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Formal and informal care and support for people
living with HIV/AIDS in two sites in Botswana

Daniel Turner
PhD Thesis Summary

The ingreazing avalability of anti-retroviral drugs CARY ) allowa Tor the possibality of
cxlended Tives Tor the 36,8 million people living willy HTWVAATDS (PTWH A=) acroas ihe
world Yot the drugs along do nal tackle the psychiological and social prablems o HTY,
nceds vhich are met b large nevworks ol gupport, which including Tamily, riends,
NGO support groups and goyernment seryices, Thiz research inyestigales these
nctworks ol zocial support Tor FIAWHA uzing qualitalive participalory reacarch methods
in Bolswana, where many siructures exist o provide help Tor PIIVHA i a context
where ARV are Teely avalable Focus groups, parlicipant diaries and miervizws with
service providers detwl a complex landseape of care, which PLWHA ubilise (o gel the
help and assistance they need A special emphasis 15 placed on The complex role of
suppotL groups. shown as g cribical source ol supporl which are currently under-
researched nthe Blerawme The study also 1llustrates the problems in networkimg
between a mviad of NGOy, CBOs and govermment service providers, demonsiraling
1ssues of commumicalion, wovemanee and power,

Fealeased unde- a Creative Commans licence 2003
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Chapter One

Introduction

1.1 Finding suppori

Who are the leat people we ash Gor help when we are sich? A docilors and nurges (he
lirst 3oures ol hielp, or do most people lum 1o (rends, lamily and co-workers belare
geching medical altention” TUwe are sick Tor a Tong time, whal do we need aparl Trom
madical treatmeni? Advice? Someane o do the houzework? Or just Tove and suppori®
To understand 1ll-health, an approach 1s needed ihat Tooks bevond the medical Tactors 1o
the soeal and psychalogical needs of the Teng lenm sich, This fhesiz aims oge an

innoy alive approach o leoking at social 2upport lor people infeeted with e Human
Tmmwinadelicieney ¥Virus (HTY ) a frcatable but incurable pathogen which iz esiimated (o
izl some 33 million people across (e world {(UINATIXS 2008) Reeent drops in he
price ol the drugs o treal ATV mean that milliong more people are able to alTord Tile
gaving drugs. butig this all they need? When living with an incurable stigmalising
dizgcaae, people may nol be able o jusi lake he medicalion and Tive nermal Tives, there
are many comples gocial zucs which can prevent people Irom masing on and
breecuming ordinary parcnls, workers and active members of The communily

Thi thesig will aitempt 10 answar some ol these gquestion: in the cantexd el he
HTY/ATDS cpidemic i Bolswana, looking al how people living willh HTVATDS cope
with their illngza, and whers they get zupport fram, Uniguely he rezcarch wall Toak al
broth Tormial and inlormal soeurees ol duppor, suggeating thal individual 3 exiat in
mullple-overlapping spherss of zupport that inglude friends, Tamily, peers and
professional services, A new ypproach w s Geld wall be adopled that visuahises the
support system gs an mierconnecled network ol mdividuals and omeamisaions whao
provide nol just fommal semvaces such as coumselling, but also g muliilude ol mlarml
acly ol supper! from Mends and Fannly, which g essenual o the well-bemng of People
Laving ¥With HIVAAIDS (FLWHA), To investigale (s issue, 4 mulo-method simatesy
will be oulhned that provides insighl inwo all levels of supporl. and atlempls o show
gome ol the problems :amd boulenecks i providimg eMechve assislanee o PLYWHA

1.2 Secial supporl lor PIAVHA

“Sociely 1z anetwork” (Borgall and Everetl 1992, p1 7). @ huge migrconnecled network
ol people, busimesy, argamsatons, Famly, processes and most imporlantly, relanonships
Milhons of migractions belween people have reciprocal and knock-om elTects that make



and shape communities and sociely.

HIV is asexoally trangmitled vicus which inlects some 2.5 million people a vear,
making it one o the most rapidly orowine elobal epidenucs (ITN ATDS 20083 HIY
wealiens he tnnune system, leavine people vulnerahle o other inlections thal may
pros 2 [adal. There is currently no cure [or the Matal digease the HTY virus caoses, called
Acquired-Trnmuonodziciency Svndrome (AIDS ). However, anti-ratroviral drogs can he
usad 1o slop the progression of the digease, and may oive an exdra 15 vears ol Lile (Badri
el al. 20003 As these drugs hecome ihereasingly asalable across the world, ihe
emiphiasis ol research will shill (rom the medical, 1o the social needs ol peoplz Living
loneg Iives with the virusg. The treatiments are nol withoul drawhacks, they st be laken
requently and can have many sude-eflecis. Tn addition, HTY 8 sull an exiremsaly
atizratsed condition: there 3 31l no cure Tor the social problems ol the disease, which
may lead o peaple haing irralionally axcluded from social Tile and waork. S0 while the
virus i1zell s hecoming easier Lo manage, the same cand be saud Toe the wider health
and well-heine ol HTV sullerars.

MWonwhere 13 this suualion more acule than o sub=-S8aharan Alvica, which has the largasi
HIY epidemic, and where PLWHA can expect 1o [od “deepening pos 2ely, isolalion, an
inahility Lo salisly basic needs such as Inod and sheller, and rejection in conumunities
and lormal services and l'ear lor their children. ™ (Russel and Schneider 2000, p3). The
atluation is compoundad by the low ineome levels in many coundries, which mean that
individuals and governments cannod altord 10 pay [or the treatmeni or hzalth
inlrastructwre lo contan and manage the epidemie. Tulernalional bodies are allempling
1o rally support or incrgasing e number of people across the world who have access o
anii=retraviral (ARY ) trealmend, willy loited succes: (Van Damme et al 20000 bul even
i ey succeed. social problems sill reosan.

While mosl countrias in sub=-%aharan Alrvica sull have a long way 0 20 in rolling oul
treatment Tor PLWHA, Botswana has an advanced national Lreatment progranume which
aince 2001 has baen peoviding [ree anti-retroviral drugs 10 any citizen who needs them
(ACHAP 2004% This provides an exampla 1o the resl ol Altica, and alao an oppariunily
10 aszesa the long-lterm neads ol people on ARY drugs. One day, hopelully every HTY
positive person will hayve access W reaumeand, and ihe new challengz will be 1o provide
long-term social suppord Tor theo, This study hopes (o contrbule (0o an emerzing
literature on meeling he pivcholoeical and social nesds oUTPLWHA on andi-retravical
treatmant w resource lioited seuings. When these lessons are conluned wilh advances
in medical treatnent, millions of people with HIV will be returned (o Cull healil, aond
can acain contrihule Mully o society, avertine a hinges loss ol 1ile and human capital
wlich could have a destructive lpact on e economy, food secunity and political
atahility ol the Alrican continant (Fourie and Schindeich 2001 Providing this support
15 umportant neld just for the rehabilulation inte sociely of PLWHA who have previoosly
heen ostracized; prosviding social suppon aciually has other indicect henelits which
atrangthen tha case [or siudy ine supportive machanisms. For exanpla, i1 can help with
praswention elTors, as HTV ceases 1o he a hidden problem, and FLWHA themsealy ez can
hecome insolyved in warnme the public of the dangers of HIY. When they are oo altaid
1o admit they have HTV, and are shunned in public, hesz inleractions are hnpossihla
Also, namearous stuwdies have shown hal when people leel supporied and loved, thes
actually becomea haalthier, and hiave measurably sironeer lnwnuone syalems (Uchino 21 al.
[ 000

Bul whatl exacily constitules social supporl. and where does 11 come (rom? To answer
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thzae questiong, the thesis will adopl a unigue social networking approach. which will
atempl lor the st une i such a setting o examite ihe complate aelwoaorl. ol support.
Thiz will draw (Foan key Tieraluras on social support and social networks {ee Colien and
Svme 1984, Gottlieh 198 ) and ideas of social capal proposed Ty Tutham (1993 and
others. Previous sludies have looked al formal servies provigioon, such as counselling
gervices, and others have loaked al infiornal support feom Fanulies and careoivers using
aimilar theorstical approaches. ¥el i this vast network ol aociely, most people can be
expaciad 10 2ol support ol some sorl lrom a variety ol sourees, for esample they may
haw e [ormal counselling, Tl algo a chat with Imiends and family. Are these not hoth
impariant sowrcas ol support? Thos the research will Toak al haily formal and informal
aupport mechanisms toesther. hringing them weather by examininge them all a3

netw orked svatems ollenne support 100 PLWHA.

