and remarking on her effastsommunicate to me in French.
However, when | visited her at home, she defemdukt eldest sister who responded to

all the questions directed at the entire household.
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| made a point of asking the children during thevew to identify the household
head. In every case, the eldest child in the Hmldeself-identified as the head, and/or
the younger children identified the eldest as thadh The children’s explanations why
that individual was the head of the household vgerelar: because they were the oldest,
because they cared for their younger siblings eaabse their parents were dead.
Notably, being household head was based on ageaanéd with responsibilities

When children’s descriptions about malaria andrtbiier health concerns are
situated within the household’s age hierarchy, waann children’s initiatives regarding
health care are evident. Age hierarchy eitherttams or enables the child in addressing
their health concerns, depending on their positiaine home. The eldest child takes
responsibility for the household and is the houtkHdecision maker. This responsibility
is both assumed by the household head and asc¢alibdm by their younger siblings.
When | asked 14-year-old Yvette if she was gointheolndependence Day celebrations,
she replied that she really wanted to go, butedeled on whether or not her 17-year-
old sister let her.

When children were talking about prevention, hoostheads were more likely
to list preventative measures that affected theséloold as a collective. These included
clearing bushes, removing stagnant water, keepi@douse clean, not drinking dirty
water, sleeping in a bed, eating green vegetab#sg clean dishes and using a light
source. In contrast, fewer of the younger membgtise households listed these types of
preventative measures — except for shutting windawesdoors at night. The non-heads
tended to talk more about preventative measuréatfected them individually, like

using an umbrella or not getting wet in the ramk@eping away from mosquitoes. This
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illustrates the sense of responsibility that thaedsehad for the household, and the scope
of their awareness in terms of health care.

This sense of responsibility could be seen in tharaness that the heads of the
household had regarding household possessionsexBorple, when the children
explained why they did not have a mosquito netskbold heads were more likely to
talk about priorities regarding expenditures fousehold needs, rather than only stating
they did not have the money to buy one, as the geuchildren did.

Michelle: Why do you not get a mosquito net?

Angelique, head of household: Because | don't leenigh money. And

when | have money, | need to spend it on buying, faad not on a
mosquito net.

Michelle: Why are you not using a mosquito net?

Désiree, Angelique’s younger sister: We do nohgee the money to

buy one.
It was evident that the heads of the householdraldedl how money was spent in the
household, and thus determined which forms of maafaevention were available for all
household members. Often, there were indicatibasmoney was spent on the priorities
of the household head, rather than the house alicgtove. In some cases, this may have
been because the household head was the incone.e&or example, in one household
of three girls, the eldest, Rosine, sold avocadoethe market, while her younger
siblings went to school. The girls slept wrappedrua tarp at night, because they had no
mattress or blanket and no mosquito net. At ot @tween visits to the household,
Rosine got her hair braided, a hairstyle that bestapproximately $2 CAD, double the
cost of a mosquito net. Another time, she showedmew pair of shoes she had bought
for herself. Meanwhile, her younger siblings wtire same outfits every time | visited

them. As described earlier, her younger sistergakso at risk of being barred from

school because the teachers’ bonuses were not paid.
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The older children were also clearly aware of tlyeunger sibling’s health
vulnerability and dependency.

Michelle: Do you think that the others (her youngiklings) know the
same things as you on how to stay healthy?

Chantal: I think some don’t know.

Michelle: Why not?

Chantal: Because some are so young, and they giehknow.
Michelle: Who is too young still?

Chantal: Celestin and Thérése. Margerite knows,dhe can’t do as |
can do.

Michelle: Why not?

Chantal: Because we do not have the same lewlmfledge and
understanding.

Michelle: Where would they learn these things dew will they learn
them?

Chantal: They will grow up while knowing them.

Michelle: Will someone teach them?

Chantal: Yes, at school they will teach them, bawill teach them.

Not all heads expressed this sense of respongitaliisseminate health knowledge to
younger household members. Age and the levelraipeed vulnerability of the younger
household members may be significant factors & s illustrated in the following
example from one household of two boys, Augustime kanobana (18 and 16 years
old).”’

Michelle: Does Kanobana do the same things aggyastay healthy —
does he try to eat these fruit and vegetablesatolstalthy?

Augustine: Yes, he eats them, whenever | eat them.

Michelle: Does he know that mosquitoes and amosgtsse him sick?
Augustine: | don’t know if he knows about them.

Michelle: Did he not go to the training with you?

Augustine: No. Because we are only two in thisseand we both
cannot go. He must stay here to do work at hooe) as cooking, and
watching the goat we have.

" Gender may be important here — that male heagésé¢ak responsibility for children in their housieho
This may be why male-headed households tend tedispand why there were few of them in my sample.
However, in the two other male-headed householdsyisample, the heads were aware of the health and
well-being of the younger children. Additionalig,two of the households headed by girls, the heisis
took little responsibility for the younger childrefror example, in one, the head sometimes left the
household for a few weeks at a time.
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Michelle: Do you tell him about the things thatyoave learned, or not?

Augustine: 1 won't lie to you, | do not tell hinBut in the training, if they

tell me to buy cabbages and vegetables, then wiogether.

Michelle: Why do you not talk to him about it?

Augustine: When they ordered me to buy vegetdiolestaying healthy,

if I buy them, we share them. That is why | dittalk to him about it.

Michelle: Does he know what malaria is?

Augustine: He should know that, because he got it.

Michelle: Do you think he knows about how he catch malaria?

Augustine: He should know that, but | don’t knowod have to ask him.

The influence of the older children on the youngjaldren’s access to health care
was also very evident. Importantly, it was notyathle head of the household that
showed responsibility for younger children. In @oaversation with Rosine’s youngest
sister, Héléne, she said that when Rosine wasroohd, the middle sister, Béata, tells
her to go and pick the leaves from Japanese plmohstzew them for her cough. The
eldest in a household of five children, Chantals wiien away since she boarded at
secondary school, and would be home only on thieldngd and sometimes on the
weekends. In her absence, her sister Jeanine waukltaken on some of Chantal’s
responsibilities for the household.

Michelle: When you get malaria Jeanine, do yoattiedifferently than

when Celestin and Thérése get malaria?

Jeanine: Yes, because they are young, you havesioit differently.

Because they don't tell you where they are painyog, must hurry and

take them to the hospital.

In contrast, children who are household heads tdpat they took care of themselves
when they were sick, or they would go for treatmmmtheir own. Sometimes, they
seemed to be more stoic about their health. Atpmiet in a conversation with Chantal,
she noted the differences when she got sick anah Wwleyounger brother (the youngest)

got sick.

Maybe, me, | can get sick, and | persevere, anchheot. Celestin can
get sick and cry, or he starts saying he wantsahdthis. But me, when |
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get sick, | am the person that is supposed to foothese things, so |
cannot say that. Chantal, 17

Certainly, the heads had an enormous amount obneglity, which, for the
most part, they seemed to take quite seriouslye hgads of the households were
frequently the ones involved in earning an incoargl they appeared to be the ones that
took on the burdens of whatever misfortunes thesedaced. Often, they identified their
responsibility and the amount of work they did las ¢ause of their health concerns.
Cesarie, the head of her household, worked atad toarket, buying produce and
attempting to resell it for a profit.

Michelle: Are there other things that make yowk®3ic

Cesarie: Headache. Sometimes it is caused byhsw)or very many
problems that make you mad. They give you a héadakt the market, |
am selling outside in the sun. You feel it, winensun is shining. You
feel it coming slowly by slowly, until you get atiache.

Michelle: Is there something you can do to make sou don't get a
headache?

Cesarie: Protect yourself from the sun. You dgp’into the sun. | go
out of the sunshine when | get home. When | reaate, | get well.
Michelle: You also said that you get many probleand that sometimes
makes you mad. What kind of problems?

Cesarie: Yes, there are many problems. Sometis®dsthings, and | get
a loss and | think so much how we are going tq bwvel | don’t have any
way through.

Michelle: Are there other things?

Cesarie: When | come home, and | have found biegt have stolen from
us, and | think of many things and | get a headach@/hen I think of very
many things, how people have disappointed me, & getadache. Like
when | think of the person who charmed my mothem ether things that
are not good.

In contrast to the sense of responsibility expr@$sehousehold heads,
conversations with the younger children highlightteeir dependency on older siblings.
The younger children would often say that theireolsibling assisted them with
accessing treatment, accompanying them to a heatiter, or getting Kinyarwanda

medicine when they were sick. Hélene, the younggttiree, talked about the different
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types of treatment that her older sister, Rosissiséed her with when she was sick.

Michelle: Where did you learn that dirty water ggvwou worms?
Hélene: Because when | take it, | get worms.ellite- they shout.
Michelle: What do you do when they shout?

Hélene: Rosineicks medicine for me — herbs. It helps.
Michelle: How do mosquitoes make you sick?

Hélene: If you do not have a supa net, they eat you get a rash on
your face.

Michelle: Do you get sick from other things frohetmosquitoes?
Héléne: Yes, malaria. You get malaria from moseps.

Michelle: What do you do when you have it?

Héléne: Rosine takes me to the hospital.

An eight-year-old boy described to me the attemiss of his 18-year old sister.

Athanase: Sometimes | sit in a lonely place, add't feel good. But

when | am playing soccer with the children, | fieetter. Many times | sit

inside the house, or sit on stones outside, ane them alone because

Valency(his older sisterhas to go somewhere.

Michelle: Are you able to find your friends an@ylsoccer so that you

feel better?

Athanase: Because Valency knows that if she laaeeslone, | will sit

alone here, so before leaving, she tells me torgblaok for friends to

play soccer with.
A distinct exception to this theme of age-basededdpncy was in Household J, a
household of boys, two brothers and two cousinge &f the cousins was 14 years old,
had lived with his grandmother for a number of gdagfore she died, and had learned a
lot about Kinyarwanda medicine. When Thierry mouedith his cousins, he continued
to rely on that knowledge. He would more often g&t he would treat himself with
Kinyarwanda medicine rather than receiving helprfrane of the older boy3.

Since the oldest child controlled the decision-mgkn the home, sometimes the

health knowledge of younger siblings may have libesrted. For example, Kanobana,

the younger boy in a household of two, had receavatbsquito net from a local NGO,

"8 Prior to moving into this household, Thierry hasbdearned about mining for the minerals coltad an
cassiteritewhich could be found in a local river. He haddhithe other boys in the household, and now
the household was able to sell %2 a kilo of casttareekly for 1,500 — 2,000 RWF ($3-4 CAD). (They
said coltan was hard to find.)
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but it was not hung up. In this particular homeuskehold L, the boys sleep in separate
rooms. Kanobana slept next to the kitchen, undendow that opened directly over the
cooking fire. Over the course of the interviewsatl with the boys, | had encouraged
them to hang up their net. On the fifth visit, Aisgjine, the eldest, told me that they had
decided that the net should be hung in his roonthabit would not get damaged by the
smoke from the fire. He showed me the net thdtdtehung up. It had been hung so
that it covered the whole room, and it was handing inches above the bed. | took the
opportunity to assist Kanobana with re-hangingnéieso that it covered the bed and
could be tucked in. It was soon evident that hewkhow it should be hung, and that he
had read the instructions on the back of the pazk&tpwever, he may have been
reluctant to challenge his brother’s approach wthemet was hung earlier.

In spite of the challenges that younger childrerefe expressing health care
knowledge, some of them talked about the respditgithat they took for their own
health care, and in accessing Kinyarwanda mediclinies was commonly expressed
when talking about other health concerns besiddarrmaand in those households where
the head was frequently away (e.g. working at theket, or attending school).

5.3.2 Forms of Social Support

The children’s opportunities for social interactiware also age-dependent.
When | visited those households with children yamtgan eight or nine years old, these
children were frequently outside playing with thigiends. Their chores (collecting
water, firewood and grass) also took them outsfdeehome and into the community
and brought them into contact with others, wheteasousehold chores for heads were

mainly centered around the home. While schoakguently viewed as providing
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opportunity for socialisation of the younger chddr some of them were excluded from
their peers.

Other children are rich, they wear good clotheg\tinave nice books and

go for rides in motor cars, and they eat meat. Bjtwe have poor books

and they say that we bring poor books. So whetf thtem to choose me

(when playing gamesjhey say to me, “Tell your mother to buy you bne.

They tell me that they will always go in cars, démein they ask me,

“Where is your mother, won'’t she take you in a ¢aMargerite, 12

The vulnerability of the younger children may aleve prompted people to
provide support. In one household, the 15-yearelad went to school, and the younger
children, six years and three years, were lefthair own, under the watchful eye of a
neighbour. During the course of one interview witts household, the younger children
were outside while | was talking with the eldestd:h At one point, one of the younger
children came running in nibbling on a sweet potaten to her by a neighbour. In
Household Q, a household of five children, an divirtg close by had informally
adopted the youngest sibling when the mother hed ali childbirth. Celestin was now
six years old and had begun to move back in wihdnir older sisters. He reported that
he frequently slept at home with his sisters, buaried at which house he ate his meals.
His two oldest sisters had been seven and nine wisénmother had died, and they had
been left on their own. In another household af,twhen the 18-year-old had gone to
the capital to care for her older brother who wek, s relative had come to stay in the
house with the younger, eight-year-old brotherHbausehold L, relatives had taken in a
three-year-old, and left the 16 and 18 year old.

While heads of households may not appear as vidleess their younger siblings
and therefore may elicit less support from themowunity, many of the heads did

identify support that they received, and sometitheswas due to their position in the

household. For example, one head of a househeddidintly mentioned l[dkundabana
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as a supportive mentor who cared for her when stsesick, or helped her to borrow
treatment money from neighbours. Another headhafwsehold told me about a church
member who, upon hearing about the conditions irchvbhe and her sister lived, began
lending her money weekly to buy produce to reseltree market for profit.
5.3.3 Differential Access to Knowledge

As discussed previously, it was evident that @l ¢hildren were aware of
government-sponsored health messages regardinganalat they received these
messages through different means. Non-househaldsheere more likely to be in
school compared to heads, but older children wereerikely to attend community
health training than their younger siblings. Moften than younger children, heads
identified health centers, NGOs and the radio asces of health knowledge.

Interwoven in the younger children’s explanatiohthe causes of malaria were
messages that reflected informal teaching andnmébsocial networks. Six-year old
Celestin, who spent part of his day at nursery schond the rest running around outside
with his peers, told me that the devil can causkan@a When | asked him where he
learned that the devil causes malaria he repliat“tie is a bad man. All the children
(told me).” Celestin’s ideas about malaria alsewdupon his school instruction. This
was apparent when he said “a mosquito can findoyothe bed and cause you malaria.”
He had learned that mosquitoes cause malaria ooscl®ther children also referred to
their peers and neighbours as sources of heakhkcawledge.

Michelle: Why do you get a throat infection frohetsun?

Gilbert: | learned this when | got it when | waissghool and was in the

sun for a long time, a class mate told me thathatit was from. | am

supposed to keep from the sun — when | go and romeschool it is not
hot, it is hot from 1 to 3 pm.
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These examples show that children draw upon diftelemains of knowledge, including
their peers, schooling, NGOs, etc., in understantheir health.

The children’s descriptions about their experierafdseing sick with malaria and
their symptoms show some age-based variation. ydhegest children, like six-year-old
Celestin, told me that they had learned in schioat thalaria was something very
dangerous, and they referred to malaria as a tihenwhey felt very sick.

Michelle: What is malaria?

Celestin: Itis a bad sickness. Because wherggbsick from it, if you

don’t get well, you die. | learned that at school.

Michelle: Have you ever had malaria?

Celestin: Yes.

Michelle: How did it feel when you were sick withalaria?

Celestin: You feel like dying.

Michelle: What do you do when you get malaria?

Celestin: Nothing. | get pain in the stomach.

In contrast to older children who were more preaiseut their symptoms, young

children like Celestin would identify few symptombien they described their experience
with malaria. Since they are dependent on theierosiblings for access to health care, if
they are not able to articulate many symptoms, thay not receive appropriate care.