There 1% annther eap i the Tierature that nesds o ha lillad, the role playved by Support
oroups’ In rasoorce lunited settines, atarm ollen used by the WHO lor areas where there
15 a deliciensy ol sarvice provision, caased by a indwlliciency of Tunding, hwrman capital
or inlrastruciore. These are small oreanisalions run by PCWHA Tor PLWHAL peer
aupport wechanisms thal provides inlormation, counselling, care, and even food and a
aouwrce ol come, There are hundreds o’ these groups across AlTica, supporting
thousands ol people with HIY/ATDS, hat leve studies on their role Tor PLWHA in
Alrican settings. The research sluwag that w resource lioited seliings. suppocd oroups
not anly provide much nesded pavchological support, ot also practical and matarial
gervices lor memhers, ncluding regolar cooked meals and income generation projects.
They provide inlormation about HTY and treatinant options 1o PTLWHA, and also
provide adherance counselling, enswring that medication s Laken regularly. They are
algo mpariant in edocaling e wider public about HTYATDS, and hanee assisling
communily HIY prevention elforts, a discovary which may be new 10 he lilarature.

1.3 Inthucnces and approaches

This thesis draws [rom several disciplines, drawine on a wide range ol dillzrent
literature. There is much inllugnce Irom Ceneraphy, especially Healily Geoeraphs
literature, which lias lone hisioey of innovatiog ressarch into HIV AIDS, rom classic
gludies showing e spatial spread ol the epudamic, 1o newear research which locuses on
the experiznea ol apace by individuals wills HTY OWilten [996G). T additiow, the research
acknowledges allampls o emphasise the dillerance ol experience ol health and ilThess
between places (Smith and Easterlow 2005), especially between wban and rural. and ilie
developed and developine world Fenunmisl gecaraphy aldo inlloences much ol the
research, especially the parlicipalory methods which attempt 10 addrass powear issuss,
and engage with the rellexivity ol the researcher (WGSG 1997), Drawing on
developmient literature 3 also cracial i conceplualizing the role of siales and civil
aociely inlackling the gpidenuc i emerging areas (Zaidi 1999), as well a3 the problems
in providing health services. There s a vast array ol ieeratwre oo HIV/ATDS, including
both medical and social wsestigations, howeaver there is sUll a lendzney lor it o Tocus
on prevention ellorls in developing areas (Pattersan 2003), especially comparad 1o e
onus placed on care and reatimant for people already inlected 0 Western coantries. This
project will draw conguderably from research a2t in developed nations, a8 1l reprasents
decades ol experience in providing social supporl, the faction ol supparl 2roups. The
neads of PTLYWHA may «ary in dilTerend contaxis. but ther is sUll a commonality of
exparience [rom which wwch can he learnd. and adopung a hunan righis hased approach
10 health empliasises a anivarsal delindion of [ull liealih, aol dulzrences in culture and
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weallll Social support and network analvsis lave litaraturass of their own, as well as the
2rtile area where thay overlap and examine social support as a lunction of a nelworked
aociely (Cohen and Sve [984) and this will prove an importand lrameworlk Tor he
thesis

The lowr main objectiv es ol this thesis are o

1 Tdenuly the main souwrces and [ooms ol support for people willn HIV ATDS

in the study areas

Examine e currend role and Tunctions ollersd by guppon eooups, how

users experiance ham, and s support nelworks are evolving

3 Explore the needs of persons on ARY treatment. and how these needs are
met by formal and mlormal methods ol suppart

4 Explain the variance in abyectivas -3 along lines ol social dillzrance. eg.
gender and location, [rom which appropriate suppord siralegies [or people
on ARV dreatment ¢an b formulawed,

]

Choosing a methodological Framework thal can integrate all e dilTerend (vpes and
aources o suppart 18 a challenge, so the project incorparaled a senes ol melhods that
can be brought 1oeelhier and analysed concurrently (o answer these key questions. To
invesiigata suppart graups a group datla collection technique would be appropriate, so
focus eroups discussions were used thal 2cho the multuple vowees and opudons ol
aupport group members. Ao elhnographic approach wag also usad, with the resaarcher
voluntgering wilh support groops Tor several months, gaiine trusl and an isight inio
the day-1o-day runng ol the aroups. To get an indis idual 1ake on what support people
were recalyving, parlicipants kept diarias lor several weels, showing a muliitude ol
individual instances ol suppact (o neighhouwes, Tanuly and (ormal services. To a21 4
perceplicn ol supporl (Tom sarvice prosiders, semi-siruciurad inl2rview s weare
comducted with ollicials Itom govermuanl, donors and civil sociely oreanisations.
Looking at support at tree scales ol investizaion, al the individoal, commuly and
instilutional lavels allows Tor e constroction ol a picture of the complate landscaps of
care [or PLWHA in the rasearch areas ol Botswana, Tn addition, two workshops allowed
particyants 1o give feedhack on the researcly, which in lwm validaled previous fodings,
and allowed lor new insiehta.

Studying support as a networl 15 a lechile approach, because sl people will oet
dilTerem kinds ol suppart rom dilleranl sources, 80 exanuning only ane source,
for example comnwnity based oreanisations, leads o an incomplata piclure.
Secondly, the natworlk approach sugcesis thal support 13 a hi=directional Tow:
actors un the netwark will not just he recetvers or providers, bul boil in dilTerani
amounis. The same should be brue Mo oreanisalions, as even donors need reports
and leedback rom oreanations they work will, seotis impoelant w0 buld a
mutually respacilul relationship. Thus he landscape of supporl should be shown
a8 a mulliphicily ol networked ows ol supporl inlormauon and resowrces.

1.4 structure of the thesis

Chapler Two introduces the bacharound do the study, the glohal HTV epudemie
threatening millions o' lives, and dedails how social and Biological Factors have allowed
ils prolileration, espacially i sub=Ralaran Alrica The chaptar will move oo 1o show
how anti-retrovical trealmeant has impros ed dhe LGz qualiy for PLWHA, and discuss
laciors that are lundering a rolloul across the continent. U waill also explore ihiz social
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ellects the dizeasa has oo individuals, comminnities and nations, hence showing how
critical it 18 1o provide comprehznsive madical and social inlervendions. Then (he
apecilic context ol Bolswana will be deseribed. including the actors ol eovernance and
economics lual (acilialed the developmeant ol one ol the hest HIV ATDS jwogrammes in
the weaorld

T Chapier Three, the epislemalogy underpinnine the thesis will be buwll up, engaging
with theories ol social supporl and network analvsis thal provide the lranew.ork on
wluch leldwork was desiened 1o answer the hey research quastions. Tt shows ihe
impariances ol gocial support Tor PLWHA, and sociely 1n general, and how trust and
relationships are conduits Tor geitine assistance aud wilormation when an dividual 13
in need. Key lerms such as ‘support’ and ‘social networks” are dalined and debaled
1oeathar with alternative thaaries such as social capital and aclor-network theory. The
chapter will shiow intereonuactions hetween local and international society in e
epidemic, and luvw nelworks ol gupport at all Tevels ineract wo provide a landscape of
care 11 which individoals receive assisiance. This landzcape includes many dillerant
lormal struciures and ciwvil sociely arganisalions, whiclt will be shionen a8 essential, bt
also problematic sources of suppor, necessitating an appeoach that can deserbe whal
issues are restricling thew alility o provide secvices.

Chaper Four tniroduces a methodology which can s estigale moltiple lz2vels ol support
i A resouwrce limited setting, The beneliis and Tumitations ol parlicular methods will he
dehated such as I'ncus aroups, inlarsiews and parlicipant diaries, as well a5 an
engagemient with haories ol knowledee creation, and how hest 10 creale accurate and
impariial research. This will necessitate engaging with tha literalure on reflaxivily aond
positionalily, and ihe role of the researchiar's vowce o research. The realities and
problems ol conducting Oeldwork ih emerging areas will also be discussed, in an
atempl o ensure that there ia a partnership belwean the researcher and particopanta, and
1o enswre thal ihe research is benelicial 1o the researched. and can leadbacl. 1o the
communily. The chaptar concludes wilh overview ol the laldwork perod and s arous
issues encountered dwring data collzelion.