Some of the older children, depending on their experience with malaria, did
not describe malaria as such a severe illnessagtimger children did. Perhaps this
was because they were the decision makers inhibalth experience, and had had the
opportunity to express a certain amount of cordax@r their illness experiences. This
was apparent in the conversations | had with Rbgljpvho, at eighteen, was the oldest of
four boys in his household.

Michelle: You said that you sometimes get malabea you get it a lot?

Philippe: Yes, | getit around two times per yeard | am sick for three

weeks. But if | get medicines, | am sick for maylmeweeks. | usually go

and get medicines from the pharmacy — a privateioi@wn). It is an

hour walk. | can get medicine for malaria for 6ROVF($1.33 CAD)for
12 to 14 pills that | take for five days for makaand fever.
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Michelle: Do you usually buy medicine for malaria?

Philippe: It depends, when | am feeling very baave to buy medicines
from the pharmacy. When | do not feel too bathy at home and don't
buy the medicines. Most times, | do not buy meej@nd just stay at
home.

Philippe had had the opportunity to determine thatment choice for his experiences
with malaria, and had been able to successfullyagant. He did not discount the
seriousness of malaria, but did not consider hihaselulnerable as others were to
malaria.

Michelle: Do you think that malaria is a serioickaess?

Philippe: Yes, I think that it is serious, but ymeglect it because in most
cases it kills young children, or pregnant womestduse they do not
have the capacity to fight against sicknesses, @neyot strong enough to
fight against diseases.

Michelle: So for someone like you who is strong &ealthy, it is not
something to be worried about?

Philippe: Yeah, there is nothing that disturbs jast working.

Michelle: But isn’t there some types of malariatthre really serious, that
can kill someone like you who is strong?

Philippe: Yes itis there. If you get it, and yarne careless and you don’t
go to the hospital, you can easily die. When ya&tutgif you immediately
go to the hospital — you can be fine. But if yelag, it may be hard to be
fine.

Michelle: Can you tell right away, at the begirginhen you get malaria
if the type you have is not serious, or if it isiges, and that you must go
and get medicine?

Philippe: You can know right awdwhen you first get malaridahat it is
serious.

Children’s understandings, experience and resptonigeir health were
dependent on their age, as well as their partiqudartion in society and in their
household. Household heads held the burden obnesdplity for the home, a
responsibility that gave them privileges in deaismaking, but also demanded that they
care for their own health. Their experience iri-sate gave them more opportunity to

participate in their treatment choices for maladthough younger children’s
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dependency on household heads and their vulndyaibilierms of their health are

apparent, their vulnerability also elicits infornt@mmunity support.
5.4 Gendered Opportunities and Constraints

The public domain in rural Rwanda is male domingteLame 2005:119).

Public domain in rural Rwanda refers to communé#hgang places, such as local bars or
the local government office. | commonly saw meiteling in public places, leaning
together against a bridge while they listened $o@er match on a radio, or sitting on the
grass on the side of the road, drinking beer, Ipatdly saw women loitering in public.
The exception was at the market, but they weregadyan selling produce.

Private space is also gendered. As one commuratgler told me, in the
household, the man “controls” or “leads” the houBk is responsible for the decisions
regarding the household. Additionally, as notethminterviews with the community
members, there are significant differences in ti@es for which men and women are
responsible.

The lack of gender diversity among my householdladianits the amount of data
regarding gendered influences, and consequentlgahelusions that can be drawn.
However, some of the material from the children&dssions points to significant
themes regarding gender and health care, incluatbegtiveness to health, the influence
of gender ideologies on health care, and accessturces.

5.4.1 Attentiveness to Health

Attentiveness to the body and to health was a fsoginit theme in the children’s
discussions of malaria and health care. Amondptys, there was not the same degree
of attentiveness to the body and to health as tivasetamong the girls. This was evident

in several ways. First, when describing symptofmealaria, girls tended to describe
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more symptoms than boys. Second, when discussenfyegquency of malaria, girls were
more precise, specifying the number of times theey Inad it over the past year, whereas
the boys commonly did not.

Malaria, but it is rare. Once per year. Rosin&, female

| don’t know how often, | can get malaria at anypéi. It is difficult to
figure out. Kanobana, 16, male

Third, girls described being sick longer compaetdys. When describing the duration
of a malaria episode, boys said that they werefsick week while half of the girls
reported they were sick for one week, and the ethaid from two weeks to one month.
There is no indication in the literature on maldhat females are more susceptible to
malaria. Furthermore, when | asked the childreatwhade them sick, almost all the
boys identified malaria, but the girls did so lefen. However, girls tended to identify a
greater variety of health complaints compared tgsbo

Another indicator of gender-based differences terdiveness health was
attention to body size. From my previous experenorking in Rwanda, | knew that
body size was sometimes referred to as a sign altvand well-being. | assumed that
the children might talk about body size as an iatticof health. However, in my
discussions with the children, only a few girlsetthis, while none of the boys did.

Claudine: When | am sick, | am like tifgointing to her picture)and

when | am healthy, | am very fat.

Michelle: When you are sick, are you fat as well?
Claudine: No, I am very thin.

Margerite: When | am sick, | am very thin. Whem not sick, | am very
fat.

The drawings by Claudine and Margerite (Figure Bl@3trate similar ideas about body
size. The top figure in both drawings is a pictof¢hemselves when they are sick and

the bottom figure they identified as themselvesmtiey are healthy. In Claudine’s
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drawing, her bottom figure has thicker legs, iltaihg being fat. In Margerite’s

drawing, her bottom figure is much bigger thanfigare at the top

of the page.

Figure 5.9 Claudine’s drawing. Photo: Michelle Hirdy. August 2008

5.4.2 Sanctioned Gender Roles
G ' In rural Rwanda, both men and women cultivate enftelds

/J :‘ in the morning. However, as Ernestine, a commumiynber, told

me, in the afternoons women go home from cultivatiake care of the children, and do
the chores around the house. Men, if they havaals| will look for grass to cut for
them, or “they will walk around, the way men usyaialk.” In other words, men have
more freedom to move around in public compareddmen. Women’s afternoon
activities are largely centered on the home.

In the households | interviewed that were headeditty, the boys were
responsible for getting water, firewood and grasgstie domestic animals. They rarely
cooked, did the laundry, washed dishes or cledmetiduse. In the households headed
by boys, the oldest boy did not cook, or wash dishad they rarely cleaned. This was
done by younger household members. During a ceatien | had with Valency, she
explained to me the different roles, and her pdraep of the health consequences of
these different role§.

Michelle: Are there things that make girls or baysk differently?

Valency: They are not the same because they doavetthe same work.

Because girls work harder than boys.

Michelle: Do all girls work harder than boys?
Valency: Yes.

" When asked specifically about any differences ating to gender in types of sicknesses, the childre
rarely identified any. Valency was an exception.
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Michelle: What kind of work do girls do that bogle not do?

Valency: Girls cook, look for something to usedooking, they wash

clothes, and when you cultivate, the girls plamt $keds. The boys don't

know how to do this. The boys look for herbs famdstic animals, they

fetch water, collect wood and they cultivate.

Michelle: Who told you that girls work harder thiaoys?

Valency: | remarked on it myself, because | caald with my eyes that

our work during the day is different.

Michelle: Do girls get sick more often becauseytvrk harder than

boys?

Valency: Yes, because after working hard, theyiget and fall sick.

Further evidence of the impact of gender roles seg in the children’s
discussion on prevention for malaria. Although tabsldren recited the three or four
biomedical prevention messages, some children aaded other methods of
prevention. Among these children, noticeably ngrks said that keeping a clean house
would prevent malaria. They also identified slegpn a bed, eating green vegetables,
and using clean dishes as preventative measurentrast, it was only boys who said
that people should not drink dirty water, and fhedple should try not to get wet in the
rain.

Another gendered theme became evident in the emilsldiscussions of their
sense of community and community assistance ragatieir health concerns. In the
sample, girls talked about issues to do with saxalusion in their community.

There is no one else who | can talk to. Becauseetis no other, there

are only thesé¢people at her church). (Not even your neighbguisa,

not my neighbours. No, we don't like talking withny people because

with some we have misunderstandings. Like ourrgardied, some want

to take our lands or our gardens. Albertine, 18
When | asked another girl, Rosine, about talking tmmmunity member, she said to me
that she did not want me to talk to the neighbd@sause she had misunderstandings

with them, and they do not talk to each other.nBicantly, although some boys talked
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about not getting help from relatives, no boy tdlkéout societal distrust. One boy even
talked pointedly about making connections in thengwnity.

Because | am well known all over here, if tiggople in the community)
know that | am feeling sick from malaria, they cdmeee me, and most of
them help me. Because | am very kind to them| arake conversation
with them, and they want to see me every dayow sto arrogance to
people. If someone wants me to help them, | helm immediately
without delay. If someone wants to send me onrama | do it right
away. Raymond, 18

It is evident that in Rwandan rural society boysehmore opportunity to build
relationships outside the household, since theipdbimain is accepting of males, and
also because people see them as less competeming for the household. In contrast,
girls may be more susceptible to isolation, beca#lusg have less opportunity to connect
with people outside of the family home, and becdheg are assumed to be capable of
doing household chores.

Evidence of varying social opportunities based endgr was seen in the
children’s drawings and discussion about beingthgalWhen | asked the children to
draw themselves when they were healthy, many by themselves playing soccer.

Michelle: What can you tell me about that makes gealthy?

Gilbert: To make conversation with other childrém practice sport, to
play soccer and to eat food that contains all teeassities.

Michelle: So, playing soccer keeps you healthy?

Gilbert: Yes, | know it does. | am able to da lbt. I doitin the
afternoon, and in the evening | am tired then. Barh not too tired to
play it in the afternoon after | have worked in therning(during the
school holidays)

Michelle: Does Laetitia (his sister) do the sakmads as you to stay
healthy?

Gilbert: She only talks to her friends, becaugtsgire not able to
practice sports.(After some discussion with him about this he amunid)
| think it is the grown up girls that do not pramisport. The young girls
play soccer.

However, girls are not entirely isolated from commityinteraction. Some talked about

involvement in church groups, such as youth grargshoirs.
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5.4.3 Unequal Access to Resources

There were some noticeable trends in access tcalathédnimals that differently
shaped girls’ and boys’ ability to care for the@afth. In the sample of fourteen
households, those headed by girls cultivated Oetfane on average, and those headed
by boys cultivated 0.42 hectare on average. Thmaatthat this had on the health of the
children can be seen in what they identified asiéarto health care. More girls talked
about the lack of firewood as inhibiting them framiling their water. In contrast, boys
rarely identified a lack of firewood as an iss@ne of the male-headed households
showed me an area of their land reserved for gpwies that they were using for
firewood. Girls were also more likely to talk abaoleir overall lack of nutritious food,
in contrast to boys who might only talk about seasdarriers to nutritious food.

Two of the three households headed by boys owned (aroviding them with
manure to fertilise their field$f,whereas only one out of eleven households heagled b
girl had a cow, and she had an older brother limigigali who periodically assisted her
financially. Besides the cows, the households éédy boys tended to own other
animals that were more expensive, including goadspags, whose manure could also be
used to fertilise their crops. The households gddy girls, if they had animals, owned
less expensive ones that did not provide as muthder for their fields - hens, rabbits
or guinea pig8’ All three of the households headed by boys hattiae, a light, a
mosquito net (not hung up), blankets, a stove ahebat one bed, and two of the
households also owned a radio. In contrast, ireléxéen households headed by girls, just

over half had a latrine, less than three-quartetBemm had a light, less than half had a

8 Rwandan cattle do not give as much milk as westeed dairy cattle. Only Household K talked of
drinking the milk they got from their cow.

8 The households tried to sell the eggs from theshend raised the rabbits and guinea pigs to eti®
market.
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mosquito net, two households did not have a blamy two households had a stove,
four households had a bed, and only three ownedia (See Table 3).

Due to the limitations in the sample, few signifitaonclusions regarding gender
differences could be drawn. There were no siganfi¢crends in the data that indicated
that girls had less opportunity to access heaftirimation or resources. However, there
is indication that gender privileges boys by allogvthem freer access to informal social
connections and material resources. In contratd, greater attentiveness to their health

may result in better preventative measures andteatcomes.
5.5 Chapter Summary

The children’s understandings, experiences anrsgs to malaria indicate that
malaria is a significant health concern to the CHEVery child said they had suffered
from malaria at some point. However, malaria repnés one of many health concerns to
the CHH. When examining their other health conseconcerns that are also closely
connected to their impoverished circumstancegadbmes apparent they receive little
attention by government sponsored health trainmg@®@O programs. Furthermore, the
significant barriers that impede CHH from implemegtpreventative measures
regarding malaria are rarely addressed in the atdimbd programming of NGOs.
Although efforts are being made to provide impaosteeid CHH with health insurance,
many households do not receive assistance, anohalsiomedical treatment options
become increasingly stigmatised, CHH are able thtili® in terms of their health care.

The children’s comments illustrate how their houdetand social position, based
on age and gender, results in different accesaremand support in regards to malaria,
and health care in general. For example, younigéngs in the CHH are often entirely

dependent on the resources of the eldest childewbusehold heads make decisions
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regarding prevention and access to health canm&taria. In terms of gender, girls,
although evidently attentive to health, face pattc constraints to accessing social
support and land-based resources, and their atolityplement health care practices.

In the following chapterAnalysis,l draw together the themes that have emerged
from the data derived from the interviews with #@&0Os, community members and
CHH. Critical theory and current literature dissed in Chapter One are used to frame

and support the conclusions that | have drawn fiteerdata.
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CHAPTER SIX: ANALYSIS

Figure 6.1 A snapshot from Household G — An NGOehicle, and community members leaving
church. Photo: Michelle Hardy. July 2008

The ethnography of social violence implicates thaia dynamics of

everyday practices as the appropriate site to statedt how larger orders

of social force come together with micro-contexttocal power to shape

human problems in ways resistant to the standgstbaphes of policies

and intervention programs (Kleinman 2000:227).
Building on the interviews with the CHH, NGO stafid community members, this
chapter draws from a critical theoretical framewtarlorovide analytical insight into the
barriers that exist for CHH in addressing malaniby these barriers are prevalent, and
how they have been established. In particulasglaritical theory to examine how the
children’s perceptions, understandings and expeeof malaria are shaped by social,
political, cultural, economic, ethnic and gendeatdas (Guba & Lincoln 1998:203). |
begin by showing how the particular positions ofHCHithin rural Rwandan society
result in disproportionate social suffering. Sosig#fering, as it is used within
anthropological literature, refers to the individaacollective distress resulting from the
processes of political, economic or institutionadver (Kleinman et al. 1997). These
processes are characterised by structural violgaakung 1969), or the systematic and
unequal distribution of resources by social strregior institutions, based on factors such

as ethnicity, gender or socioeconomic status (Fai®@9). The concept of structural

violence enables me to point out the determinahtiseosocial suffering of CHH, and to
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illustrate that their health care is not wholly dadent on their compliance with
biomedical health messages, but rather is constlably these structures that have shaped
their impoverished environments. The chapter ttercludes by examining the

influence of structural processes on the childragsncy, their “socioculturally mediated
capacity to act” (Ahearn 2001:112), in regardshigirthealth caré?