Chapar Five iteeduces resalts o e research starting with the inporiant role thai
per support groups play for PLWHAL using the opuious of both Tormal service
providers, and the individuals involved in he groups. Dalailed case swodies and Tocous
oroups with [our groups will provide the backhone ol the analvsis, comhined with
contributions F'ram suppord groups across the countey, and the perceptions ol the donor
oreanisations that f'und them. TE wdl show how they can prosvide a wide range of
praciical and psychnlogical help o people with Tew odhar reliable sources ol support,
but also how the wider orgamisational netwock is restricting their ability w0 pros ide
gervicas. Much ol the chapder is 2pant descrihing the Twicton and Tonmal ol the eroups,
an impartant focus since thera 1s currenily very little armyparical reseacch oo support
oroups in sub-Saharan Alrica

Chapter Six [ocuses o oo the individual and community levels, letting tha voices ol
PLWHA 1ell the story of support nelworlks tn Bolswana, Starting with sell as the lrsi
glep ol suppart, and moving up e fnends, famidy aod the comomunity, e research
shows (e vast vanely ol exparience ol supporl, and how the sliematized nature of e
cowdition makes ceriain individuals r2ly on cerlai sources ol support. The imporiance
ol Crod and the chureh in providing supporl and encoaragemani o FLWHA i3 also
shown 1o ba very gignilicant lor participants of (arth. Lastly, support group members
describe the imporlance ol auppart Trom communily organizations, Joc both ndividual s
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and the support aroups themselvas, This chaptar will also show howe suppord must he
aeen as a nelworked two-way (low, a5 mast parlicipanis acl a2 both providers and
recaivers ol support.

Chapler Seven hrines the locos Turther oul again w the institutional and nedworl, Tevel,
showine the inleractions and inerdependency hatveeen commuily, national and
inlernalional creansations. The importancs ol communication and trusi w the networks
15 demonstraled acain, and wsing discussion collecled [rom a rare workshop s olving
hoth danor and reciplent oreanizalions. a warrying pietwre 15 drawn ol netwocks Talling
aparl due 10 mistrost and Cuoding deliciencies. The approach wsed in the thesis of
showine support as an inlerconnectad nebwork 19 validatad, bat with 2vidence collected
rom pardcipand ohgervation showine the damage that occuwrs when hese networks
collapsa. The direct unpact ol thiz on providing support o PLWHA 15 lustraled., and
participants come 0 undarstand the imponance ol sood networking, and pledee o
improva s e the Mlure,

The lazl chapler concludes the thasis wit a sumunary al rasulls, and an atlempt o look
forward, sugeesting avenuzs [or [uclher study that «lew supporct for PLWHA ag 2 mulii-
level nalworl., and also a recogmlion ol the limitations ol e research. Ti also examines
the coniribution thal the research lias made 1o Nling caps in e Tieraiure on suppord,
eapecially the value ol indegratine Gormal and inlformal support sowrces. and showing ihe
impartant rolz ol upport groups. The thesis Ninshes with a discossion ol how
applicable the resulis and approaches adopled here can b 1o odher areas of
investigation, ad an expression ol linpe thatl ooe day all PLWHA will be able 1o live
long [ull lives, Ty having comprzhensive support Tor both thair medical and social
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Chapter Two

The HIV/AIDS Epidemic in Africa

2.1 Intraduction

This chapier will lay e groundwaork [oc the Mesis hy introducing the HIV/ATDS
gpidemic and the medical and social Tactors balund it TUwill then [ocus oo the epudemie
in sub=Saharan Alrica, and node some ol the reasons thal it has had such a hoes impact
on the continent. The discusgion will en shoi o look al the social hopacts of the
epideic, and mleodace the trzatment oplions wlich are allowing people to live long,
productive lives wilt HIV/ATDS. Bolswana i3 ane country that has suecessially rolled
oul a trealmeant programme Ior HIVYATDS, and this will be introduced as an interasting
localion 1o study the social needs ol people living with HIV/AIDS (PLWHA), an
example which other couniries may ba able lo [ollow. Providing the anti-retrovical drugs
CARY ) (o treal HIVAATDN is critical hecaose it allows people 10 relatively live normal
lives Ires Irom the symploms ol ATDS. and ereally postpones death Trom the dizease.
Thiz allows them 1o he Tull members ol thewr commumities. and critically o he ablz o
provide peer supporl 1o other people will HTVATDS.

Thiz chapier will detal baili the medical and social aspects ol he diseasa. TL can he
demonstrated thal as muoch as the epidemic hag roots in bological and societal elemeanls,
treaumanl must cousider both Facels. The World Health Qroanisadion (WHO) deliilion
ol health stawzs that;

“Health Is asiale ol complele physical, mental and social well-haine and
not merely he absence ol disease or inliemity 7 (WHIO 1940)

So o provide complewe health, stratzeies [or FLWHA must undarsiand that az well a3
madical assistance, which provides phivsical well-baine, thers mwsi he an atlempi o
resiore mantal and social well-hbaing. Social support i3 an excellen! machanism for
achieving this, bul iU support is o be prosvided by the communitly, the righl enyicomment
musl be in place, with social and political conditeons that Fosler assisiance for PLWHA.
Consudaring liome luighly sliematized HIV is in many communities, dus iz ool an easy
1ask. ¥et this chapter will alio demonsirale that the ellectivenass ol madical trealmeni
ollen resis on social problems: 10 people are oo scared 1o 123t [or HTY, scared (0 be seen
takine the medication, or arg heine shunoed by thaic fanulies and commuoniiy, the



ellectiveness of medical support 18 drastically reduced. The chapar siarts with a detailed
and very madicalised overview al the HTV epidemic, because many ol tha technical
deaiauls have crilical social ramidications. For example, understanding the phivsical
trananussion of the virug i3 necessary 0 explain how the epudemie spreads in dillerant
oroups ol people, and tha high ate of mutation of he viros explains why drug
regiments are so @xpensive and complicaled: these are medical faciors that have a direci

aocial hnpact.

2.2 The Glabal Picture

For several reasons. sub-Raliaran Alrica is the region most allzcled by HTV/ATDS. T has
heen estimatad thal ihizre are a3 many as 22 aulleon people Tiving with HTY inthe
region, representing soume 3% ol the region's tolal population and contributing 1o 1.3
mullion deaths in 2007 (IINATDS 20081, This clearly has ahuee unpacl, aol just oo the
lives ol those ailectad. but also o the social and Nhancial securily ol the continent
Coupared with other epudamucs in Alrica, such as malaria that killa SO0 000 a vear
{RBM 2005% and 1ubarcalosis {TE) which accounls o 639000 deaths a vear (WHO
2008, HTVATDS may be a higoer killer, bat il also luas much more wide reaching
aoctal hnpacts especially the stiema that surcounds the disease and s ability o Tatally
inlzcd all sections of the popalalion. Malania oo the odher land poses the arealest threat
10 children and aldar people, especially whare ellective treatinent is unavailable, and in
Alrica appears woonly prove lalal in 0.4% ol cases (Snow el al. 1999,

Adults and children Lliving Adule Estimateal Adult and
Regign with HI'V midille cstimatcs | provalencee | chilid deaths from
(") AIDS in 2007

Morth Amcrica 1. 200, 00) 06 23.000
C'aribbean 230,000 1.1 L4040
Lalin Amgrica [,700.000 0.5 (3,000
Western and Central Furope T30.000 0.3 8,000
Morth Alviea and the 3R0.000 (.3 27000
Riddle Tiasi
Sub-Saharan Africa 22,000,000 a0 1,500,000
Hastemn Hurope and Cenlral [300.000 .8 A5.000
Auia
Easl Asia 740,000 inl 32000
Soull and South-T-ast Asia 4 20010010 0 270,000
Oceania T4.000 (1.3 1,200
T{TAL 33,0000 0.5 20000

Sotwree: (CNATDS 20080 AIDWS Epidentic Tlndate 208

Figure 2.1: The world-wide HHIV!AIDS cpidemic in 2007

Howevear co-inlzction of HTY and malaria or TB iz exdremaly lile threatzning, 7% ol
new cases ol TB are co-inlzctions with HTY (WHO 2005), althoogh exact Nzures are
dulTicult o deciphear sinee in many parld ol Altica 2ither HIV ar TB may be reoisiered




a3 the sole cavse ol death. Tozether these diseases are reversing decades of
improvemant w lite ex paclancy, morhidily and social strength across the continent
CWHO 2004 Fioure 2.1 illusurates the zive ol the epidenic i Alvica compared 1o oller
regions ol the world, using the mosi recently availabla world-wide data lor 2007,