For rural Rwandan CHH, malaria is just one of tlmeamy pressing health
concerns. The barriers to health imposed by amweipshed context shaped by
structural violence and wracked by social sufferemgywell as the social ideologies
associated with hierarchies of age and gendemgmigtshape the children’s perceptions,
understandings and experience of malaria, butitifalit community support of CHH.
Furthermore, although poverty, inequality, and fhsient health resources are central to
the NGO presence in Rwanda, NGOs are also constiantheir ability to identify and
respond to the CHH’s primary health concerns. Mweee, NGOs are also instrumental
in perpetuating inequalities that prevent CHH fnaoeiving required support. Efforts
that ignore the contextual factors and socio-ecoaalynamics that mitigate children’s
ability to access that treatment and preventioardfieither protection for individual
children nor the potential to transform the relasioips of inequality that dominate their

lives and produce their suffering” (Mitchell 2008a7).
6.1 Social Suffering

6.1.1 Patterns of Suffering
Although social suffering is experienced colleclyydt is evident in individual

lives. Children in rural Rwandan CHH live in a ¢ext characterised by the social

82 Social suffering, structural violence and ageneydeeply interconnected, and although | focusamie
in relation to the children’s perspectives and ewgmees of malaria, and in terms of the supporegiby
community members and NGOs, at times it is difticalfully discuss one without reference to theeoth
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suffering of poverty, poor health, and limited ealtign. Yet, they experience that
suffering in very immediate and individualistic veahat relate, in large part to their
positionality within their household and communi#lthough Kleinman et al. (1997)
have written extensively on social suffering, thisréttle theory on the level of the
individual or on children’s social suffering. lesd, their work examines politicized
forms of suffering, such as that experienced bygeés and victims of torture (Daniel
1997; Asad 1997). In my analysis, | rely on fersirstandpoint theory (Haraway 1997;
Harding 2004) to examine how the positionality oftbCHH and children results in
disproportional suffering. As noted in Chapter OiHaraway (1997:304, n. 32) describes
standpoints as “cognitive-emotional-political acl@ments, crafted out of located social-
historical-bodily experience - itself always cotgtd through fraught, non-innocent,
discursive, material, collective practices.” Alfahd rich standpoint analysis is beyond
the scope of this research project, and insteaeé this approach to examine how social
suffering refers to more than collective sufferofgndividuals. Rather, social suffering
refers to the ways in which the organisation ofetycand the place of groups and of
individuals within society generates suffering.

The suffering of the children in CHH represents tlainman and Kleinman
(1991) have identified as “routinized forms of suiihg” associated with the poor and
vulnerable. This suffering is evident in the impashed conditions of the CHH and
their corresponding hunger, thirst, and ill heal&dditionally, the social context of the
CHH is characterised by “suffering resulting frortreme conditions” (Kleinman and
Kleinman 1991), in particular, due to the yearsioil war, the 1994 genocide, and the
AIDS epidemic. The political nature of this suffey results in oppression and rejection

of marginalized groups of people.
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The suffering that children in CHH experience ilatien to malaria is evident in
their hungry and malnourished bodies, which makemtmore susceptible to malaria.

All the time | am hungry, | have no energy. | @6 Imave enough food to

support myself. It is not the reason why | getanal but if | ate at the

right time, and ate without being so burdened, dneat well, | will fight

the sicknesses. When we don’t have enough fooektwehat we have,

what we don’t have, we don'’t eat, so we don't édarie-Claire, 18
Furthermore, suffering is evident in the childrearsiety over not being able to prevent
themselves from getting malaria.

What can protect me from malaria, like a mosquitd@w can you protect

yourself? | feel that there is nothing (I can d&ven when you sleep

under a mosquito net, when you are walking in tbenmg, it can bite

you. When you are seated in the evening, even ywheare coming home

in the evening, it can bite you. Cesarie, 17
Suffering is also manifested in the experienceavgoty and the enormous effort that is
required for the children to access biomedicalttneat. This was illustrated in
Marcelline’s experience the last time she had meale8he had to walk alone for four
hours to theentre de santéfter she had sold her rabbit to get the moneyréatment.

Furthermore, the suffering that the children exgrase is also evident in relation
to their other health concerns as well as theieotorries. Some children talked about
getting sick from being outside too long in the &fternoon sun, others talked about the
hard work involved in cultivating, resulting in gobacks. Many children talked about
the upset stomachs they got from not being abb®iicheir water, due to a lack of
firewood. Children also talked about their anxiabput being thrown out of their homes
by relatives who wanted the use of their home.

While these forms of suffering may well be routeulz “not all suffering is

equivalent, in spite of pernicious and often seliveng identity politics that suggest

otherwise” (Farmer 2005:50). For example, worldeyidomen experience sexism, an
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ideology that results in an inferior status to njlgarmer 2005:43). Analysis of the
suffering of CHH illustrates that it is patternegdender, age, and household hierarchies.
Social ideologie¥ based on gender and age influence the childresrtseptions and
experiences of malaria and result in differentidfexing. | observed gendered suffering
among households headed by girls, who had lessstacéand compared to households
headed by boys. Girls were also more likely tk tddout their general lack of access to
food. Furthermore, the girls experienced moreadasolation than the boys. The girls
talked about feeling ashamed because people waudghlat them if they asked for help
with food. In contrast, none of the boys talkedwlfeeling anxious or stressed due to
lack of social support from community members faict, one boy, Raymond, said that he
was so well known in his area that when he had maafaany people came to see him
and help him.

There is also evidence of differential experienmlesuffering based on age.
Some of the young children in the sample weredeihe while their elder siblings were
working or at school. They had to rely on neighisdor food, or cook for themselves, as
one six year old did. Consequently, these chilanay be more susceptible to
malnourishment, and hence poorer health. Additipnas indicated by other research
among young children (Peltzer and Promtussanan08)2the younger children in the
sample were less likely to identify symptoms of ana. If they are unable to identify
how they are feeling to the older household memiéis make treatment decisions, their
sickness experience may be prolonged. The paatisulnerability of young children is
supported by other research conducted among CHRivenda (Boris et al. 2006), and in

northern Uganda (Oleke et al. 2006:275).

8 Social ideologies are shared beliefs or ideasrdigg how life should be organised. These ide@sgi
mediate behaviour, relationships and roles (seesland Williams 2004:157).
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In contrast to the vulnerability of young childréhe household head carries the
burden of responsibility for the care of the youngjaldren. This burden is evident in
their anxiety over not being able to provide fog fftounger household members, and in
the tension they feel due to the lack of commusitgport. Although there is little in the
literature that focuses on the particular suffeohpeads due to their responsibilities in
households, in my research household heads inditiaét they were more susceptible to
anxiety and stress, and that they had no one foosufhem when they were sick and
needed assistance. They were also more likelgge their ill health on the greater
workload that some carried. For example, somedntbie headaches they got from
anxiety, or the sore backs from being the onlyiort@eir household that cultivated in the
fields. Furthermore, heads were more likely tovghesiliency, stating that they could
not cry like their younger siblings, as they wezsponsible for the household.

The children’s suffering, their bodily experienadsnalaria, their concerns about
their future and anxieties about their daily neisdsystematized by social patterns.
These patterns, based on gender and age hierarateesast as “normal” or “natural.”
For example, the fact that girls stay home and take of the household and have less
opportunity to interact with others in their comntigs, reflects larger patterns evident in
rural Rwandan society. That the head of the hauldedhould bear the responsibility for
the younger household members is accepted by comypmembers and NGOs. These
“practices of casting social experiences as “n#éitord'normal” obscure the greatly
consequential workings of “power” in social lifeKleinman et at. 1997:xi). The
“naturalized order” of their world represents anfioof power that is rarely overtly
challenged, because it is central to the way thidreim constitute themselves as subjects

(Foucault and Bourdieu cited in Moore and Sandef662. 3). This was evident in the
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younger children’s acceptance of the head of theséloold’s control over household
decision-making.
6.1.2 Responses to Suffering

A close examination of the suffering of CHH pointg the underlying social
determinants of their health, and how the insidicatsire of poverty results in a
continuous lack of physical, economic and socisbueces required for health care.
Much like other initiatives in Rwanda (Presideri¥lalaria Initiative 2007; Rwanda
Development Gateway 2007; UNICEF 2004; WHO 200#) NGOs that | interviewed
did not acknowledge the determinants linked toaladeologies on age and gender.
Although there was more discussion about the effetcpoverty, the emphasis on
mosquito net distribution by NGOs ignores the that children live in environments
that are breeding grounds for mosquitoes, andthieftinadequate housing provides
them with little protection. Although some NGOdsidized the health insurance of the
children, they did not take into account that affter program was over, the children still
did not have the economic resources to buy themr imsurance. Nor did they consider
that gendered access to land-based resources sdyinea higher number of households
headed by girls suffering from hunger and weakemedune systems. Furthermore, the
NGOs work with the household heads reinforces thesehold hierarchy, and although
some NGOs indicated that they were aware that keayd is not necessarily shared with
younger children, they did not address this isau@eir programs.

The social suffering experienced by the childreexacerbated by the suffering in
their impoverished communities. Research conduafied the genocide noted how the
position of all children in Rwandan society hadmded since 1994 (Cantwell 1997:57).

Prior to the genocide, children had been integraommunity life. However, due to
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widespread community distrust, children have Ibstrt“unifying central place in

society” (Cantwell 1997:57). Later research coneddy Andrea Veale (2000:236) on
social relations and social support in Rwandan canities indicated that Rwandans see
the previous societal norms of collective care @sponsibility for children as having
changed. In the workshops Veale facilitated, maegple stated they felt that their
situation, poverty and daily responsibilities pnetezl them from caring for vulnerable
children, such as CHH. People also pointed tortheked rise in societal distrust since
the genocide, conflict over land and inheritancel &amily restructuring due to the death
of some members, all of which resulted in dimingkellective support (Veale
2000:236).

Although Cantwell’s (1997) and Veale’s (2000) resbaoffers insight into how
community suffering has led to the marginalisattdiCHH, it ignores social ideologies
that lead to variation in community responses tdHCHVhile evidence of social
marginalisation was evident among the CHH in mgaesh, children’s access to social
support was also linked to gender. Householdsduehg girls were more susceptible to
marginalisation, possibly because sanctioned soalie$ confine them to the household.
However, | would also argue that gender affectsy®of social support. For example,
because girls are associated with household clamegiurturing activities they may not
have appeared to need as much assistance asfbarysxample, girls that headed
households were less likely than boys to say conimmaorembers assisted them with
food preparation when they were sick. Additionadigcial perceptions of vulnerability
could be seen in the differential access to satipport based on age. Younger children
evoked more community support than older childben,were also vulnerable to

exploitation by relatives, such as appropriatiotheifr land.
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Social suffering does not simply refer to the suifig of a collection of
individuals. Rather, patterns of suffering revygasitionality, resulting from larger
structural forces and social ideologies. Thediperiences of the CHH reveal their
suffering, and “they tell us what happens to onmany people; but to explain suffering,
one must embed individual biography in the largatrm of culture, history and political

economy” (Farmer 1997:272).
6.2 Structural Violence

Analysis of the larger matrix in which the CHH'ographies are embedded
necessitates a geographically broad and histoyidaekp study (Farmer 2005:42) of how
global political and economic processes interseitt Rwandan national level policies
and result in structured risk of poor health outesrfor CHH in rural Rwanda. Drawing
from the literature, | begin by showing how the omaprished conditions in which CHH
live and their experience of malaria are linkeg@labal economic policies that also
continue to shape the children’s health throughptiesies’ influence on NGO
programming. | then examine the influence of c@bsm and its repercussions in
relation to land scarcity in Rwanda, which not ordgults in social tension and
constrains social support of CHH, but leaves théi@¥ith few land-based resources.
6.2.1 Global Polices, Malaria and Poverty

Malaria, like many other diseases, is associatéa paverty (Farmer 1999;
2005). Due to poor housing conditions and landssaverrun with vegetation and water
in the rainy seasons, the CHH’s surroundings ageding grounds for malaria. The
children’s lack of access to land-based resoulesdts in a meagre diet, making them
more susceptible to the disease, and their laglcofomic resources constrains their

access to biomedical treatment. The followingukseon begins by identifying how
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global policies have led to malaria becoming aalseassociated with poverty, and then
identifies the larger global economic policies thave influenced the prevalence of
economic scarcity within Rwanda.

Although malaria is considered a “tropical problémwas a major concern in
the United States until the early 1900s, and has lieund as far north as Canada and
Siberia. It was also endemic throughout Europeteet was eradicated (Holtz and
Kachur 2004:133, 135). The reduction of povertthiea West brought “improved
housing, screened windows, mosquito nets, and saitodxetter treatment for febrile
illnesses” (Holtz and Kachur 2004:136). Malaria lnaw been eradicated in the western
hemisphere (Farmer 1999:40-42; Holtz and Kachudp0hile in sub-Saharan Africa,
where the incidence of malaria is the highest\Wuld Health Organisation (WHO)
never attempted to eradicate it. WHO believed tinatbstacles to the eradication of
malaria were too large to overcome (Holtz and Ka@@04:136). Neoliberd
economists continue to perpetuate the notion bealdcation and severity of malaria is
primarily related to climate and ecology, not tovedy. However, Farmer (1999:41)
argues that the link between high instances of maa¢and poverty can be traced back
through structural adjustment programs (SAPis)plemented by the World Bank in the
1980s that exacerbated conditions of poverty inilmeome contexts (Gershman and
Irwin 2000). Although Rwanda never fully implemedtits SAP, they implemented a
number of policies with the assistance of aid mahey reflected the philosophy of the

SAP (Uvin 1998:59). Consequently, like other lowwame nations, Rwanda has not had

8 Neoliberalism considers the best use of resourcbe through market-oriented transactions (Shakow
and Irwin 2000:52).

8 SAPs were initiated by the World Bank and the IfdFesolve the “Debt Crisis” and meant to stimulate
economic grown within low-income nations as welbdew these countries to continue paying the ager
on their foreign loans (Gershman and Irwin 2000:20)
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the resources to combat malaria. Today, to addhhesissue of malaria, the American
government is implementing the US $1.2 billion Rtest’'s Malaria Initiative (PMI) in
Rwanda and 14 other nations (PMI 2088).

Global economic governance that favours neolindesdlogies restricts access to
treatment for diseases such as malaria to thosecampay for it. Biomedical malaria
treatment is available in Rwanda, but the costsgaificant barrier for the CHH. Some
CHH receive free health insurance from the govemtroean NGO, but NGOs do not
supply full coverage for more than a year.

The story of the CHH’s impoverished lives, and thiatheir communities,
includes the German and later the Belgian colosigéro arrived in Rwanda in 1916, and
who viewed the area as an economic resotfrégney imposed “onerous legislation,
taxes, and obligatory cash crops to pay thesetéides 1998:16). The economy began
to be transformed, as agriculturalists were forttoeshift from subsistence agriculture to
export crops, such as coffee (Robbins 1999:294)fe€ soon became Rwanda’s major
export commodity. Then, in the 1980s, coffee wicellapsed due to the termination of
the International Coffee Agreement, which meant tharket forces began to determine
the price of coffee. The Rwandan government irsgdats borrowing in an effort to
keep up its spending pattern (Uvin 1998:54). Cqueatly, the country’s foreign debt
rose rapidly, exacerbated by another civil war gredresulting demands for emergency
food and housing. As the Rwandan government begahmnel economic resources into

its military, the nation entered an economic crfklgin 1998:56).

8 pMI focuses on four intervention strategies tospree and treat malaria: insecticide spraying, riisq

nets, medication, and treatment for pregnant wofRéfl 2008).

87 Eric Wolf (2006) has been instrumental in remingémthropology that no society was a bounded system
without ongoing relationships and involvements pt@European contact. However there is little

literature detailing the pre-colonial period, tHere, my analysis begins in the early 1900s.
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Rwanda’s economic crisis coincided with those ohynather Third World
nations, which were also in debt and unable to npakgnents to commercial banks in
wealthy nations. The World Bank and the InterrmeldMonetary Fund took control of
resolving the “Debt Crisis” and instructed Rwandamplement SAPs. As mentioned
earlier, Rwanda never fully implemented these motyg, but did implement a number of
policies that reflected the characteristics of$id®s. The result was the devaluation of
the Rwandan franc. This led to inflation, fallipgpbduction, and increased poverty
(Robbins 1999:296; Schoepf et al. 2000:105; Uvié8t98). The education and health
care systems broke down, child malnutrition inceglagnd the incidence of malaria
increased, due to the unavailability of medicati@obbins 1999:296). In mid-1993, the
World Bank refused to give Rwanda any more fundg thre government was able to
follow through on the agreed upon commitments (Lh8088:91). In 1994, the civil
unrest cumulated in the genocide. The looting@haging that occurred throughout the
atrocity reflects the economic tension in Rwandthattiime (Schoepf et al. 2000:103).