2.3 The ¥irns

The Human Tmmunodaliciency Virus (HTV ) is a viral infecuon which attachks the
imung sysiem ol the patient, leaving huner unable (o recover fron other inlections
and diseases which the hody could normally 1ackle. Tt can he wransmuiled through
contact ol bodily Muids, such as hlood, breast milk, semen and vaginal fecretions
(Rhepard et al. 20008, and sexual inlercourse is the primary veclor ol wlecuon. Babies
can become wlzcled lrom HTY positiye mothars, not usually i ihe womh, ha doring
birth or Tater rom hreasi-leeding (Fosx el al. 2008). Once ingside the hody, HTY 0y ades
and replicates wside any cell with T4 (also callad CD4)y anticen receplors, which
include e white hlood calls used w the inmuane svstam, and cartain parls of the hrain,
leading o dementia in the late stages of infection (Hill 21 al. 1987, Thompson el al.
2005). At an early stage the reproduction of HTY c2lls does not create [atal damage o
thz hody, hut ihe eventual deplation ol the whita blood cells resiricds the ability ol the
imung sysiem oo respond 0 mlechon, leading (o laial complications (rom nocmally
benizn illnesses (Stein 2000). Thase are oown as opparuwiistic inlzelions, lor exanple
Kaposi's Sarcoma, an extramely rare cancer, the audden prolilecation of which i ihe
L9803 alerted doctors 1o the presence ol an immuono-supprassive disorder allecling
otherv a2 normal haalthy individuals fn the USA (Osmiond el al. 2002 This was the
smoking eun' wlich led Lo the discovary of HTY. Howewer recend research has
augoested thal the HIY virus lirst Inlected humans ag ealy ag 1908, probably alter
crasang ovar Irom a giolar voros Iowod 1 monkeys (Pannis] 2008

Onece inlectad wilh HIV, there s often an mitial period of llness two 1o live weaks aller
inlzcdion, witlt symptoms sinular o comuon nlTueneca (Essza and Mboup 20402 ).
Followig fhis i1 s helizved thal immuong response reduces the inlection 1o a vary low
level, where il slavs lora period tepically Trom 8- 12 vaars (Buchbinder [994). Aller s
period mosl people develop asymplomatic Acgured Tmmune Deliciency Svodrome
(ATDSY, when ihe imunune system i3 weakenad by a oradoal increase i ihe amount off
thz HIY virus in the blood and a correspondine reduciion in while blood cells, which are
essentially desiroved by the replication of the virus within them (Cradd 20055 Tt should
be notad thal he reasous lar the delaved developmend of ATDS symypioms, and ihe
machanism by which HIV disrupils and kills €D calls (He e al. [295) 0s sull a malter
ol some speculation. However the prolonged symptomless period means thal maost
pecile do not realise they are wlecled, and may be perlectly healthy (or many vears,
wiknowingly spreading the sirus 10 others.

Theare ara several lactors that allecl thug period ol ume From inlecion 10 development ol
ATDA ihe particular strain ol the HTV virus baine oue, but other [Eetors include ihe
ganelic charactaristies of the individual, co-inlzelion with other diseases and
environmeantal condilions (Winkler and O'Brian 2003). Even lugh levels ol strass and a
lack ol social support have been Tound 10 hasten dzvelopment of ATDS (Leserman el al
L9995 T a lew rare cases some paopla do ool develop ATDS al all, vetl in others i1 can
ocewr inas lillle a3 2 vears (Essex and hMbouwp 20033 Certain esnetic exjuressims can
also craale 4 natural rasistance Lo HIV inlection. the best known ol whicl is individuoal 3
whio do not express the CRR A receptor, a ey path ol HIV inlaction. Tlus esnatic
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daletion is much more common in BEurapean popuations than o othar parts of the
wiorld, especially auh-5aharan Alrica one Mclor that explaing the highear rales of HTY
inlzciion in much of Alrica (Martinsoo el al. 2007).

Muwrition i3 also a criteal Tactor o delaving ATDS mortality, and digtary deliciencies ol
praalbunun, vilamin A, vitamin B12, sinc and selenium have heen showwn 10 hasien
daatli [rom ATDS {Baum el al. 1497} Tn addition vilaming E and Bey, ribollavin, copper
and sne are delicient i many people with HTY and may caose cdhar complications
{Beach el al. 1992) Malnulrition, especially in children, creates symploms which are
very aimilar o ATDS | espacially wasling and inumune-supresswon {Schuzrman el al.
[958 which can complicale diagonsis. To address nuoidional issoss, many
oreanisalions have sstahlished recommendead diegtary programmes o people livineg with
HIVAIDS (WHO and FAQ 2002 WHO 2003, WAM 2003) tequantly recommeanding
the conswuplion of Iresh Towl and vegztables. However as we will 22 laler, peaple
with low Tevels of [ood securily are unlikzly 10 get the balanced digt nzedad 10 delay the
onsel ol ATDS svrploms.

Traalment Tor HIY 13 usually only necesgary whan the oumber ol CD4 T=lvmphocyte
calls drops below alaval of 200 per mil ol Mool or whisgn opportunistc wleclions,
diseases that the imwne system could normally iackle, begin 1o davelop. This is ihe
clinteal dalintion ol ATDS, and the siage a1 which andi-redrasy iral (ARY ) drogs which
prasent HIV [tom reproducing are usually prascribed (CDC 1992). For comparison., a
healthy individual lias somelhing in e oeder of 200000 CD4 cells per ml (NAM 2003},
althoush some sludies indicate thal any level ahove 400 cells/ml produces nonmnal
disease resistance (Rallanl et al. 2004 ). For this reagon Lis hmportant o ideniily when
levels ol CD4 cells are eritical. However thare are dillerances of apinion on the basi
time 1o slare breatment, considering the need 1o 2lnke a balance hatween restoring the
immung syslem aud minimizing the nsgk ol e viros developine resistance 1o he
treatment [ NAM 2003).

The virus reproduces insida an inlecled cell, using a process which ollen craates arrary
i the copies of the virus, which leads o high genetic diversily and rapdd chianges o the
virus (Bover et al. 1992 Mocris and Cilliers 2003} Thus there are a laree and increasing
numbear of sirains and sub-atrains (Dale et al. 19963 which are charactarized by v arying
rales ol transmigaon (Chos el al. 1996, Renpilo et al. 2001, speed of developmeant of
the disease {Agjo et al. 1986, Kanki et al. 1999, and resigtance Lo traatmanl (Schimit et
al [990). This tendency [or HTY o be in a vary vanead stale challenges the parception
that an individual 8 inlecled with 'a" virus, 1 maybhe moee accurate 1o describe the
inlzciion as beine morz uwid than siatic, a realization which should impact how
inlzclions are freated: approaches nead (o e [exible and targel the hroader proceass,
rathar than Lareetl a specilic aspecl ol the virus, These lactors make trealment o e
disease and creation ol a saceinz exiremely dilTweull, althoueh most anti-retrovical drogs
prascrihed Jor reatiment of HIVATDS seem inilially eTeclive agamist most sub=1vpas of
the v irus (kehha 2003).

Theare are alao bwo ecand tvpes of HIV. kuown as HIV-1 and HTY-2. HIY-2 has closer
ganatic simularilies 1o the [onm ol the virus found in monkeys (Baran et al. 1983
However, il does not tranamit as alliciently as the more common HIV-1, and was
thoweht ol o prove symplomatic in many peoplz (Kaoki et al. 1994 Marlink et al
994 although mere recend regearch suegesis thal s ob@ervation @ doue 1o a much
longer lag thme o progeession of svmplowadc ATDS (Shanmugam @1 al. 20007, Recent
research o HIV-2 15 parucularly delicient, despita a relatively lugh cccurrence in West
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Alrvica and ihe discovery that ol responds o anli-retrosvorals used inthe treatrment ol HTV-
LSl et al. 2001 ). Ti shiould be noled ihat the majority of medical research into HTV
has been conductad on HTY-1B, (he strain most common i Weslarn populations, aond
thare are key genelic dilTerences helween the subiy pes common in dilTerent pars ol
Alrica, which are presently under-rasearched.

T sub-Saharan Alvica mosl persons are wWeatiied with ATDS, not through roudine
testing, hul vwhen they report 10 hospitals or clinies with critical illnesa, due 1o exiremealy
low levels ol D4 while blood cells, oltan below 240¢ml Howes er the presence ol
cerlain corrzlaled illnesses. which vacy Trom area 1o area, such as TR, may also alerl
health ollicials (ACHAT 2004 ). For many paople o rasowrce liniled seitings, especially
whare stigina ix high and 1esung 15 now rouline, s is olten thaie losi diagnosis ol HTY
a3 well as ATDS. Tdeally, a person would have an early diagnosis of HTY helore i
developed ino ATDS, and would have reealar lesis ol usder CD count o momitor
progression o ihe dizease and wentily whean o starl and=rewros iral reatment (Giadd
2005). Althooagh i s possihle o momitor the dizeass by cownting the actual nonhears of
thz virus jn the blood (Kanli and Maond 2003) dus i3 011 a elatively complicated
labaratory teclinigque, and cannod recisier counts helow 50 copies'm] (Pilcliar et al.
1999 Tnatead, the normal procedure For monioring the progression o ATDS is o
maasure the nwuher of while blood cells, called a CDd count (Biberlzld and Tvamuya
20030

2.4 Scaling up anti-vetrovirals

Amt-retrovieal drugs. ollen called ARV, are mnlaculas hat in gome way hinder the
HTIY wvirug [rom reproducine. The most common wark by ohstrucling the acltion o ihe
ensy e which iz HIV virus wuses (o copy el s preventing ils replication. There
are lour bvpes o ARV, the [irsi ling of which are nouclecside reverse transeriplase
inhibitars (Plulips 1999 Asddothy midineg, or AZLT, was the (Trat drag licensad o treal
ATDR (Fischl el al. 1987y and falls i dlus catzoory, Oiher drugs include non-nuclenside
inhibilors wlich waork i a sinular way o nucleoside drugs by prevenling genztic
copving al the virus, prodease inhibitors thal prevent the creation of protain coats o
newly foronng viruses (Philips 1999, and Tugiondendess inhibitors, which presvent lhe
virus hindine wilh receptors on the hosi call and ihus znierne i (Averl 20035, Moore and
Dons 2003% Tt should be noted thal all these drugs stop the replication ol new coplas ol
tha vorus, bud izre is no way o remaoye HTY hat has already enlered cells. Thos thare 3
no way o completzly remove HIWV 1rom the hody, which enters deep inlo bone macnow
and lymph nodes. so these drues cannot cure HTV (Chun and Fauct |999).

The Tugh rale of muation ol the vicus means at HIY quickly des 2lops a resistance o
the drugs, making thew mellecive (Richman 2 al. 19947 To couwnter this they are
wsoally prosided as a 'cockdanl' of several dillerand drugs ihat inhital vieal reprodociion
i dilTzrent wavs (Slanic and Schineidar 2003), sometunes relerred 10 a5 Highly Aclive
Ami-Retroviral Therapy (HAARTY. Combinations ol thase drugs can he exiremealy
ellective over the short-to-rrud tarnt, bringing the viral coum ol HIY in the Blood down
1o undelectable levels, and allowing an alimasl complele recos ery ol the unmuane
avalem, evidencad by normalisation of D counts, an indicalor of the number of wlnte
bland cells preseni in blocd (NAM 20051 However, lhiese drugs do not aradicale HTY,
and must he 1aken several lines a day o prevent relapse and resistancea 1o the dreatient.
Adherence lo the drug regiment is essential, a8 nussing doses can allow the viros 1o
replicate freely, incraasing the rale of mulation and thus resisiance o e droes (Sethi et
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al. 2003y, Over many vears, an HTV ilected parson will need o shill Gron (irst line
treatmants o dillzrent cenerations ol drugs. as the vicos molales and devalops eenatic
resistance to reatiment. The lenaih ol this process varies greally doe o a moliituds of
independent Tactors, bul it should be considered that i most cases ARNs can prosvide
over 13 vears ol extra lile Irom onsat of ATDS symploms i diacnosed 2arly (Badei el al.
200063, The current Ninal genaration ol anti-reteovieal drugs are entry whihitors, that are
80 1mes more expensive than e standard generic ARY coclaail and osually require
two painlul injections evary day (oamarasamy 2003, Tashima and Carpenter 2003).
Few ol these last slase drue reeimeants are allordable [or individuals o developing
natens. and alao currently require constant reltigeralion. waking storage and their
tranaportation diflieolt.

Siude elTects ol the drugs are cormunon, and ollen inclode alleroic raaclions, impainnent
ol tasle, nansea and diarchoea (Lucas et al. 19999 Some recend drues can also cause
problems with cholesiern] and Fal levels (Chasoey 2003 ). The more comman Sy mploms
can become a serious barrier 1o adherence Lo the therapy in gome patienis, and sludies in
the West iy mically lind balween [0-20% ol pzople slop laking the drugs dus lo side
ellects (Monlore ecal. 2000, Roca e al. 2000, Spire el al. 2002). &g many as $6% may
exparience some svmplons (Lucas el al. 19949) alithough one study i Botswana Towod
that only 9% sloppad taking ARY s due (o side elleas (Wewsar et al. 2003 Evea so, 1T
peapla do experience adverse reactions, the large number of anti-retrovical drogs
avallable usually males it possible Lo chiange the combination ol the therapy (AN
2003), Howeaver same drugs are chieaper than olhers, which can cause prablams in
resource limiled areas. TU also requires a sirong inlrasiructure of well trained medical
atall lo prescriha the rigll combuations, dosages, and 10 provide regular chach-ups.

The ellzclivaness o anti-r2trovirals has baen widaly demonslratad (Hammer et al. 1997,
Kumarasaniy el al. 2003), as has the atulily ol people from all gocial, economie and
ethnic backgrounds o adhere 1o demandine drug regiments (Westar el al. 2005, WHO
2003). Howeaver the availality ol these treatmeams depends on the cost ol the drugs,
and the abality {and willineness) of a nation 10 distrbole and monilor thewr ose. A vear
lone cowrse ol anli-retrovirals under standard pricing can cost ens ol thousands of
powids, wlich places tham ool of reach Gor the majoriy of individuals (Kamarasamy
2003). Tnder tha lerms of the World Trade Oreanisation Doha declaration, developing
coundries will declared HIV epidemics are allowead 10 produce genaric anli-relravical
drugs lar thew owa popalation and @ven Toc limited expoct (Smill, Marlines-Tones and
Avvama 2002 WTO 2002 these genarics are assentially no=hrand copies which can he
ag cheap as $230 per persom per vear (Kamarasamy 2003) and are jusi as ellzclive
{(Rumarasamw 21 al. 20035),

However the Dioha declaration and ihe relaled Trade Relaled Agreementz on Tntelleciual
Property (TRI*S) policy ave proved notocioasly imprecize and legally contradiciory,
Faciors which mean that waony couniries are alraid to starl geveric prodoction, and some
auch az South Alrica and Brasil hasw e bean tueatened willy legal action by
pliarmacewical companias for proposing o manulaciure cenerie drags (Wise 20006
Thiz has contributed 1o a political climale uneasy aboul anti-retros irals and HTV in
ganaral. Tt i3 hoped ihat these issues can be quickly resolvad, as even hinugh acesss o
anii-ratraviral treatmenl 1# Nereasing, new inlections are ooculing bwice as [asi
(IINATDS 2008). Meanwlhile, pressure From Western phanmaceulical companies
continues 10 reaten the avalabilily ol generic medicines [or HTYATDS (Mew Scigntisi
2007, Wise 20000 Yet the changes thal providing long-termt, wudespread anli-redravical
therapy can make (0 a nalion experiencing a HTY/ATDS epidamic are lareely unknown,
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as &0 [ew countries have been able 1o achieve tus aim (Braal and Bolswana being lwo
notahle exceptions ). Thos 13 a crucial wme wlen many countries are just heginning 1o
provide ARY trealment, and need 1o learn [tom the experiences of nauans tial have
alraady rolled oul ARY proeranimes.

Sub-Raharan Alvica hag an especially high moriality Troo HIVATDES becauss other
leading causas of illnass, such as luberculosiz (THB) and malaria hecome much mare
gerious coditions lor people with immune deliciency. Tnecidences of TB hay e inereased
rapidly i Alrica in recent vears, signilicantly Tuelled by the the greater susceplibdity o
inlzciion l'or those who have waakenad unmune sysiems rom ATDS (Cantveall and
Binkin 19971 An eatimaled %% ol n2w TB inleclions are due 1o HIV, and TB 13
condidered 1o he the caose of 1% ol deaths [rom HIV (Carhatt ec al. 20053 Malaria co-
inlzclion s parlicularly serious Jor preconand women (Verhoell et al. 19999, but the co-
inlzclion impact on the general population is leas well known, A key question arising
Trou these debales 13 the igsue of the miosl cosl 2ilective way 1o reduce ATDS morality
in Sub-Saharan Alvica As most countries ane unable w alTord clieclive treatmaent Tor TT3
or malaria especially as redistancs o currenl drugs incraases. many have questioned the
cosl-elTecliveness ol pushing [or anti-retrovirals (Creese el al. 2002) For example
diarflinea is a commmon sy uptom ol ATDS . which can ellectively be trealed with sunple
and cheap supplements (Kellv &t al. [995) However diarrhoea 3 also a comuoon side-
ellect ol some ant-retrovicals, and i many countreies with poor heallh infrastruciure,
diarhivea Is olten unbreated. and a sienilicant cause al deatl. To propelly tackle the
epideic, all haalth care services must impros e, and there must he an exlensive nelwork
ol well siocked and knowledgeable clinics and health workers. Providing this healih
network may prove o be more 2xpansive than the cost of ihe drogs in some couniriss,
but gome support groups of PLWHA in sub-S5aharan Alvica can help mitigate some ol
this cost by providing education o their members on the complex drue regumes, and
ensuring thal people are rzgularly aking their medicalion.