Since the genocide, Rwanda has received an inflikernational aid in the form
of NGOs attempting to mitigate the effects of sifimg poverty. NGOs are sometimes
identified as a form of neo-colonialism, becaussytare a means by which Euro-
American governments can continue to exert infleandirectly on impoverished
nations (Manji and O’Coill 2002:580). Donor agesdaluence which development
programs are run and illustrate the issues of p@ndrinequality in development work.
These donors direct program parameters by regglatimding to NGOs to certain
population groups and certain types of progransltieg in structural violence.
Assistance given by NGOs is dependent on donoresiie and does not necessarily

reflect the issues within a particular contextr &wample, after the 1994 genocide, many
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NGOs in Rwanda provided relief assistance to childiving in CHH®® Today, there are
fewer NGOs with programs focused specifically onHCHOne significant reason for this
is the difficulty of getting funding for such pragns, because the discourse on those “at-
risk” has shifted from CHH to include both orpham&l other vulnerable children (OVC).

The health messages disseminated by the NGOs nesegrch sample center on
self-care and personal responsibility for heaRerguson and Gupta (2002:989) identify
these messages as a form of management and cavttrcl, ignores the social
construction of experience. The international camity and the Rwandan government
rely on the biomedical discourse as a useful wdgdimize or define what is a disease
(Nguyen and Peschard 2003:456), and consequerttbt, n@ceives attention.
Furthermore, while legitimising biomedicine in Rvda) the government has also
stigmatised non-biomedical therapeutic optionshasKinyarwanda medicine. With
few economic resources to access biomedical cadeh@ame environments that constrain
the use of mosquito nets as well as other prevemtiethods for malaria, children living
in CHH may be blamed for behaviour over which thaye little control (Mitchell
2006a). They are subjected to health interventibashave been chosen and determined
by the State (Nguyen and Peschard 2003:458-45%hvidave little consequence in their
lives because of the barriers that impede thelitabo implement them. Ironically,
NGOs, which have been afforded the power to alte\saffering, are themselves
perpetrators of structural violence.
6.2.2 The Historic Legacy

Many CHH are attempting to sustain themselves suffitient land to supply a

nutritious diet, let alone grow a surplus and makencome. Similar conditions are

8 Based on my own experience working in Rwanda ®ittH from 1999-2002.
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faced by community members, thereby exacerbatingoomg societal tension and
resulting in diminished support of CHH. Althoudhst discussion centers on structural
factors that have influenced access to land, asise@e shifts in national governance
and the influence of colonial hegemonic practiegsnittedly, population density and
Rwandan’s mountainous topography are determinaniged.

Rwanda’s population since 1900-1950 has risen fsetween one and two
million (CePeD 1994 cited in Uvin 1998:186), to &dlion (Encyclopedia of the
Nations 2007). In part, this has to do with theiaglovalue of children; rural families still
consider having eight children as the ideal nunab@ffspring (de Lame 2005:413). The
current population density in Rwanda is 337 pegelesq. km (World Bank 2009).
Consequently, even the steepest slopes in Rwahilg $errain “are cultivated, and
cultivation is often almost permanent. Rwandamfs face two main challenges:
erosion and exhaustion of soil fertility” (Uvin 18989). However, as the following
discussion shows, limited access to land basedires® is not solely the result of a high
population density and fragile ecological resources

In pre-colonial times, when land scarcity was notssue, people had more
opportunity to move through the hillsides, gainiagd through establishing relationships
with the head of a lineage, through community tstion, or through shared ownership
under corporate lineages (de Lame 2005:252). Hewdvere were geographic regions
in Rwanda that were under the TEtsnonarchy, which were governed under a different

system of land control that involved a processtbiie polarisatior’’ As the Tutsi

8 There are three ethnic groups in Rwanda: Tutsiutdnd Twa. The Tutsi are associated with the
monarchy that has been abolished.

% | acknowledge that this account is one interpi@tadf Rwanda’s ethnic history. As the focus d§th
research is not on the ethnic tension within Rwahdall not discuss the political question of Rveais
ethnic history in this thesis. For this interptita of Rwandan history, Pottier references WebhsteB., B.
A. Ogot and J.-P. Chrétien (1992) The Great Lakegidt, 1500-1800In General History of Africa. B.
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monarchy took control over various regions in Rwarmbntrol over land was taken away
from the lineage heads, leaving some with smaliiguos of land of three hectares or less.
In response, the lineage heads asked their tefaantswore goods and services in
exchange for their use of the lineage land (Po2(€12:184).

This practice of land concentration continueprnesent day Rwanda (Uvin
1998:112), whereby wealthy farmers whose primacpme is gained from government
or development work, buy land from poor farmersifii998:112). Although Rwandan
law forbids the purchase of land by those who dwad or more hectares, and requires
that all land purchases be authorised by the govent, this law is circumvented through
various means, including sale on black markets (@MBank 1991b:61; Ministére de
I'Intérieur n.d.:10 cited in Uvin:1998:112).

Colonial practices have also influenced tensioona@ased with control of land.
Both the German (de Lame 2005:5-6) and then thgi&®lcolonisers supported the
Rwandan monarchy. Colonial authorities used tharfian court as a means to establish
indirect rule (Pottier 2002:15). Furthermore, 859, when the Belgian colonial
administrators switched allegiance from the Tudghie Hutu ethnic group shortly before
granting the country independence, this led tamatetension and civil war, and resulted
in 150,000 Tutsi fleeing to Burundi, Uganda and@uago (Pottier 2002:209). In 1994,
the historical colonial influences and the failofeghe Rwandan nation to overcome the
impact of colonization after independence, culmadah the genocide. Again, much of
the population was displaced. The subsequentrefumany of these displaced people
has placed additional pressure on limited landuess (Pottier 2002:189). Current

tension within communities over land ownershipxacerbated by the lack of initiative

A. Ogot (ed). Pp. 776-827. Vol. V.: Africa frofme Sixteenth to the Eighteenth Century. Paris:
UNESCO.
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on the part of the national government to get imedland set up policies to manage the
repatriation (Pottier 2002:190).

The social tension associated with land scarcity @specially evident among the
households headed by girls, who not only had lesess to land than those households
headed by boys, but were more likely to say thel/lite social support. Until very
recently, patrilineal inheritance was practicedural Rwanda, and so land was divided
up among male descendents. Women who married Hgnmaved onto their husband’s
property. Most of the CHH in the sample lived lose vicinity to their paternal
relatives, and had little contact with their matdmrelatives. The paternal relatives may
have felt little responsibility for the householiisaded by girls, because they assumed
these girls would move away when they got olded, the girls did not represent the
permanence of the lineage. Now, with the impositbbilateral inheritance, the
households headed by girls may represent an additstress on limited resources, and
provoke more tension and animosity from paternakires.

Structural violence in Rwanda stems from hegemooilcnial endeavours and
global economic policies, which continue to be rfested in NGO programs. Malaria,
ethnic tension, lack of resources, and conflictrdaed are only some of the
consequences of these structures and practiceshisjoe the CHH’s health seeking
behaviour. The following discussion examines hb@se constraints are manifested in

the children’s agency.
6.3 Agency
Children’s perceptions and experiences of malagssduated in the shifting

space of childhood in Rwanda, resulting from satifgactures brought on by ethnic

tension and AIDS, whereby household heads may reoasbribed adult status. While
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anthropological studies on children view them as@ate social actors (James
2007:261), and active agents in society (Caputd RQBeir agency and understanding
are socially constructed, enabled and constraiha&erviews with the CHH illustrated
how structural violence works in a repressive wag bhow children reproduce the
conditions in which they live. Furthermore, altigbuthere was differential access to
resources among the CHH, they all were situatedaontext with inadequate access to
public health care and nutritional support, and sontext with little indication of social
responsibility or of caring governance. This sbarad economic poverty influences the
children’s agency.

The following discussion shows how children’s capato implement biomedical
prevention methods and treatment for malaria aratitivess their other health concerns
has been shaped by a repressed society and byideciagies of age and gender. |
draw upon Laura Ahearn’s (2001:113) “ideas of pene@md and causality” to identify
individual perceptions of agency, and on standpihi@bry to examine how positionality
affects children’s self-conceptions and ideas aldwt makes them sick. As Jones and
Williams (2004:157) point out, behaviour is influed by social identity, which in turn is
based on factors such as sex, age, socioeconatues stlass or ethnicity.

6.3.1 Acceptance of Biomedical Perspective

What | found striking in my conversations with tttaldren in CHH about
malaria was that all the children identified mosges as the vector of transmission, that
most of them told me that they were able to impleintiee prevention methods, and that
they habitually accessed biomedical treatment vaidn Only a few children
guestioned the sanctioned prevention messagesri€dsr example, pointed out that

she was exposed to mosquitoes when she walked imaime evenings, or sat down in
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her house. Besides those who were constraineleirylack of resources to access
biomedicine, only a few of the older children choséreat themselves with Kinyarwanda
medicine first and see if they got better. Thimistark contrast to what they said about
their other health concerns, where children dremfmultiple notions to define

causality, from environmental determinants and eowa scarcity, to relatives or
community members who had caused them to get sigoisoning them or who had
caused the death of their parents through “charrhime children were more likely to
tell me that they could not protect themselves fthase other health concerns, and they
drew upon a variety of treatment options besidembkdicine. In the children’s
acceptance of the biomedical discourse on malesige evidence of how structural
violence works to place the locus of responsibfittyhealth on the individual.

Structural violence stemming from the processeatufnisation continues to be
played out in current political structures of gawaance, and has led to particular social
relationships and patterns of behaviour in Rwarstanmety. The children’s acceptance of
the sanctioned messages on malaria is reflectiteechuthoritative and repressive
society in which they live. From a young age they taught not only to respect and
obey their older household members, but othersair tommunities (Longman 2007).
Additionally, the Rwandan “public administratiomgtture is built in a vertical and all-
encompassing model; obedience and respect for rytdo seem to be crucial parts of
Rwandans’ daily lives” (Uvin 1998:2185. Even at the community level, there is

evidence of these hierarchiddmudugudus, aollection of 50 houses, are governed by

1| did observe that Rwandans were subjugated tdca sode of conduct. For example, during the
compulsory monthlymugandagcommunity work projects), police in towns wouldsis jobs to people
who were out in public and not obviously workingowever, as Uvin (1998) later cautions, it is impot
not to adopt a reductionistic perspective on Rwartaizhaviour. | saw people breaking these codes, by
staying inside and not participatingumuganda Nonetheless, it was rare to hear criticism ef th
government.
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locally elected unpaid leaders. Christophe,um@idugudueader | interviewed, showed
me his list of responsibilities. They included ttieg people know and ensure that they
follow the program of politics that has been deditg the high leadershig?® Children
are immersed in this authoritative climate thatgithem little room to engage in critical
thinking. In school, they are taught not by engaget, but by rote and repetition. Even
at the training session on malaria at a local hezdnter that | attended, the instructor
never asked if people had problems implementingegorgon for malaria. The CHH
involved in NGO programs also have little opportyno express their concerns about
malaria. Although two of the NGOs in the sampliel $aey considered the children’s
perspectives when designing the programs, theesigdk that confront them with
addressing malaria do not have much bearing oprthgram. Instead, standardized
messages are taught that center on self-care iwrdodl responsibility for health.

| heard little from the children in the way oftajue of the biomedical
perspective. They were reciting what they had lieeght, and it was only when the
discussion moved away from topics less likely tacbeered by community level training
or by NGOs, or at school, that the children woulahdfrom their own conceptions and
identify barriers. Research among Filipino chifdhi@ing in similar impoverished
conditions (Mitchell 2006a) illustrates how childig ability to follow sanctioned health
messages based on personal hygiene is used asarenefatheir worth. Furthermore,
the Filipino children’s self-blame for illness amjury reproduces the parental view that
children’s behaviour and ignorance are to blametferir ill-health and deflects

responsibility away from both crumbling societalstures and from impoverished and

2 High leadership would refer to those in governnysitions at the sector, district level or provéc
level. Rwanda’s provinces are divided into digssievhich in turn are divided into sectors, theltscand
thenumudugudus
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exhausted parents. Rwandan children’s assuraatéhtty implemented the sanctioned
health messages on malaria may have been paspregluetion of what they had been
taught, or a way to earn approval. Importantlgjitssurances serve to reproduce the
dominant discourse that they are solely responsibléi-health, and deflects attention
from the barriers to health care in their impovess lives,

6.3.2 Positionality

Children’s agency, experiences of malaria, andratimess burdens are
influenced by their position within household hretaes of age. The burden of
responsibility upon household heads is linked taRaan perceptions of childhood.
Rwandans do not necessarily base their definitfarhiddhood on chronological age.
Rather, it is dependency on parents or “social ntgtwhich are the influential factors
for being considered a child. Consequently, ad&~pld who is living on their own
may not be considered a child, while a 20-yearvdid is still living with their parents
may still be considered a child (Cantwell 1997:5This has obvious repercussions for
children living in CHH. For example, unlike NGQa#t community members in my
sample never expressed concern about the amoueginsibility that the heads of the
households carried, which may have been becaugeitged them as adults.

In their interactions within the household, thedweeeproduced the social
hierarchy in which they were immersed, illustratthgt agency emerges “from the
social, political, and cultural dynamics of a sfiied place and time” (Desjarlais cited in
Ahearn 2001:113). Decisions about health careeahbusehold level illustrate what
Nichter identifies as the “social embeddednessmaictohistorical character of therapy
management” (2002:83). Consequently, analysigehey at the household level needs

to consider that:
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The perception that household members are lardgelysdic, that they

pool their income and function as a homogenoushaving common

goals, has been brought into question... Studielesbpy management

provide insights into priority setting within hous®#ds, the manner in

which gender and generation relations influenceue allocation,

circumstances that foster competition and coopmratind processes of

negotiation and accommodation as well as resistandeassertion. They

also contribute to the anthropology of self and@ngng critique of the

simplistic way in which cultures and peoples hagerbdescribed in terms

of sociocentric (collectivist) versus individualisiotivations and goals

(Nichter 2002:82).
Among Rwandan CHH, household heads determinedehénent choice for younger
household members who were sick, and determinedhoaxsehold resources would be
spent. As the example of Rosine indicated in Girdpive, some heads prioritised their
needs over that of the household. As was evidéhtAwgustine and Kanobana and the
hanging of their mosquito net, the head’s perspedtok precedence over a younger
household member’s ideas. Furthermore, the headshemselves as the decision
makers in their own health care. For example, el waited to determine the severity
of his bout with malaria before deciding on hisatreent choice. Socially sanctioned
roles allowed for greater agency among househadse

Similarly, younger children subscribed to socia@nctioned ways of interacting.
However, in their case, it restrained their agentlgey deferred to the household heads
in decision-making, and were clearly dependenhemtfor assistance with treatment
when they were sick. Consequently, they may beerikely to suffer longer with
malaria if their sibling does not seek treatmenttfi@m right away. As Jean-David said,
if Kinyarwanda medicine does not work, and if hetil sick from malaria after a month
and a half, then his older sister will take him ti@atment at a health center. In deferring

and relying on the household head, there was rioatidn that the younger children

challenged age-based roles. Although discussiamgency (Ahearn 2001) includes the
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concept of power in terms of the ability to brifgpat change and to reconstitute one’s
social environment, this ignores the larger stmadtprocesses that shape these
possibilities (Wolf 1999). In contexts characteddy extreme poverty, and societies
mired by structural violence, where marginalisegulations bear the burden of social
suffering, children in powerless positions ofteprogluce the socially sanctioned roles
and discourses (Gaventa and Cornwall 2004:326).