Dezpiie the cost ol these programmes, e ellectivenzss of treatine HIV/ATDS in
resource limiled sellings with anti-retrovirals has bean proven (WHO 2003, and
acaling-wyy luas hecome the key goal For pralessionals and aclivigts correnily engaged in
thz anti-retecyoral mosy ement, in order 10 8low the Ios3 of lives and human capital in ihe
region {Delong 2003) Turaly in lerms ol cost-benelit. since prevention 13 much chaaper
than treatiment (hMarseille et al. 2002, Gor recions wilh Tlower cales o HIY i 1s much
muora cosl ellective o instisate eflaclisy 2 proeranimes 10 prevent HTY mlezclion
(Lucclin el al. 2003) To countrizs where the epidemic 13 already widespread such as
Bolswana, prodecting the liwman and social capilal ol the nation by lreating ATDS i3
impearative (Cohen 20027 AR can also mitigate againsl e liwge impact oo the
econmnic, social and political stabilily o nations that HTV ATDS has threatenad. Since
the warking age demograplic is thal al highest cisk of death Trom HIYVATDS . saving
thase lives prawvanis the loss of the countries” shilled work loree, the (Tnancial providers
lar children and alderly dependens, and evean many of the educators, doclors and
aupport prosdars il otherwise would minimise the impact ol the epudemic (Whiteside
el al. 20000

2.5 The virus in Africa

One of the zeesst quastions w the ATDS epudemic is why o las continuad 1o allect
Alrica more than any alther area ol the world, and (his i35 02 has caused considerable
dehate. Alrica has a recordad history ol the HTV viras Tor the Tasi quarter ol 2 caniury,
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and there are several (solated cases posthumouwsly diagnosed lrom the [9303 decades
helore the diseass became widespread (Chiodi e al. |9860). Sub-5aharan Alrica as a
wlhiale lias an eslimated inlzetion rale ol balwesn 3. 5%-F 4% (AVERT 2004, Easex and
Melboup 2002) willy variability Drooa 0.2%0 in Madagascar 1o 26 1% in Swasiland
{(TMNATDS 2008). Honves er il 15 worih neting thal hes2 (oures are all estimaled, and are
dependant o the quality ol the data eathecad. which varies considerahly lrom country
10 coundry (Crrassly et al. 20043 Tn Alvica Ume from inlection wilh HTY 10 progression
ol ATDS is wsually considered o be lower than in Wesiern nallons, lor example mie
Aludy in TTeanda Tound thal e mean tune o proecession ol ATDS was 43 yveary
{(Morean et al. [997) comparad v an average 10-12 vears in deseloped aations.
Howevear a more recent alody suggested little dillerence i tume Teom wilzelion o ATDS
avmplons between daveloped and developue nations (Moraan el al 2002)

The time-ling ol HTW/ATDS in Alrica varies greatly [rom countey o comury, rellecting
the dilTzrence hat social, economic and politieal [orces can hase o a medical crisis
(Chuin 1924 MacQueen |99, Dale el al. [995). For example, anation which oflicially
damies the prasence of an HIV epidemic would not insligalg pravenlion progranumes,
wlile a coundry tha has the political sl Dol ool the resources or polidical stability o
instigale public education programmes, may also be mable to reduce the spread of the
epideic. As with mosl complex systams there are large noumbers of ileracting faclors
thal explain the pallent, loswes er the 2pidenuc s complicatad by social issues sach a3
racial prejudice, othering and the associalion willy marzinalised 2eoups of people such
as prostitwes, drug vsers and homosesoalz (Epsiein 19906, Haald 2005 ). The main
meathaod ol inlection i sub-Saluaran Alrica i3 heterogzaual lercourse (TINATDS 2004},
Tiis estimaled that aals 1 in [O00 acls of unpeotecied penila-yvaginal inlercourss resulls
in HIY tranalzr, val the rialo 15 much geealer [or anal aex (Bloor 1993, which iz why 1
apread capidly habween homosesual men. The sk is ncreased orzatly when there are
other sexually transmitiad dizeases (STDs) present whicch provide open sorss through
wlich HIY can easily pass (Stein 20000 Tn many parts of Alnca thera is a lacl of
diaguosis and {reatment ol many $3TD: (Rugalema 2004), and this could explain some
ol tha high transler rates of HIV. Women are also more prane 1o HIV inlection throueh
inlercourse than men, espacially as ey are moca likely o have STDg such as herpes
{CHwon el al. 2000y and are less able 1o negoliale sale sex (Laca el al. 2001

Ti lias olten been considered thal the praclice ol transaclional sex o Alrica increases risk
ol HTV translzr, as some women and voung gicls supplemant therr incoms hy
necoliating gills ar money in exchangea lor inlercourse (Ackermann and de Klerl 2002,
Webh [997) There 18 less stigma attached 1o casual prostitolion in some parts o Alrica
than in the Wese, and i1 is sonetimas conzidered (b right of men o s2ek polvoamous
relationships or o have concurreni sexual partners. There hiag alao besn suong
resistance o condon usa in many areas ol Alvica, due to traditional helizls {Heald
2003y and relicions teachings (Keanan et al. 20000, but i shiould he also noted that
many ol the Iactors thal hinder sale sex in voung people such as bravado and alcohol
use arz equally applicable in e West ((YLeary et al. 1992 Slurnich el al. 19498).

Mhlany commentalors hiave quesiioned the presoumplions behud the deseription in
Wezlern lilerawre ol a dillzreni sewoal culture in Alvea (Heald 19935, Webh 1997, and
thera are cerlainly biological. environmeantal and econamic (actors hal also increase
HIV susceplitility in Altica. Tallon (P390 and others have commeantad that ihe
HINV/ATDS epidamic i1 Alrica 3 relecred 1o diTeremly (rom the Wesiern epidamic, il
wsas dilTarent language and peejudices (Sonlag [¥9) and proposes a dillerent way ol
tackline it. Economic development has also heen a major contributing Faclor o the
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apread ol he epidemic heough sexual cultures. The prolileration of industes, eapecially
minine, has led 1o work mieration patierns where maoy men Tom rural areas mose for
many maonths 10 gain amploynent al major mining centras (Camnpbell and Williams
1999 The youne men involved in i mieration ollen use prosditutes or have local
girllinends whan away [roon iz wives and girlltiends in their home towns, and this
luels HIV spraad batweesn men and laler to thewr emale pariners wlisn they relurn
(Jochielsan et al. 199173, The haulage idustey Tias been another unporant coue lor HTY
inlzclion, as sex workars are cormon n bars and truck 3lops along the major transporl
routas across Southern Alrnica. Botl truck drivers and sex workers can sulsequent]y
hawve very lugh rales of HTY (Ranyee and Gowss 2002

Conserative eovernments across e world have tended 1o shy away rom Jasues

i olving sex, prostilution and homosezualily, Westarn covernments milially adopted
very hegative altitudes towards HIV/ATDS sullerers when iU was licst discoverad,
eapecially in the Tniled Males whera the Reasan admionstraticon saw the illness a3
lirmuted 1o groups associated willy blasphemous aclivilies (Shills 198%). evenas a
punishmant Mrom God. This cullure of sliema and denial was responsible for a huoe
polilical backlash rant ihe eccups that saw themselvas heing ostracised by the medical
and political prolessions, and starled a campaugn ol activism that giill conlinoes oday,
and 15 unigue lor an inlectious disease (Heald 2003). Howevear many Alvican
governments adopled a strone denialist siance, seeing the accusations o the West ol
HTY beine an Altican disease as haing moivated by racial prejudice. and a hreat 1o
tourisnt and foreign econonic tyestimeant (Chuimuooda and Chiccommaa 198 7).
Although by 1990 there were prevenlative national ATDS policies in all couniries
Sub-Saharan Alrica (hMann al al. 1992), eatling accass o basic rights [or peopla living
with HTYATDS has until recently nol heen a wagor priorily. Gruskin and Malowa
(2002 padt) note that there 15 “alacl ol allention 1o care and support Tor HIV-inlected
pecple” and thal thare 4 a Taree eap belwesn covernment policy oo rielus Tor people
with HIY/ATDS and actions. They nole high lavels ol stigma, digscrinunation, and lack
of access o trealment