Analysis on gendered perspectives of health caasgédit and Bretell 1996) also
challenges the assumption that the locus of heaktision-making rests with the
individual. Instead, they also identify both pasiglity as a starting place for analysis
and the need to conceptualise those seeking hezakhas gendered people, situated in a
particular socioeconomic context, who may be cans#d or enabled depending on their
gender. Among the CHH in my sample, there wasti@e®ble gendered attentiveness to
the body and to health. Girls tended to identifyrensymptoms associated with malaria,
to be more precise about the frequency of theiamakpisodes, and to identify more
health complaints than did boys. Some girls asgedibody size with well-being or
sickness, while no boys did. These patterns atigedefrom the Rwandan context in
which the girls are situated, which encouragesatientiveness and care. Ethnographic
research (de Lame 2005) which discusses Rwandategesies indicates that
throughout their childhood, girls are taught toeckr the household, and as they grow
older, they are given more nurturing and caringoesibilities for their younger siblings.
Consequently, girls’ agency in caring for their ltfle@ socially sanctioned and enabled.

Discussions with boys in my sample indicated thaythad more opportunity to
engage with community members compared to the gifi®se own daily activities were

more likely to be centered on the household. Otsearch among Kenyan children who
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also live in a patrilineal society (Wenger 19893 Inated that girls’ time from a young
age is more structured in contrast to boys. Giisé is structured by social expectations
that they provide for the consumption, productiod eeproduction needs of the family.
Frequently girls would talk about societal distrastl tension, or about being robbed. In
contrast, boys in my research talked pointedly &bmeir interactions with people in the
community, including organised opportunities toypdaccer on a regular basis. Lack of
opportunity for girls to interact with other comnityrmembers can exacerbate notions of
social distrust, and prevent opportunities to baddnections within one’s community.
Furthermore, the susceptibility of female orphansexual abuse by male community
members has been well documented (ACORD 2001; Hurngints Watch 2003; Oleke
et al. 2006; Snider and Dawes 2006; Veale et &l120This may also be a source of the
girls’ anxiety and distrust.
6.3.3 Agency and Community/NGO Support

Structural constraints and social ideologies age alanifested in community
responses to CHH. Kleinman et al. (1997:ix) stias social suffering is not only an
outcome of political, economic and institutionaly@w, but it also results “from how
these forms of power themselves influence respaissscial problems.” The very
presence of NGOs has influenced communal supp&tdi. In my interviews with
community members, some said that they felt thearesibility for CHH lay with NGOs.
Veale (2000:237) remarks that the reliance of Rwwantbmmunities on formal,
authoritative and hierarchical forms of social tiellas inhibits spontaneous and collective
communal efforts to interact, or to support chifdvehose family structure is tenuous.
Community members may have been prone to only vevtiiemselves in community

level initiatives focused on CHH, rather than mtitng support on their own. At least one
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CHH in my research had their house built duringegoment organizedmugandas
(community work projects).

When the community members talked about the ageh€HH in terms of their
health seeking behaviour, their perspectives wetieaably influenced by their own
positionality. One community member, who was dieaealthier than his neighbours,
told me that there were no barriers to the CHH&ltheseeking behaviour. He felt that if
the children followed the health messages they targht, they would not get sick. In
contrast, the single mothers, whose own accesasic heeds was precarious, were more
likely to comment on the barriers confronting CHHowever, none identified the social
determinants of ill health, although they talkedatthow land shortage contributed to
the children’s poverty, and ability to access niatiis food. Notably, they did not
critique the government, but linked the land shgetto the tumultuous history of
Rwanda and the resulting repercussions. In gastjs due to the repressive nature of
Rwandan society, where there is limited criticishthe government® Instead, | often
heard the refrain “we are developed now,” whichgasged that people accepted their
responsibilities in this government propagatedalisse®*

NGOs operating in the communities where the CHH fepresent a formalised
support structure, and their perspective on thiel@n’s agency is evident in their health
messages, which focus on individualized responisitbdr malaria prevention and
treatment. These messages ignore the social daterts of the children’s suffering, as

well as the structural barriers and social ide@sdhat influence the CHH’s health

% |t was only in private conversation with friendigt | heard criticism. One Rwandan who was working
for a NGO in Burundi, noted the difference betw#entwo countries. He observed that in Burundi the
government allows public criticism of current picig.

% These included such things as bilateral inheréasfdand, the sharing of household responsikslitig
males and females, ethnic unity, and compulsogycidtivation among landowners in valleys.
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seeking behaviour. Self-care is impossible forahiédren to achieve due to their
subservient positions and insufficient diets (Mékt2006a:365). Household heads bear
a burden of responsibility far beyond their resesyr@and young children, with whom the
NGOs have little to no contact, are particularlynanable to poor health outcomes (see
Alaii et al. 2003; Oleke et al. 2006; Peltzer amdrtussananon 2003). Additionally, the
brevity of their programs (see Luzze 2002) doespnavide a sufficient amount of time
to work with children to address the underlyingrizas.

The current NGO practice of shuffling CHH into prags with other
beneficiaries ignores the particular constraintefaby CHH and the disproportionate
burden of social suffering the children b&arurthermore, it serves to reproduce social
structures that constrain children’s agency. Tlabslelren involved in the associations
managed by NGO 4 were at the bottom rung of theaklaeclder, and due to social norms
around communicating, did not express their corgernssues to program staff. Those
NGO programs that focused on orphans and otheexalie children put more effort in
eliciting the children’s comments, but little wasng in addressing the underlying
barriers facing children that affect their abilityimplement health messages.
Furthermore, in legitimising the risk of malariactising funding efforts on this disease,
and endorsing biomedical approaches to it, NGOsi@gating the children’s other health
concerns. Mitchell (2006a:332) points out that whhildren’s and adults’ ideas differ
on what health issues need to be addressed, ahiigag not be benefiting from health
care. For example, the children would often tedl tmat they would “leave it” or “sleep”

when sick with health concerns other than malanahey might draw upon local

% Merging CHH in other beneficiary groups might bevay to show that the country is practicing “good
governance” (used by an NGO staff member in refagea the image the Rwandan government is trying to
maintain to the international community) and effesly managing the issue of AIDS.
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remedies or Kinyarwanda medicine. The childreneweat benefiting from international
or national health care, because these other amé&at outside of the national and

international health care agenda.
6.4 Chapter Summary

The children living in CHH who participated in thissearch project are situated
in a politicised space characterised by povertgietal distress and hierarchies of power.
Consequently, their perceptions and experiencewdew malaria are intersected by
divergent cultural projects reflecting various hleaare ideologies and forms of support.
Social, political, cultural, economic, ethnic arehder factors construct, enable and
constrain children’s agency and interpretationtheir health. Understanding children’s
ideas and experiences regarding malaria servéisstrate the significance of both larger
processes and local constraints in the lives otHileren, manifested in their burden of
social suffering. This illustrates how “health beglours are not simply a function of
knowledge or beliefs but are also modified and trairsed by the social, cultural,
economic and political context in which they occ(fénes and Williams 2004:157).

The particular experience of social suffering boyrthe CHH, their bodily
experiences of malaria, and their concerns andceiegiregarding malaria are
systematized and reflect cultural patterns of beasgwell as global forces, and the on-
going effects of structural violence. Consequerntgir particular standpoints offer the
researcher a critical perspective on the interpfggolitical and socioeconomic forces
that lead to structured risk for poor health outesm

In the following chapter, | discuss the conclusidrswn from this research
project and suggest how the findings of this redeaan contribute to various efforts

aimed at assisting children living in CHH.
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CHAPTER SEVEN: CONCLUSION

Figure 7.1 Left: Jeanine, Celestin & Margerite (Fbusehold Q) during the drawing activities, Visit 5.
Photo: Michelle Hardy August 2008

Figure 7.2 Right: Jeanine’s drawing. Top: Thing that make her sick —falling down, being bitten
by mosquitoes. Bottom: Things that keep her hedly — mosquito nets, water from a clean source.
Photo: Michelle Hardy. August 2008

...a language of dismay, disappointment, bereaveraadtalarm that
sounds not at all like the usual terminology ofipphnd programs may
offer a more valid means for describing what istake in human
experiences of political catastrophe and sociakttiral violence, for
professionals as much as for victims/perpetratord,also may make
better sense of how the clash among globalizingpdises and localized

social realities so often ends up prolonging peakand collective tragedy
(Kleinman et al.1997:xi).

Anti-malaria initiatives that focus only on prevative methods and treatment regimes
overlook the impact of social factors, such as@adiural beliefs and practices, and the
impact of the political and economic context oridi@n’s ability to act on these
initiatives. These factors influence perceptidrehaviour, social structure, as well as
social responses to the disease (Jones and WilBa@ow). In this research project | have
shown how the understandings, experiences andnespof children living in CHH in
rural Rwanda regarding malaria are influenced bydastructural factors, “cultural

values, social roles and institutions, power refaiand economic circumstances”
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(Nichter 2002:82). It is within this framework tithe discussion on children’s
perceptions and responses to malaria has beetesit@s well as their burden of social
suffering due to the impact of their resource-pommtext and social and household
hierarchies.

In this chapter | provide a summary of the thegedtiramework and conclusions
of the research project, and propose entry poartuture research. | then suggest how
the findings from this project contribute to currefforts aimed at assisting children
living in CHH.

7.1 Theoretical Framework

This research project is founded on the premiseutaited by anthropological
studies on children (Scheper-Hughes and Sarge®)1@aich considers children to be
both acted upon and participants within globaltpmi-economic structures and micro-
level interactions. The CHH are situated in aipalar space in Rwandan society,
subject to processes that both constrain and etiadilehealth seeking behaviour. For
example, younger children are highly dependentlderciblings for health care
assistance, and elder children have more oppoyttminake their own health care
decisions. Importantly, the space in which the Catel situated, although influenced by
historical structures (Stephens 1995:4-7), consrtaeshift as it is simultaneously
transformed from within, and acted upon by largalesprocesses, and local level
practices. These transformations are evidentdrhistorical colonial influence on access
to land, the emergence of CHH as a social catetjoeyto the genocide and AIDS, the
influence of the international community througke ttontinued presence of NGOs, and

in the recent shift to dual inheritance of land.
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Although I relied on a critical theoretical apprbdmased on grounded theory,
which prioritises the analytical insights that egeefrom the data rather than verification
of propositions (Emerson et al. 1995:143), my prttgeapproach was framed by the
theories of social suffering, structural violencel atandpoint theory. For example, my
original conception of the framework of social guiihg was to use this theoretical
construct to examine how social suffering inhibiteenmunity responses to CHH.
However, the particular burden of social suffedoogn by the CHH themselves emerged
over the course of the research. Using standpioaatry, | was able to analyse the
household hierarchies evident in differential asdesresources based on age and gender.

My reliance on structural violence provided thei®&sr my analysis into how
international donor interests and the Rwandan gowent policies on health result in
structured risk for CHH. However, my original peestives on CHH being defined as an
“at-risk” group by NGOs were changed over the cewnfsthe research, as | noted how
they had been shuffled into larger beneficiary ggouConsequently, this research has
highlighted how CHH are no longer receiving theé&ed assistance that they need.
Furthermore, the theoretical concept of structui@kence was useful in examining the
larger historical processes of colonisation andal@conomic policies that have
exacerbated issues over land and led to deepeoiregty within Rwanda.

Lastly, by drawing upon the notion of agency alanth standpoint theory, | was
able to examine why CHH are not questioning sanetidknowledge on malaria, nor
challenging age or gender based roles, and whghtitgren reproduce the conditions in
which they live. Based on what | know about Rwartda colonial history, the very
recent violence, and the impoverished conditian$o@s not surprise me that there is

little evidence of resistance among the CHH.
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7.2 Conclusions

Based on my research data, | suggest that masaf@aniliar to the children, not
only because it is an illness that they have erpegd, but because it holds a significant
position in the nation’s discourse on health. @iaih living in rural CHH are exposed to
official health messages on malaria through a nurabmeans: school, NGOs,
community health training, and the radio. Therefahildren are well versed in
biomedical prevention and treatment for malarimwidver, the dominant biomedical
discourse intersects with other messages transhtiiteugh less formal networks of
exchange, such as the children’s peers. Thisrtgpkarly evident in children’s
understandings and experiences in relation to tibar health concerns.

Malaria, although a health concern for the childre@HH, represents only one
of their many concerns. These other concernslsoeagsociated with their impoverished
environments, over which they have little contnatlavhich receive little attention by
government sponsored health initiatives. The uUwithgy themes of “self-care, self-blame
and individualized responsibility” (Mitchell 200&65) permeate the children’s,
community members’ and NGOs’ discourses on hedltie national and international
community’s lack of acknowledgment of the barriersiealth care represented by the
children’s economic and material poverty underiesstructural causes of their
suffering.

The analysis of the children’s understandings, B&pees and responses to
malaria points to an unequal distribution of suffgroy age and gender. Household
hierarchies create both constraints and opporasitr health-seeking behaviour. These
hierarchies place the burden of responsibilitytha health of the other members on the

household head, while younger household membemdegrendent on the household head
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for treatment decisions and assistance. The hasdibre access to formalised forms of
support, while the younger children are more likelyrave access to education.
Although very young children are at particular riekliness, they are regarded as
vulnerable by community members and therefore neagpbre likely to receive
community support. Sanctioned gender roles andagtewesult in girls being more
attentive to health care, but constrain their acteshe public domain. Gendered
variation is also evident in access to land-basedurces, even with the restructuring of
national laws promoting equal inheritance rightsfémnales. Consequently,
sociocultural factors play a significant role inldhren’s experiences and responses to
malaria.

NGOs represent an organised means of support fét. Gitbwever, they pay
little attention to the children’s particular peespives and concerns about malaria, and
contribute little to relieving the impoverishmerit@HH. Community support is
constrained by social ideologies that frame thegqaions of the vulnerability of CHH,
and shaped by social tension associated with leactisy and widespread poverty. On a
positive note, community marginalisation of CHH apgs to be decreasing in some
areas, concurrently with stigma associated with&ID

Some significant limitations affect the implicat®aof these conclusions. First,
due to the limited gender diversity in my sampleah say little about the difference in
health outcomes of children based on gender. $ecoyn status as a white westerner
meant that the children most likely viewed themsslas subordinate to me, and
therefore, they probably did not disclose the $pkctrum of their health concerns, or all
the different treatment options they relied onr &mample, the girls never talked to me

about any reproductive health issues or their \ralmiéty to sexual exploitation, which
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literature suggests is a significant concern fosgiThird, ethnic tension in Rwanda
continues to impact social relations. Howeveraoese it is such a sensitive issue, and
because of the strong government discourse stgeasinified nation, | was unable to

examine the impact of ethnicity on children’s asctesorganised and informal support.
7.3 Further Research

The perspectives of the children illustrate howdisgourse of individualized
responsibility for health overlooks the particubterriers that hinder children’s efforts at
health care. Poverty impacts children’s effortsrgilementing health care in multiple
ways. It creates an environment that leads to pealth outcomes, and it restricts
children from access to biomedicine, while otheatment options are becoming
increasingly marginalised due to increased govenmirmantrol. Research into the
knowledge transfer of Kinyarwanda medicine miglaicate how much access children
have to other treatment options.

Patterns of vulnerability are clearly identifiattlased on household hierarchies
associated with age, and sanctioned gender roted@nains. Although the locus of
responsibility for the health of the householdlecpd on the eldest child, this is an
excessive burden. Consequently, health knowle@gesinission and assistance to
younger children does not always occur. Furtheeaech into the factors that influence
decision making at the household level would iHats the priority of household health in
comparison to other concerns.

My research indicated that gender based socialadess restricts girls from
avenues of public support, and isolates them im Health seeking behaviour. This leads
to questions regarding the high prevalence of ferhalded households in Rwanda, and

the life-course outcomes of these vulnerable hanldejroupings in comparison to male-
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headed households. For example, although noreedfitls heading households ever
disclosed that they were involved in the sex trégene were indications that some were.
Further research is needed on how limited econopportunities may lead to higher
health risk behaviour for households headed byg.girl

As NGO programming shifts away from programs tltkihawledge the
particular vulnerability of CHH, they are negledtia social group that will continue to
exist as long as HIV/AIDS remains an issue withirat Rwanda. My research
highlights what happens when shifting donor intesessult in changes in NGO criteria
regarding program beneficiaries. CHH have beesgnatted into other NGO beneficiary
profiles, but due to their vulnerable status in Rden society, they are hindered from
accessing the support initiated by NGOs. Althooghresearch was primarily concerned
with whether NGOs solicit the perspectives of ChiHheir programs, an anthropological
inquiry into NGO assistance would be useful to detee the long-term health impact of
NGO assistance on the lives of CHH, and to detegrthe effectiveness of their health
training and other forms of support.

My research supports earlier research (ACORD 2U@aje et al. 2001) on the
social marginalisation of CHH by showing the lad¢kpmactical health care support given
to CHH. However, the results from my research sagthat there is some social support
given to CHH and it varies according to social idgees associated with age and gender.
Further research could look into the impact of N@@sommunity initiatives aimed at
CHH, and explore community reliance on formal atitres to assist CHH. This might
lead to improvements in how communities are maddi®d support CHH. There is some
indication that Rwandans are informally adoptingh@ned relatives. It appears that

some of these children have differential accesedources compared to other children in
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the household. The marginalization of these cardrom health care resources would

also be a significant area for further research.
7.4 Knowledge Transmission

The mayor of one of the districts within the SouthBrovince where this
research was conducted has requested a summdug fridings of this research project.
A final report of the findings has been preparadlids office, as well as for those NGOs
that participated in the research and indicated #uld like a research summaty.
Additionally, | have presented the results of tieisearch to the public on two occasions,
and | also plan to present at academic conferen€anada. Results of the research may
also be submitted to a peer-reviewed journal oregzhat an academic presentation.

The following points will be included in the rep@iven to the mayor’s office:

* Community support aimed at CHH tends to be givemanily through organized
efforts. The support that is given informally ssied on perceived vulnerability
of CHH, often linked to ideas around age and gen#feruseholds headed by girls
are particularly marginalized from community sugpand therefore, very
vulnerable.

* Umuduguddeadership could mobilize community members torestsl particular
issues confronting CHH. For example, CHH livingoime sector used brick
stoves that required less firewood, while CHH Igvin other sectors did not.
These stoves could be built for those CHH duringieinityumugandas

* Children’s health concerns extend beyond thoseredv@ community health
training (malaria, TB, AIDS, hygiene, boiling waterThe children have no

source of support for these needs. Although géhesdth training is offered in

% The reports will be sent upon the completion eftiesis, as they contain recommendations that are
included in this document.
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theumuduguducould specific training be given to CHH on thede that they
identify?

Although some children receive health insuranceugh theumudugudu
leadership, many CHH are overlooked. This maydmmabse there is an
assumption that an NGO is assisting the childi®reater coordination between
theumuduguddeadership and the NGO needs to occur.

The following points will be included in the rep@iven to the NGOs:

In order to assist CHH effectively, their perspeesi and concerns need to be
solicited and used to determine program design.ekample, malaria is not the
only health concern confronting CHH. Solicitingtbhildren’s input will ensure
that programs are including their concerns.

Children’s responses to malaria are not simply dasewhat they have been
taught about the disease, but they are also camstirdy their impoverished
household conditions, lack of economic resourcelssacial support, as well as
household hierarchies and gender. Programs skarkitowards addressing
these factors rather than simply teaching chilgm&vention methods on malaria.
A significant issue that the children identifiedsaalack of economic resources to
buy health insurance or a mosquito net, and eatr&ious diet. How might

NGO programs more effectively assist CHH with ineogenerating projects that
will benefit the children over the long-term, nosj a three-year program period?
The practice of only working with the household dhehould be examined,
because knowledge and support is not always effdgtiransmitted to other
children. The household heads need help from B® k transmitting that

knowledge, and support in their particular respoitises as household head.



176

Program efforts need to consider the vulnerabdftyounger children, and staff
and volunteers should also work with these children

CHH represent a socially vulnerable group in Rwasmata merging them into
groups with other beneficiaries means that theg tasimilar social vulnerability
within the beneficiary group. CHH are reticentatk about their needs in these
groups. If possible, CHH should not be merged latger groups, and if they
are, greater efforts need to be made to ensurghtaahildren are not hindered
from benefiting from program components, and thaytare able to express their

needs.
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APPENDIX 1 HOUSEHOLD COMPOSITION AND
ASSOCIATED COMMUNITY MEMBER

The following list provides the household compasitof each CHH that participated in
the research project. The households are orgaaipbdbetically based on the letter |
assigned to them during the household survey. Narhthe participants have been
changed to ensure anonymity. Also included aretjes and gender of the household
members. The first name in each household isd¢hiedhold head. The last name on the
list in brackets is the name (pseudonym) of theroomity member who | interviewed,
who was identified by the household as someonegave them support, along with the
role or relationship to the household and theirdgen

Household A: Marie-Claire — 18/F, Alexandre — 15/M (Epiphaniblkundaban#r)
Household B: Marceline — 16/F, Claudette — 7/F

Household D: Cesarie — 17/F, Yvette — 14/F (Grace — Aunt/F)

Household E: Rosine — 17/F, Béata -12/F, Héléne — 8/F

Household F: Bernadette — 17/F, Filaline — age unavailable/Bpétance—Neighbour/F)
Household G: Albertine — 18/F, Charlotte — 14/F

Household H: Angelique — 17/F, Béatrice — 15/F, Désiree — 13#an-Davide — 11/M
Household I: Laetitia — 18/F, Gilbert — 11/M (Thomas — Neighbt)

Household J: Philippe — 18/M, Leonard — 16/M, Thierry — 14/M,\k&kd — 12/M
(Remy — Uncle/M)

Household K: Valency — 18/F, Athanase — 8/M (Collette — Cousin/
Household L: Augustine — 18/M, Kanobana — 16/M
Household M: Raymond — 18/M, Vincent — 16/M, Serge — 16/M (Médde — Aunt/F)

Household P: Claudine — 15/F, Florence — 6/F, Gregoire — 3/M
(Christophe — Local Leader/M)

Household Q: Chantal — 17/F, Jeanine — 15/F, Margerite — 12ferése -9/F,
Celestin — 6/M (Rachel — Aunt/F)
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APPENDIX 2 TRANSLATOR CONFIDENTIALITY FORM

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolbgy, University of Victoria

It is important that all of the information thatwytranslate be kept confidential.
Confidentiality is very important in this projec€onfidentiality means that any
information that you translate from either child@madults cannot be repeated in such a
way that the person who contributed the informafiwards or drawings) can be
identified. The participants’ real names will i@ used with any of the information that
is collected.

Even after this research project is finished, yatstmot discuss specific information
from the interviews or the children’s activitiesany way that will identify participants.

It is very important that we maintain confidentiglof the information and the anonymity
of the participants.

The participants in this research project will kel for their voluntary consent.
Voluntary consent means that the research partitspanderstand the goals, risks, and
benefits of their participation and that they aeefto decide if they want to participate or
not. Each adult and child who participates inrésearch project will be asked to give
either verbal or written consent.

Do you have any questions? Do you understand vaimy &sking you to promise to keep
the information confidential and the participam®aymous?

If you are ready, | would like you to sign the tlling statement:

l, Il natireveal or discuss any
of the information that | translate during this jex in any way that reveals the identity
of the participants. | will maintain the confidexity of the information and the
anonymity of the participants at all times.

Signed

Witness

Date

A copy of this confidentiality form will be left il you and the researcher will keep a
copy.

Your signature below indicates that you have resiz copy of this consent form for
your own records:

Signature
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APPENDIX 3 TRANSLATOR CONSENT FORM

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolbgy, University of Victoria

During the course of the research, Michelle isrtgiphotos of the children living in the
child headed households as well as the communitytorethat assist the children.
Because you may be present when these photoskare taou may appear in some of the
photos. Michelle would like your permission to ulsese photos when she writes about
her research, or when she does presentations oadearch. The photos may appear in
written documents such as magazines, journals,fy@&., and may be used in
academic, public or private presentations on teearch project. Michelle will not use
your name when she writes or talks about her reBearstead she will use a pseudonym.

Do you have any questions? Do you understand Hratasking your permission to use
photos of yourself in my research? | will not kseng your real name when | write about
the research or when | talk about it.

(Please circle either yes or no)

1. Is it alright for Michelle to use photos in whigou appear when she writes about
her research or does presentations on her research?
Yes No
Signed

Printed Name

Witness

Printed Name

Date

A copy of this consent form will be left with yométhe researcher will keep a copy.

Your signature below indicates that you have resiar copy of this form for your own
records:

Signature
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APPENDIX 4 SCRIPT DETAILING RESEARCH PROJECT
FOR CHH

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolgy, University of Victoria

This is Michelle Hardy. She is from Canada. &he student at a big school
called the University of Victoria and she is studychildren’s health. She would like
your help for a project that she is working ongohool, and we have come to ask you if
you would like to help. My name is (the transl&arame), and | will be helping her
because she does not know how to speak Kinyarwangdl. read what she wants to say
to you today. You all know (NGO staff person’s ream ) who is
working with (name of NGO). They have told us thati are interested in hearing more
about this research project. Michelle and | dowaoik for (the NGO), the project we are
doing is not connected to (the NGO). This projexd nothing to do with the help you
get from (the NGO) or your participation in thenmograms.

You might have heard about us from the staff wagkvith (the NGO). We are
working here in the area outside of the town ofdtiel to ensure anonymity) for the next
few months of this year. The money for this wdrattMichelle is doing comes from a
part of the Canadian government. Michelle is igézd in the health of children who
live without an adult over the age of 18 years.ciile wants to talk with you and other
children living in child headed households to fout what you think about your health.
She wants to know what things make you sick, wbatdo when you are sick, if you get
help from anyone and what you do to try to be hgaltShe also wants to hear from you
what you know about malaria, what you do when yeungalaria and how you prevent
yourself from getting malaria.

If you want to take part, Michelle and | will coraed visit you four more times.
Each visit will last between one and two hours. iite knows that you have work to do,
so she will try to come to your house at a time ihgood for everyone in the house.
When she comes on these visits, Michelle will aslk yome questions. Some of these
guestions will include asking you who lives in yduruse, if you farm or how you earn
money, questions about your parents, and what yp#gsngs you own (e.g. if you own a
mattress, a mosquito net, a blanket). She midhyas questions such as “what do you
think causes malaria?” or “are there things about yealth that make you worried?” If
it is okay with you, Michelle will record your vagowhen you answer these questions so
she can remember better what you said. Do you hiayeuestions?

On some of our visits, Michelle will ask you to keassome drawings. She will
bring some crayons and paper for you to do thath#le thinks these drawings will be
fun for you to do. You will be asked to draw pies of yourselves when you are sick
and when you are healthy. Michelle will also ask yo draw pictures of things that
make you sick or keep you healthy. Then Micheliié agk you questions about these
drawings, and about the things you get sick fromatwhappens when you get sick, and
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who helps you when you are sick. You can keemlthwings, and if it is okay with you,
Michelle will take a photograph of them.

Michelle would also like to take photographs otiyduring the activities at your
home. If you do not want her to, that is okay,wmik not take any photos. If you do not
mind that we take photographs, we will give yowpycof a photograph of yourself to
keep.

The information that you share is very importaktichelle thinks that your ideas
about health will show people what your life isgigand some of the challenges you face.
The things that Michelle learns from you will beitten down and shared with people at
her school in Canada, and with people who are stgdshildren’s health. She might
also write something about what she learns thas epdn a magazine or in a book. She
may include some of the photographs of the drawihgsyou did. However, when
Michelle talks and writes about this project, shi mot use your real names. If you like,
you can choose the names that she will use and@else will be told that you have
chosen that name for yourself. As well, she woll unse the real name of this area where
you live. Michelle might tell (the NGO) what shealned in this project, but she will not
tell them the names of the people who told herweieer, if she finds out that you have
health needs that need to be taken care of rigayaovr if anyone tells her that they have
been hurt by someone, or are thinking of hurtiremtbkelves, Michelle will tell this to
either (the NGO) staff person, so that they cap kel.

If you do not want to participate in the projeabigt is not a problem. You will
still continue to receive help from (the NGO) amh still participate in their programs.
You decide if you want to do these things. If ylmunot want to do any of them, that is
okay. Nothing bad will happen. You might alsoidecyou want to do the drawings, but
you do not want to talk about them. That is ol@y. tIf you do not want to answer some
of the questions, that is not a problem. You damose which questions you want to
answer. If you decide that you do not want to arsamy more questions, and that you
want to stop participating in the project, thabksy too. Some of the questions you
might not want to answer if your brother or sissearound. So if you would rather talk
to her with just myself (the translator), thatsdi Or perhaps you might want to have
your brother or sister around, that will be fine.tdHowever, whatever you hear your
brother or sister say to me, is something thatdmuot repeat to other people. What
they say are their ideas and thoughts, and if teayt other people to know these things,
they will tell them themselves.

On our last visit Michelle will give you some iterfor your household as a way
to thank you for your time and your help with thr®ject. However, if you would not
participate in this study if the gift was not offer then you should not participate in this
study. If you decide at some point to stop answgeguestions, and not to participate in
the interviews, your household will still get amikayou gift. However, if you stop
participating in the research project part way tigitg Michelle will still use the
information that you shared with her up to thatnpevhen she writes up the results of her
project since it will be impossible to figure ouxtaetly what information it was that you



195

had told her. If you are interested in what shHeasning from you, you can ask her at
any time. If you have any questions after theaeseproject is over, and Michelle is
back in Canada, you can talk with (the NGO) staflspn. Do you have any questions?

We will let you think about whether you want tafpapate in the project. If you
do want to participate in the project, you canlieé NGO) staff person know, and
Michelle will come back to visit you. Michelle isterested in everyone’s ideas in the
house, but in particular she wants to talk to thegbe who are between the ages of six
years and eighteen years. So, everyone in theeholis is between these ages needs to
think about whether they want to participate inpnegject. This is a decision that each
person needs to make, and then you need to degdéer as a household if this is
something that you will do. Michelle will only tato households if everyone between
the ages of six and eighteen wants to participatba project.

This is a lot of information. Do you want to amky questions? Do you
understand what we want to do? Do you understdrat you would be doing if you take
part in this research?
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APPENDIX 5 WRITTEN AND VERBAL CONSENT FORM FOR
CHILDREN IN CHH (FOR PARTICIPATION IN THE
RESEARCH)

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolgy, University of Victoria

This research project is interested in what yotera say about your health and
in particular what you have to say about malaihachelle wants to hear from you why
you get sick, what causes the illnesses, what gowtten you get sick, if you get help
from anyone, and how you stay healthy. Todayou ggree to participate, Michelle
wants you to show her around your house and yapgoty. On the next visit she will
ask you questions about your household, what yau dwou farm, etc. On the last two
visits she will ask you to show her things that smgku sick or keep you healthy and
have you draw them. As well, she will ask you tavd pictures of yourself when you are
sick. She will ask you questions about them akd factures of them to use in her
project. You do not have to answer any of thesetiues if you do not want to. The
things you say will be put together with answeasrfrother children who live in child
headed households so no one will know what you eseadtly. Michelle will not tell
people which things you said or which drawings galiwhen she shows the picture of
them to people. She will not use your name whentalks or writes about this work. If
you agree, she will also record the interviews @ke pictures of you during some of the
activities. She will not tell people your namelife shows the pictures. If you decide
part way through the study that you do not wardrtewer any more questions, Michelle
will still use the information that you gave her wigtil that point in her study because it
will be impossible to separate it from the otheitenal that she has. At the end of all the
visits to your household, she will give you songris for your household, as a way to
thank you for your time and your help with this jeat. However, if you would not
participate in this study if the gift was not offer then you should not participate in this
study.

Michelle will be going back to Canada in Septemhéyou want to talk to
someone about this work after she has gone baCknada, you can contact the staff
person at (the NGO) and ask them your question.

Do you have any questions? Can you tell me whatgroject is about? In what
sorts of activities will you be participating? Wadwyou like to take part in this research
project? If you do, you can either sign your naorejou can agree out loud. On each
visit, we will ask you if you want to continue tamicipate in the project. You will then
need to sign your initials, or say again out |duak tyou want to participate.