One of the geast lactors allecting (he epidamic and (ualling iis apread 3 slioma.
Stiema is he process by which “ilhe mdividoal. . is disqualilied from ful] social
accaplance”, made 1o leal ool quite human™ and leads 1o individuals acting i a way
thal “reduces |thair| lile chances™ (Gollman 1503, pl). GolTian aoles thal sligma 2 in
thz eve ol the beholder_ il is he relationships between people that deline stigma ool the
atigrmatised aticihutes themsalves. Howewer the social pressura ol possessine a
atigrmatised atlcihule can lead o a sense ol s2li’ shame and a logs ol one's g2l
accaplance. Tn the HIVATDS epidemic. stiema las had a huge unpact, impairing the
geeldng and provision of care, crealing a negative hmage of those with the dizgase and
hampering pres ention allors (Brown et al. 2003) Complicaling the debale is a croup
ol prolessicnals whio claim that there i3 oo lul between HIY and ATDS, and who hasve
also madz sialemeanis 10 the ellecd hat anti-reteovioral drugs cause ATDS symploms, that
ATDRK is caused solely by malnuieition, and that HTY tes1z cannol accuralel v dentily
HIV {ATDS are 2000% The eroup promaoling these vigws exprassed ham as recently a3
2006 (Papadopulos-Eleopulos et al. 20060) and ag in eadier publicalions, thair clauns are
based o relerznees lrooy he heguwming ol the epudemic helore tesis Tor HTY were
developed. and belore the virus had been inlaled and s genelic structure sequenced
(Dalaney 2000% While it miay be easy 1o lind countar evidenee 1o these claims, ey
resonaled wil soune people in the Souwh Alrican govermuent, and contriboied (0 a 2low
response W bz epidemic. Stiema and denial are prohahly the hiegest bacrier 1o lackling
thz epidemic (Malcolm et al 19493, hacause evan when ihe linance 15 avalabla o
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instigale laree scale responses, aocielal processas can ipede o reverse e posilive
airms

For example ve mighi expect tial South Alvica with one ol the highest oross domeastic
product (GDPY per capula of aub-5aharan Altican nations would have a smaller HTY
epideic due 1o exlensive invasiment in education, preveniion and trealmeni
proaramimeas. However the polilical and social climate of South Alrica has ellfzclivaly
gel hack i3 ATDS prooranime by decades (Wehly (4997 10 the extant tha the Tormer
President deniad the existence ol ATDS. and the sovernment has as recendly as 2007
(irad a health minisier Cor advocating an ATDS trealment plan (Roenig 2007 ). Althouelh
the eovernmeni l1as the resources o provude larce scalz anti-reteovical treatment, il shill
Aeems very r2luciant w0 da s

Tu conirast Tleanda, will only 13.8% ol Souwlh Alnica's aross national income (GNT)
{World Banl. 200353 lias seen ils HTY inleclion rale drop oser the last decade, and
remain al low levels, a dilTerence mostly due 1o a forward thinking government policy
(Parkhurst 2001, which as early as 1980 had an ATDS control procranime CArmatrong
[£495). Tleanda's success has heen mostly atbributed 1o consistand, M undemocratic
govarnance, cowpled wilh relative political and economic siabilits. This has allowed (or
long-tzrim plans 10 he admuistered in wavy Allen and Heald (2004 have described as
‘draconian’ hul certainly very successlul. They also note the successiul cross-secioral
inlearalion of religious eroops and traditional healers ino the programune, and the
promotien of abstinence and traditional salues over condons and sexual (reedoms.
However more recently inlection rates i [Teanda have not contuiued ns decline, and
even mergased shighily in recent vaars, now represending an estimatad 3 4% in e
ganaral population (ITNATDS 2008).

Mlalnutridion s cormunon in many paris of Altica, allzctine 38% ol the population in
Central Alvica 41% in Sowhern Alrica and 33%: i sub-Saharan Alrica as a whole
(O 20047 Malnutribion and Tack ol food securily greatly increases the volnecalility
ol a population o HIV/ATDS, as well as reducing 1ile especlancy lor those already
inlzcied (Macallan [599 50N 2000, De Waal and Whiteside (20035 suggesi that HTVY
ATDS epidemics 2ven have the potential 1o cause (aming, when illness strikes
breadwinnars and Carmine aclisvities, leaving hoouseholds inoan increasing state of Good
poverty, As presyioosly discussed. a lack ol key micronutriams in e diet can ellaci
auscepthiliy o inlection (Sentha and Tang [999% However many nations in the
continent struegle willl [ood securily, and (vesh [oods that are nich in vilamuns,
microutrients, prolein and [as are olen expensive and dillicalt o oblain in much of
auh-%aharan Altica (Low el al. 200 1% Thesz debales liave heen [unther complicated Ty
ganior ollicials i Soully Alrica who hay e claimed hat earlic, heetrood and iy iamin
aupplemeants should be used wstead ol anti-relroviral reatiments (Baleta 2000 While
thera is evidenca (hat « amin deliciency can hastan the onsal ol ATDS, thara s liitle
evidence that takie vitamun supplements delavs ATDS avmploms in adoults, however i
mayv help delay certain cpporiunisiic inlezctions (Brennan 21 al. [999) Tt should he
comdidered that e conunuing reluctance ol the South Alvican oy ermment o pay lor a
(ull scale anti-retrovical program is conaislenl with s approach o promole less
expanaive and less allective soluliong. For example a recend oos ernmend §pousared
clinteal irial 1 which HIV positive patients were encouraged (o 1ake vicamin pills
indtzad of andi-relroy irals, leading o several deaths was [owud illezal by the Soulh
Alrican High Courl (BBC News 2008). Even when anti-retrovirals are available, they
muosl he taken recalarly willy [ood o he ellecuyve, which iz an addilional need for
Fanulies unable Lo allord the required three meals a day.
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While nwch haz besn 2aid on tranamizsion and trealinient, Qere has 2o Gar been Litle
dizscussion ol prevention ellors, which are obviously he ideal inlervention w any
epidemnic. Tndeed some estimales, while pachaps a litile autdaled, estmated that
preventon was 2% tunes more cost ellactive than anti-retroy ieal treatment Odarsaillz el
al. 2002y This Is regardless of e benelit o mdividuals, Tamilies and socizly as a whole
ltonn reducing the spread ol a polentially atal, incurable and stiematising disease. Some
maasuras have heen very allective in sub=-Saharan Alvica, [or exanple serzaning blood
donalions T'or HTY, lesting [or and trealing olhar seaually ransnulled diseases, aond
eatablishing prevention al madher-lo-child transmission proerammes: slwrt courses ol
anii-ratravirals given o an HIV-posilive mother belore she givas hirth (Creesa 21 al.
2002 Another more controversial, medical ey ention i3 male circumeizion, which
may reduce the risk of HTV transimisaion by some G0% according o some stadies
CAuvert &t al. Z005).

Ahatinence, having inlercouarse willl only one partner and the use of condoms, the
classic ABC madel (Absiain. Be [aithlul. Condonuse) 13 a (tequently promotad. ha also
contronaraial coltural intarsention o reduce HTY mileciion through beliaviour change.
There 13 concern that this modeal is inlloenced by congervative polilical amd religoous
belieds ol donors and societes which prolubit sex helore warriage (CGirzen 2000). For
example. in T ganda, considered 1o be the best example ol inmplementing the ABC
approach, therz iz sill debale as 1o whather reduclions were made due 1o abstinence
anly promoton, or due 1o an mereass o the ose ol coudoms (Singh 20047, When
comdoms are wsed correctly, they are naarly [O0% allective al preventing HTY
(Burgpaan Swudy Group on Heteroseaual Transmission of HTY [992). However
achieving sexual behay iour change in a population, and increasine condom ouse has
proved exiremely dilTweull i mest cases (@e Barneld 2005), and 15 the focos of much on-
ooing research and debatz. Vel despile all ol his. and some Succass 0 FAISING aw arenass
ol tha risks ol HTY o sub=-Saharan Altiea, the epidamic cominues 0 orow (ITNATDS
2008, inlecting mora and more peopla with this incurable disease. Theralore it i3
crucial 10 undarsiand the impact HIVATDS has had oo socielies, and whal sleps can be
takan o improve the health and wellara ol those already nlzcled.