Written Consent:
(Please circle either yes or no)
1. Is it alright for Michelle to take pictures aby?
She would like to show your photo to other people,
and it may be included in what Michelle writes abibis research. Yes  No
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2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigto your voice. Yes  No

Signing your name here shows Michelle that you viaparticipate in this study:

Signature Printed Name

Date:

A copy of this consent form will be left with yomé a copy will be kept by Michelle.
Your signature below means that you have receivaapg of this consent form to keep
for your own records:

Signature
Written ongoing Consent:

Putting your initials here shows Michelle that yamyree to continue to participate in the
study for each of the visits she makes to your éous

Visit 3:
(Please circle either yes or no)
1. Is it alright for Michelle to take pictures oby?

She would like to show your photo to other people,

and it may be included in what Michelle writes abithuis research. Yes  No
2. Is it alright for Michelle to record your voice?

She and the translator will be the only ones lisigho your voice. Yes No

Visit 4:
(Please circle either yes or no)
1. Is it alright for Michelle to take pictures oby?
She would like to show your photo to other people,
and it may be included in what Michelle writes abibuis research. Yes  No
2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigho your voice. Yes No

Visit 5:
(Please circle either yes or no)
1. Is it alright for Michelle to take pictures oby?
She would like to show your photo to other people,
and it may be included in what Michelle writes abibhuis research. Yes  No
2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigho your voice. Yes No
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Verbal consent (for each visit):

If you want to participate today, and you wantetb tis out loud, you need to say your
name, and that you want to participate in the ptdytichelle is doing. If it is alright,
Michelle will record your voice saying this. If yauwould rather she did not record your
voice, that is not a problem. She will write dothiat you agreed to participate in her
journal. We will also ask you to answer these jaes as we ask them to you:
1. Is it alright for Michelle to take pictures oby?
She would like to show your photo to other peogte] it may be included in
what Michelle writes about this research.
2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigho your voice.



199

APPENDIX 6 WRITTEN AND VERBAL CONSENT FORM FOR
CHILDREN IN CHH (TO INTERVIEW COMMUNITY
MEMBER IDENTIFIED BY CHILD)

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolgy, University of Victoria

When you were telling Michelle about the peopléd tielp you when you are sick, you
told Michelle that your neighbour sometimes coneelkdlp you. Michelle would be
interested in going to talk to your neighbour asklimg them some questions if it is okay
with you. Michelle would like to ask them quessaabout child headed households in
Rwanda, about malaria, other illnesses and stdyadthy, as well as ideas that people in
Rwanda have about children. She will use the médron that she learns from your
neighbour in the project that she is writing. Thf@rmation that Michelle learns, and the
report that she writes will be shared with othesgde at her school in Canada, people
who do similar projects or who are researchingdehil’s health. She may also write
what she learns and put it in a magazine or a baolalk about it when she does a
presentation to other people. Michelle will ndt y@ur neighbour anything that you said
to her. If you do not want Michelle to talk to yaweighbour, it is not a problem.
Nothing bad will happen. If you agree to let Miteenterview your neighbour,

Michelle needs to get your signature or needs & frem you that you agree to allow
her to interview your neighbour. If you are witlinMichelle would also like you to go
and ask your neighbour if they would be interesteplarticipating in the project.

Michelle will ask you on our next visit to your henf your neighbour is interested in
participating and if they are, she will go and miéeim. If you would prefer that
Michelle asks your neighbour for their permissithrat is okay too.

Would it be alright if Michelle interviews your rghibour (or name
of this person if the child had identified themrmgme in an earlier interview) that you
said helped you, and asks them some questions?s Hlright with you, you can either
sign your name here, or else you can say out laddaee will record your voice if it is
alright with you. If you would rather she did metord your voice, that is not a problem.
Michelle will write down that you agreed to allowitto interview your neighbour in her
journal. You will need to say your name, and thatould be alright for Michelle to

interview your neighbour (or meaf person child identified
earlier).

Signature Printed Name

Date:

A copy of this consent form will be left with yoma@ a copy will be kept by the
researcher. Your signature below means that yga rexeived a copy of this consent
form to keep for your own records:

Signature
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APPENDIX 7 LETTER OF INFORMATION FOR NGOS

Dear (name of the director of the organisation),

You are invited to participate in a study thabésng conducted by myself,
Michelle Hardy. |1 am a Canadian student here iraR¥a conducting research as a
requirement for a graduate degree in Anthropoldgym focusing on the perspectives of
children in child headed households regarding the#alth and regarding malaria. |
would be interested in interviewing yourself or Hrey staff member who is familiar with
your health related programs that are aimed atl ¢tdhded households. The following
letter provides details about the research project.

Project Title: Perspectives of Health in Child Headed Households

Researcher: Michelle Hardy (Master of Arts student)

Supervisor: Dr. Lisa Mitchell

Institution:  Department of Anthropology, University of Victay Canada

Contact Info: Michelle Hardy: (cell phone number in Rwanda) drhardy@uvic.ca
Dr. Lisa Mitchell: 01-250-721-6282 or Imm@uvia.c

What is the study about?

This study will examine the health concerns amdnlgien living in child headed
households (CHH) in rural Rwanda. In particulbe tesearch will examine the
children’s perspectives of malaria and some isaffesting their understanding,
susceptibility, as well as access to treatmentsaipghort. Given that non-governmental
organisations (NGOs) in Rwanda are significantiolmed in providing for the needs of
children in CHH, this study also takes into coneadien the health care support that is
offered to CHH through NGO programs. Researclhisftype is important, because it
provides insight into the particular needs andlehgkes of CHH, and how these needs
are being met. This research may be useful f@elatiatives that focus on providing
health care for CHH.

Who is conducting this study?

Michelle Hardy is conducting this study under thpexvision of Dr. Lisa Mitchell in the
Department of Anthropology at the University of ¥da in British Columbia, Canada.

It is part of her thesis research for her Mastekm$ degree. Parts of this study may also
be published in academic journals or books and uspresentations. This research
project has received funding from the Governmer@ahada’s Social Sciences and
Humanities Research Council.

Why are you being asked to participate?

You have been invited to participate in this stbdgause the organisation you work for
is offering malaria-related health care assistaad@HH. As the director of the
organisation, your opinion, or that of someone ®ldkin the organisation who is

familiar with the health care program, is soughtider to understand what type of health
care is available to CHH, how these health cargraros are designed, and the
sustainability of the programs.
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What are you asked to do?

If you or another staff member of this NGO agregdtuntarily participate in this
research, your participation will include a singierview with myself; this interview
should last no longer than 1 ¥z hours, and may péae at your office, if that is
convenient for you. In the event that clarificatis needed on the responses given
during the interview, a subsequent interview maydagiested. | will ask a number of
guestions about the nature of your health carerprog, and | would also be interested in
examining any available documentation detailingrymealth care programs. The
interview will be audio recorded unless you havebjection to this. In addition, if you
are aware of any children participating in thiseaagh project, you are asked to keep the
children’s identity confidential.

What are the risks involved in participating?

While every effort will be made to maintain youroaymity, due to the small sample size
it may be possible to associate you or the NGO thighinformation you share when it is
included in the dissemination of results.

Benefits

The potential benefits of your participation instinesearch include contributing insight
into how children’s health concerns are being askld, and what barriers are inhibiting
them from accessing health care. In additionjrifmation you share will indicate if
there is a need for other types of initiativesgsist children in their health needs.

What will be done to keep your identity confidentid?

All interview notes and recordings will be storedain access controlled location
accessible only to the researcher. Your nameharatientifying information associated
with you or your organisation will not be used myaublication or presentation that |
make.

What rights do you have as a participant?

* Your participation in this research is voluntary.

* You may choose to stop the interview at any timdemline to answer any particular
guestion. If you choose to stop the interviewrehyj | will ask for your permission to
retain the information that has been given up & point for use in this research.

* You may request additional information from theei@sher or her supervisor before
starting the interview or anytime thereafter.

* | will email you a written transcript of the inteew for your verification. You are
invited to revise, edit, or delete anything thati yash to. Sending it back to me with
or without revisions is an indication that you agweath the content of the transcript.

Dissemination of Results

It is anticipated that the results of this studl ke shared with others in the
following ways. The results gathered from the v and from any program
documentation you share with me will be writtenfapmy thesis dissertation, for class
presentations and for conferences. In additiaantlaterial collected from the research
may be used in the future in published articlesamks and for other presentations.
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Therefore, the data collected for this researchnwit be destroyed. If you are interested
in receiving a summary of the results of this styzlgase let me know.

You may verify the ethical approval of this studyraise any concerns you might
have, by contacting the Human Research Ethics ©&iche University of Victoria (01-
250-472-4545 or ethics@uvic.ca).

Thank you for your consideration. | look forwadadthe possibility of
interviewing you or another staff person of thigamisation. | will contact you by
telephone within the next week to find out if someds available for an interview.

Sincerely, Michelle Hardy
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APPENDIX 8 CONSENT FORM FOR NGO REPRESENTATIVE

Project Title: Perspectives of Health in Child Headed Households

Researcher: Michelle Hardy (Master of Arts student)

Supervisor: Dr. Lisa Mitchell

Institution:  Department of Anthropology, University of Victay Canada

Contact Info: Michelle Hardy: (cell phone number in Rwanda) drhardy@uvic.ca
Dr. Lisa Mitchell: 01-250-721-6282 or Imm@uvia.c

What is the study about?

This study will examine the health concerns amdnlgien living in child headed
households (CHH) in rural Rwanda. In particulbe tesearch will examine the
children’s perspectives of malaria and some isaffesting their understanding,
susceptibility, as well as access to treatmentsapghort. Given that non-governmental
organisations (NGOs) in Rwanda are significantiolmed in providing for the needs of
children in CHH, this study also takes into coneadien the health care support that is
offered to CHH through NGO programs. Researclhisftype is important because it
provides insight into the particular needs andlehgles of CHH, and points out how
these needs are being met. This research mayehd e those initiatives that focus on
providing health care for CHH.

Who is conducting this study?

Michelle Hardy is conducting this study under thpexvision of Dr. Lisa Mitchell in the
Department of Anthropology at the University of ¥da in British Columbia, Canada.

It is part of her thesis research for her Mastehm$ degree. Parts of this study may also
be published in academic journals, in books and useresentations. This research
project has received funding from the Governmer@ahada’s Social Sciences and
Humanities Research Council.

Why are you being asked to participate?

You have been invited to participate in this stbdgause the organisation you work for
is offering malaria-related health care assistdade@HH. As the director of the
organisation, your opinion, or that of someone ®ldkin the organisation who is

familiar with the health care program, is soughtider to understand what type of health
care is available to CHH, how these health cargnaras are designed and the
sustainability of the programs.

What are you asked to do?

If you or another staff member of this NGO agreedhuntarily participate in this
research, your participation will include a singieerview with myself; this interview
should last no longer than 1 %2 hours, and may péee at your office, if that is
convenient for you. In the event that clarificatis needed on the response given during
the interview, a subsequent interview may be regdesl will ask a number of questions
about the nature of your health care programs) aralild also be interested in
examining any available documentation detailingryiealth care programs. The
interview will be audio recorded unless you have alpjection to this. In addition, if you
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are aware of any children participating in thiseagh project, you are asked to keep the
children’s identity confidential.

What are the risks involved in participating?

While every effort will be made to maintain youroaymity, due to the small sample size
it may be possible to associate you or the NGO thighinformation you share when it is
included in the dissemination of results.

Benefits

The potential benefits of your participation instihésearch include contributing insight
into how children’s health concerns are being askbd, and what barriers are inhibiting
them from accessing health care. In additionjrifmation you share will indicate if
there is a need for other types of initiativesgsist children in their health needs.

What will be done to keep your identity confidentid?

All interview notes and recordings will be storedain access controlled location
accessible only to the researcher. Your nameharatdentifying information associated
with you or your organisation will not be used myaublication or presentation that |
make.

What rights do you have as a participant?

* Your participation in this research is voluntary.

* You may choose to stop the interview at any timdemline to answer any particular
guestion. If you choose to stop the interviewrehyi | will ask your permission to
retain the information that has been given up &b goint for use in this research.

* You may request additional information from theeg@sher or her supervisor before
starting the interview or anytime thereafter.

» | will email you a written transcript of the inteew for your verification. You are
invited to revise, edit, or delete anything that yash to. Sending it back to me with
or without revisions is an indication that you agwath the content of the transcript.

Dissemination of Results

It is anticipated that the results of this studil e shared with others in the following
ways. The results gathered from the interviewfaoich any program documentation you
share with me will be written up for my thesis digation, for class presentations and for
conferences. In addition, the material collectednfthe research may be used in the
future in published articles or books and for otwasentations. Therefore, the data
collected for this research will not be destroyéfdyou are interested in receiving a
summary of the results of this study, please leknoav.

You may verify the ethical approval of this study raise any concerns you might have,
by contacting the Human Research Ethics Officéattniversity of Victoria (01-250-
472-4545 or ethics@uvic.ca).
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Your signature indicates that you consent to padie in this study, and that you will
keep confidential the identity of any children whgou know are participating in the
study.

May | make an audio recording of this interviewES NO (please indicate by circling)

Printed Name Signature Date

Organisation

A copy of this consent form will be left with yoma a copy will be kept by the
researcher.

Your signature below indicates that you have resbiz copy of this consent form for
your own records:

Signature

Second Interview:

In the event that a follow-up meeting is arrangedir signature below indicates that you
consent to participate in a second interview.

May | make an audio recording of this interviewES NO (please indicate by circling)

Printed Name Signature Date

Organisation
In the event of withdrawal partway through the interview:
In the event of withdrawal partway through the imigw, your signature below indicates

that you agree to allow Michelle to use the data lyave provided up to the point of
withdrawal.

Printed Name Signature Date

Organisation
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APPENDIX 9 SCRIPT DETAILING RESEARCH PROJECT
FOR COMMUNITY MEMBERS

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropolgy, University of Victoria

This is Michelle Hardy. She is a student at théversity of Victoria in Canada. She has
prepared the following outline that describes tr@qzt that she is working on for school,
so that you can decide if you want to be part of ihot. My name is (the translator’s
name), and | will be translating for her. | willad what she has prepared for you.

Michelle is here in Rwanda to talk to children whe in child headed households and
find out what they are saying about their healtth about malaria. She wants to find out
what the children’s health concerns are, where #reyearning about health care, what
kind of help they are getting when they are siclt ahat they say about malaria. She
will be in Rwanda until September. She also wamfind out what the community
members, such as yourself, have to say about bbedded households. Some of the
money for this work that Michelle is doing comesnfra part of the Canadian
government.

Specifically, Michelle wants to hear your thougabout child headed households in
Rwanda and some of the challenges that they fagse gou are involved in helping
children in child headed households. She wanéskoyou questions about how children
in these households are learning the skills theylramd how people in the community
respond to these children. In addition, she wdilkkelto ask you some questions about
the children’s health care, and about malaria d@hdrallnesses. She would also like to
learn about Rwandan customs and ideas about dgeedifes and the responsibilities of
male and female children.

If you take part in this research, Michelle andill some back at a time that is
convenient to you to ask you questions on thosiedagi your home. The questions will
take about one hour, maybe longer if there is #oloalk about. If it is alright with you,
Michelle will record your voice during the interwe She would be the only one that
would listen to it after the interview. With yopermission she may also want to take
some photographs of you. These pictures mighhbess to other people or printed in a
report. After the interview, your answers will pet together with other people’s
answers so that no one can tell which person méihvgtatement. That way, other
people will not know what you said.

You do not have to be part of this research. yougr decision. If you decide not to
participate, it will not cause any problems or tstuigs for you or for the children in the
child headed households that you are in conta¢t witou can choose which questions
you want to answer. If you decide you do not wardnswer any more questions, that is
okay. However, if you do stop the interview at @mynt, Michelle will ask your
permission to use the information that you havd sgito that point in the interview for
her research.
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Michelle would like to share what she learns frdms tvork with other people. She will
be writing a report for school on what she leaamsl she may also write something for a
magazine or for a book. The pictures might be uis¢ldese reports or in presentations
she makes at school or with other people who deeasted in this research. However,
when she talks and writes about what she learrshares the photos, she will not use
your name or the name of your community. All thiermation that Michelle learns

from you, which she writes down, the recordingyair voice, and the pictures, will be
kept in a secure place.

The information that you share will be useful f@ople who are interested in helping
people like the children in child headed householdsvill be useful for them to hear
how the community is able to help these childrenl, @hat prevents them from helping
the children. There are no risks to you for pgstiting in this research. Michelle asks
the you do not tell other members in the commuthi& the children in the child headed
households are participating in this research ptpg:nd that you do not tell other people
what you said about the children to other people.

If you want to take part in this research, Mich&lid give you (either a monetary gift or
household item based on the advice from the NG&s in contact with) to compensate
you and thank you for your time at the end of titerview. If you stop the interview at
any point, and say you do not want to continuevaiiestill give you the thank you gift.
However, if you would not participate in this stuflyhe gift was not offered, then you
should not participate in this study.

If you have any questions about this research #ftestudy is over and after Michelle
has gone back to Canada, you may talk with the @@ person who works in this
area.

This is a lot of information. Is there anythinguywant to ask?

If you are interested in participating in the restaVliichelle will come back at a time
that is convenient for you. At that time, she wile if you have any more questions
about the project, and she will get your permissoodo the interview. Michelle will
then ask you the questions and | will translate.
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APPENDIX 10 WRITTEN AND VERBAL CONSENT FORM
FOR COMMUNITY MEMBERS

Project Title: Perspectives of Health in Child Hea@&d Households
Researcher: Michelle Hardy, MA Candidate, Anthropobgy, University of Victoria

This research project is interested in what thedtheoncerns of child in child
headed households. However, Michelle wants to dundfrom you what type of support
you or other community members are able to giviaécchildren, what you think are the
challenges facing the children living in child heddhouseholds, and how they are
learning the skills they need. She wants to askgueestions about malaria and other
illnesses, as well as questions on Rwandan ideag &bys and girls and age differences.
You can choose which questions you want to ans¥emou decide you do not want to
answer any more questions, that is okay. Micheilleask for your permission to use the
information that you have shared with her up togbmt that you decided to stop
participating in the study. She will not tell othgeople that you have talked to her. The
things you say will be put together with answearfrother community members.
Michelle will not tell people which things you sai&he will not use your name when she
talks or writes about this work. She would alge lio record your voice during the
interviews and take pictures of you, if that iggiit with you. She will be the only one
who listens to your voice on the recording. Shikmat tell people your name if she
shows the pictures. At the end of this interviete will give you (an item or some
money depending on the recommendation by the NG@)vaay to thank you for your
time and your help with this project. Howeverydiu would not participate in this study
if the gift was not offered, then you should nottjggpate in this study. Michelle will be
going back to Canada in September. If you watdltoto someone about this work, you
can contact the staff person at (the NGO) andlaesk tyour question.

Do you have any questions? Would you like to taédee in this research project?
If you do, please answer the following questiond sign your name below, or you can
say it aloud.
Written Consent:
(Please circle either yes or no)
1. Is it alright for Michelle to take pictures oby?

She would like to show your photo to other people,

and it may be included in what Michelle writes abihuis research. Yes  No

2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigho your voice. Yes No
3. Do you agree to not tell other people that thi&lcen Yes No
you know are participating in a research project?
4, Do you agree to not tell other people what you Yes No

say about the children?
Signing your name here means that you want togyaatie in this study:

Signature Printed Name
Date:
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A copy of this consent form will be left with yoma a copy will be kept by the
researcher. Your signature below means that yga received a copy of this consent
form to keep for your own records:
Signature:
Verbal Consent:
If you want to participate on this visit, and yoant to tell us out loud, you need to say
your name, and that you want to participate ingtggect Michelle is doing. Then we
will ask you four questions about recording yokjrig pictures and about not talking to
people about the children participating in the gfuss well as what you say about them.
If it is alright with you, Michelle will record yosaying this. If you would rather she did
not record your voice, that is not a problem. @ilewrite down that you agreed to
participate in her journal.
1. Is it alright for Michelle to take pictures oby?
She would like to show your photo to other peogte] it may be included in
what Michelle writes about this research.

2. Is it alright for Michelle to record your voice?
She and the translator will be the only ones lisigto your voice.

3. Do you agree to not tell other people that thi&lcen
are participating in a research project?

4, Do you agree to not tell other people what you
say about the children?

In the event of withdrawal partway through the interview:

Written Consent:

If you decide partway through the study that yountita stop answering questions, your
signature below means that you agree to allow Miehe use the information you have
provided up to the point that you decided to stogagering questions.

Printed Name Signature Date

Verbal Consent:

If you decide partway through the study that yountita stop answering questions,
Michelle asks for your permission to use the infation you have provided up to the
point that you decided to stop answering questidhgou agree, and you want to tell us
out loud, you need to say your name, and that Jlowdichelle to use the information
that you have shared with her up to this pointt i alright with you, Michelle will
record you saying this. If you would rather she ot record your voice, that is not a
problem. She will write down that you agreed tiohler use the information.

Is it alright for Michelle to use the informatiohat you shared with her up until this
point? She would like to use this information &r nesearch project.
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APPENDIX 11 SAMPLE QUESTIONS FOR CHH — 2"° VISIT

The following are questions | may ask the childasrthey show me around their house
and property. They are informal questions that lgllused to acquire insight into their
daily workload, subsistence practices and soctatattions.

1.

2.
3.

No o

| am interested in where you live. Would itdmessible for me to see inside your
home?

Where do you do the cooking?

Is it difficult to find wood for the fire? Wherdo you collect it from? How far
away is that?

Where do you get water for your cooking andking? How far do you have to
go to get it?

Do you have crops that you are growing?

May | go and look at what you are growing withu¢

Who works in the field? How did you learn hawgrow these crops?
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APPENDIX 12 HOUSEHOLD SURVEY FOR CHH

Date:
Household #:
District: Sector: Cellule:
Umudugudu:
Household members (circle name of head of household
Name Sex | Age | Relationship to Imm./ | Med. | Birth
Head of Vacc. | Ins. | Cert.
Household
1
2
3
4
5
6
7
School
Current | Attendance Last class | When last
class attended attended
1 always usually sometimes rarely
2 always usually sometimes rarely
3 always usually sometimes rarely
4 always usually sometimes rarely
5 always usually sometimes rarely
6 always usually sometimes rarely
7 always usually sometimes rarely




Work

212

1. How do you earn money? How much does the housepgbximately earn?

2. Do you own a plot of land?

Yes/No

Is it big enough to grow food for all of you andgell some?

Yes/No

3. What do you grow?

4. Who works outside the house?

5. When do you work? When do you start work?

6. When do you eat during the day?
Morning/Noon/Evening

Chores

Chore

Child responsible

Cooking meals

Fetching water

Cleaning

Washing clothes

Fetching firewood

Other?

Household items

Item

Number

Comments

Latrine

Light

Mattress

Mosquito net

Insecticid¥®s/No When treated?

Blanket

Shoes

Spare set of clothes

Radio

Stove
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Other
7. What do you do with your garbage?

8. Where do you get water? How long does it take tdtgre?

9. Where do you get firewood? How long does it takgdabthere?

10.Are / Were you involved in a program with an NGO? Yes/No
11.What type of program was / is it?

12.Does anyone stay home during the day? Yes/No
13.1f young child stays hom&Vho looks after [name of child]?

14.May | ask you some questions about your parettsite child says yes, the
following questions will be askedVhere are your parents?

15.1f parents diedDo you know how they died?

16.When did your parents leave / die?

17.Has another family member died recently?

18.Do you have any relatives? Where do they live?elMtiid you last see them?
19.How far is the nearest health clinic or hospit&él@w much does it cost to get there?
20.1s there a question that you would like to ask mmeua myself?

House
1. Describe the house (sundried bricks, concrete swilit floor, etc.)
2. Number of rooms and designations
3. Sleeping arrangements (bed / floor / mattress fuonts net)
4. Differences from other houses in the same area
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APPENDIX 13 INTERVIEW QUESTIONS FOR CHH — 4 ™
VISIT

Focus: Children’s explanations and ideas regarthiag susceptibility to illness/malaria
and their access to/sources of care and treatntegrt they are sick.

The children will be asked to draw a picture oftiselves when they are sick and when
they are healthy. | will use the completed picsuieeask the children individually about
their susceptibility to malaria/other ilinesses émeir access to health care.

Introductory questions

» Can you show me on the picture where you felt srckhere you hurt yourself?

* What happened when you got sick or hurt yourself?

* Have you got sick from other things? What wereséhthings that made you sick?
* How did you feel?

Questions around poverty

* When we were talking about the pictures you drews, jentioned that you

sometimes get a fever/get malaria.

Do you get (what was identified) very often?

When do you get it?

What do you do when you get sick?

Did someone tell you what you should do if you maiaria? Who? Are you able to

do that? Why/why not?

» Did you go to the health clinic? Did they help $d0r -Do you go and tell someone
when you got sick? Who did you go to?

» Does someone come and help you when you are $Mk@ does? Why not or What
do they do?

* Do you take any medicine when you have malaria?y/Mitny not?

* Where do you get the medicine? What do you take® long do you take it for?

» Are you ever short on food? What do you do whamdwo not have enough food? Do
you ask anyone for help? Who do you ask? Whahelp do?

Questions pertaining to age differences

» Does your older/younger brother/sister get (threesk) too?

» For heads of household: do your younger brothedssesters get sick in different
ways? Can you tell me about it?

What do they do when they get sick? Do you hefpnth What do you do?

Do they get help from anyone else? Do they gbeactinic?

When you get sick, does everyone else get sick too?

Does your younger brother/sister get malaria mioae tyou? How much more/less?
Why do you think that is?

* What do they/you do when they get malaria?

* Who takes care of them when you are away from hamdeworking?
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Questions pertaining to gender differences

When you get sick, does everyone else get sick too?

Does your brother/sister get (the iliness) too?

Do girls/boys get this more than boys/girls?

Does your brother or sister get sick in a diffeneay — what do they get?

What do they do when they get sick?

Does your brother or sister go to the clinic whaeytare sick? Or what do you do
when they get sick?

Does your brother or sister get help from anyonemithey are sick? From who?
What do these people do?

Does your brother/sister get malaria? How muchefhess than you? Why do you
think that is?

What do they/you do when they/you get malaria?

When you get malaria, do you treat it differentigm your brother/sister does when
they get malaria?

Questions pertaining to community support

Who do you ask for help if your younger/older diiiis sick?
Who do you borrow a hoe from if yours is broken?
What do you do if your cow/pig/hen is sick?
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APPENDIX 14 INTERVIEW QUESTIONS FOR CHH -5 ™
VISIT

Focus: Children’s explanations and ideas regardeadth, illness and malaria
All the children in the household will be inviteadl draw:

* A picture of things that make them sick.

* A picture of things that keep them healthy.

Those children who do not want to draw, or in addito drawing, will be invited to
show me:

» Things in/around the house that keep them healthy.

» Things in/around the house that make them sick.

As the children finish drawing, or as they showaneund the house, | will spend

approximately 20 minutes with each child, askingnththe following questions:

* Why do these things keep you healthy? Are thererdttings that keep you healthy?

* How do you feel when you are healthy?

* | noticed you drew / did not draw a picture of @lnet. Do bed nets keep you
healthy? How? Or Why or why not?

Questions around poverty

» Do you always do (what the picture they drew ofgjsi that keep them healthy

depicts)? Why/why not?

What happens when you do not do (what picture d¢&dic

What causes the (what was identified)?

Where did you learn that?

Are there things about your health that make youried? What are they? Why do

they worry you?

Are you worried about AIDS?

How do people get AIDS?

What can you do in order to prevent yourself frogttigg it?

Are you able to prevent yourself from getting it?

Who told you about AIDS? What did they tell yowabit?

What is malaria? How do you get it?

Do you know anyone who has malaria? What happé&esthey are sick? How can

you tell that it is malaria and not something else?

* Why do people get malaria?

» Where did you learn about malaria? What did thaglieyou in school or what did the
NGO tell you about malaria? What did they tell ybat you should do in order not to
get it? What did they say? Are you able to doWhy/why not?

* Are there things you could do to prevent yoursafif getting malaria?

» Do you do these things? ...Why not?

» Other questions regarding prevention of malarig. @voiding mosquito bites, using
anti-malarial drugs, vector control — screens, ardkpraying, larval control, and
personal protection measures- insecticide-treadddbts, clothing, sheets at night,
etc.
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How do you know when you have malaria?

Can your malaria come back on its own even if yaveot (use child’s causal
agent)?

How do you feel when you get malaria?

How long do you have it?

Does it feel different than when you get sick wather things? How is it different?

Questions pertaining to age differences

Does your older/younger brother/sister do the stmmgs as you to stay healthy?
Does your older/younger brother/sister know abbese¢ things that make you
healthy? How did they learn them? Or Why don’tytkeow these things?

How do you know when your younger brother/sistexr imalaria?

Does your younger brother/sister know what malafaWhy not or How did they
learn about malaria?

Do you ever talk to the NGO about your concernargigg malaria? What do you
tell them?

Questions pertaining to gender differences

Are there things that keep boys healthy and thingskeep girls healthy?

Does your brother/sister do these things? Whylor mot?

Are there things that make girls or boys sick défely?

When girls have malaria is it different than whaydghave malaria? How is it
different?

What causes their (illness)?

How do you know that?

For heads of household: do your younger brothedssesters get sick in different
ways? Can you tell me about it?
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APPENDIX 15 INTERVIEW QUESTIONS FOR NGOS

Questions pertaining to program parameters andsfothealth care programs

What is your organisation’s overall purpose or nzed

Can you describe the programs?

What health needs are the programs primarily adarg?

Do you pay for health insurance for the children?

How do you determine the focus of your health paogs?

What do you teach CHH about malaria?

How do you determine which CHH can be in your paog? How long do you work
with a group of CHH? How is program duration detiered?

* Where does your organisation get funding? Cangyee me an idea of your budget?

Questions on the extent the health programs consldielren’s concerns and lived
reality

» Has this program been successful? In what way?

* Do you do evaluation of your programs? Can yowles how it is carried out?

* What barriers inhibit the children from following@yr program recommendations?

Questions on the children’s involvement in progidasign and evaluation
» How are your health programs designed?
» Are children involved in program planning and ewdion? Why or why not?

Questions pertaining to the NGO'’s influence on camity support of CHH

* Do you elicit community involvement in your prograP Who from the community
gets involved? How are they recruited? How aey thvolved? How does the
community remain involved with the CHH once yowehe area?

Other questions
* Is there anything else you want to add that hadeenh addressed in these questions?
* Is there any material on the health programs thaght be able to examine?



219

APPENDIX 16 INTERVIEW QUESTIONS FOR COMMUNITY
MEMBERS

Questions pertaining to community perspectivesfese to CHH

Q

Do you have some land to farm or where do you work?

Are there many children without parents at home atgoliving around here?

Do you see the children from the CHH near you \aftgn?

Do you know how their parents died/why they arelivitg here?

What do you think is the main problem facing howsef without adult caregivers?
Does anyone teach the children about growing crops?

Does anyone teach the children how to take catieenf health? Or

Who is responsible for teaching the children in Chiktv that their parents are gone?
What do these children need to learn?

Are you able to teach them anything/help them?

Is it difficult for you to help them/teach them? hwor why not?

What do you teach them/help them with?

Do the children listen to you?

Do the children ever ask you for assistance?

Are you able to assist them? In what ways?

Are the children able to provide enough food famiselves?

uestions pertaining to malaria

What do you think the children should do to stagltieg/?

Do the children do these things? Why or why not?

Is malaria a problem here? Why is that?

Where do people living around here learn about naéa

Do they teach children about malaria in school?at¥o they teach the children?
Is AIDs a problem for people living around here™hyi\s that?

Questions about age/gender

Do you think the children in CHH know how to stagalfthy?

Do you think they know how to prevent themselvesrfrgetting malaria?

Do you have different responsibilities around tbede than your husband/wife does?
What do you do that they don’t do/vice versa?

Do girl children have different responsibilitiesathboys?