2.6 Social impacts in zouthetn Atrica

The social impact of HTV/ATDS on conunumidies i sowhem AdTica 15 wide-raneme, and
thara has been congiderable alloc in the last decade (o quantily the ellects e disease
has liad on socielies as a whole, in terms of both secial and economic unpacts CAverl
20035). These are eapecially tmporlani hacaosz HIY prevalence is lnghest in voung
adulis, which is the mest econamically and socially active age ranes (Colien 2002 )

The lirsi level of impact the dizease has on sociely s the ellects (rom the long pariod of
illness it creates in the people it nlects, which viually leads o death. This ool only has
asianilicam emotional lnpact on fanlies, (tiends and communities, Tl in e
avmplomalic ATDR phase he individoal wsoally becomes a depandani, requiring tune,
carg and Mnangial assiziance when 806 13 unable 1o work (Whilcside 2002, Some
evidence also shows that sean-skhilled or shilled worlers are more Likely 10 be inlected
with HTYATDS (TNC Barings 1999 especially teachers (World Banl, 20007, and
madical professionals (Veanatra 2004, greatly redocing the huwman capital of a nation.
However ane recent sludy in South Alnca sugeests that HTY prevalence s lower in
leachers than in the general population (Benael]l 2003). Even ao, the erosion ol this aldall
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gel craales a serious obstacle Gor anthorities trving 1o provide educalion and healtl
garvices. The losg ol healtheare worlears, already seriously diminished as trained
indisviduals enuerals 10 1ind beller salanes aoverseas (Eastwood e al. 2003) [unher
exacerhatas e prohlams caused by the inereased cost of providing hiospiial care and
treatmant Tor those with ATDS relaied svndrormes.

T terma of fnancial impact on a Taily, Bollinear and Stover (L9959 recoanise Tour
ataces: [Tratly there 15 the loss of incomea (Tam the HIV inlected person when she
hecomes 1, an increase in madical expendiiure, a loss ol thoome mom other liousehold
mambears as they spend Lime looking aller the sick individaal, and linally costs (rom the
daatl of the inlectad person. This includes funaral cosis, and ogether may result in the
necessily 10 remove children (rom school 10 provide dooestic or Ffacm Taboor. Steinherg
el al (2002), wa mggor sludy i South Alrvica, have Jound that the burden of care lally
digproporiionatzly on women, ad hat the linancial pressure 1s massive: axpendilurs an
health care can represent one third of otal household expenditore, and (uneral costs are
ollen equisalent o fowr moniha’ wases. The savings capacily, and correspondinely the
long-tzr expanditure potential ol households s thus seriously dimimshed (Cohen
2002y and Camilies may resor 1o z2lline land or livestock, conlributing 1o a cvcle ol
incraasing poverly. This clearly increases the social neads ol PLWHA (o include
Muancial assistance and even the provigion of food.

Akev unpact ol death on tha Family has been e rapid merease in the nomber of
orphiansg in sub-Saharan Alvica, willy some studies estimating that as many as 9% ol
children undar |3 hava loat at least one parent {Monasch and Boeraa 2004, This
reprasents a rapud increase i the nwmber ol ATDS orphans o 12 million by 2003
(TTSATD 2003, This has placed an extra hordan on the extended Gamuly, who are
hecoming incegasingly responaitle For the needs of cduldren, especially grandparants
{Foster 2004 and alder siblings who way suddenly bacome caregivers Lo their parents
and vounger brothers and sislers and do moch of the houwseworlk (Robson et al 20063 10
auch supparl is nol available in the home, then children may alao be sant (o live with
exlended F'anily elsewhere who have a capacity to care o them {Ansall and van Blerk
2004 In South Alrica as in other south Alrican couniries, the wellare of children 3
hecoming incraasingly celia on the sovernment pansions ol older women (Schats and
Oounoeelun 2005). The scale of the epidemic is likaly 1o have a considerable Impact an
the demographic sbraclure of the countries it allects, sspecially shewing the population
py ramiud lowards dependanis, as older people are generally not at risk ol inlection, aond
Fzrtilily rales may increase as more chilldran are bom o replace those that died Trom
HIV conbtractad (tom their molhars (S los 2002

Al the individual Tevel, we can now suimarise a vanely ol n2eds lor FLWHA which are
likely 1o ba relevant across sub=-Salaran Alrica and will be important issues in the
researcli. These neads slem [rom the medical and social aspects of HIVAATDS, and a3
will be discussed lurther in e nest chapler, Iall wilo sesvecal dillerent calegories.
Praclical needs wiclude money and Tood, and in siwations of poverly which are likaly
whan tluess i the household causes a loss ol lncome, thers is an increased osh ol
wioinen adoming risky gexual behaviowr o suppon themselves and Gamilies (Waiser
2007 Payvchological needs include mlcrmation aboor HTY and treatiient, and it could
be arguad, a suppoclive communily, a Faclor thal 15 olien hinderad by stigma. This can
reduce assistance from Iriends, lamily and the workplace, 30 us will have an impact oo
the amouwnt of support that dividuals can draw on.

Tmpacts ou sociely as a whole are dillicull Lo assess, espacially those steminung Irom

18



berzavament, sliema and ather social Tuocions, loweser there 1s a measurable thraat o
livelihaods and the economic health of sociedles (tom HTY epidenucs. Key 1o these
Iactong is the loss ol human capital and work davs from lness due 1o HIVATDS
causing disruplion 10 both privale hugingsies and sovernmend (Haacker 20040 hMany
coundries have made atlempis 1o neasure the economie inpact o ATDS, ool just in
lerma of trealment and prevention cosls, hut alse lost income and reduction in GDT
ITNATDS (2004 estimates that For sub-5aharan Alvica as a whole, HTY ATDS will Tead
1o a reduction iy GDT ol 0.53% per capua comparad 1o poyjections withoul the HTY
epideic, and (s impact is a2 high as 1.5% in Bolswana, Wamibia and Lasotln, One
aspect ol the reduced number ol workers i3 the underminimg of Tood security caused by
a reduction i agricullureal labour dus lo increased rates of morbidoly and death (Wigoins
2005), MMany arganisalions have expressed concern thal the scope of the epidemic will
geriously impaie the ability ol howseholds o maimdain a subsistence leval of agricullure
and wcome leading 1o malooteiion or sienilicant logses i standards ol living (Gallen
2003), and may has e contribued o [ood crhises i Malaw and Zinthabowee (Wiggins
2005

Some commentatonrs have speculated that the size ol e HIY epidemic could actually
consliute a considerable threat 1o global security {Behrman 2004, Grarrett 2005). They
hawve argued Mal impact ol HTV/ATDS on governments, economies and especially armed
lorces which lend o have very high rales of HTY milzciion (Swokoj and Ajuwon 200
could wundarnune stability i much ol Alrica, potentially erodine the last [ew decadas ol
democralic improsy ements in e conunant. Althouzl this viewpednd 15 not withoot i1s
critica, 11 I vary plausible thal HIV/ATDS will reduce the numbers of experienced slall’
in covernment and the civil service, reducing the ellectivenass ol natienal and local
HOYETNANCE.

2.7 Beacon Botswana

Bolswana is reparted 1o haye cog of the highest HTY ileciion raes in the world,
estimaled al 33 4% (Crovenunent ol Bolswana 2003 ), which hag coniribuled oo an
eatumaled drop w life expectancy [ram 72 vears W 30 {Covernment ol Bolgwana 2005,
WHO 2004 Howeaser the Botzwana HIV ATDS Trapact Survey 2004 sugeests an
estumaled inlection rate ol 17.2% (or the ceneral populalion, hased on a household
gample ol HIV 12315, as apposed 0 the nonmal method ol eslimating population
inlzclion rates using dala leom anenaal clinics. Nedber ligwe s Likely 1o ha enticely
accurale, and e rue exient of the epidenuc i Boldwana probably Ligs sonewhere
betwean the tvo. Bolswana has a highly mobile population (Lochman el al. 20010 ) and
paterns ol maoving 1o work i munie ndusteies body inlernally and in Soulh Alrica
havehislorically provided strone vectors G inlzclion (MacDonald 19967, although
cross-border migration has declined sienilicantly in recent vears {Crush el al. 2005}
Howevear the eovernmeanl has shown real commitmant 1o lackling the epidemic, under
thz umbrella of tha Alvican Comprehaniive HTYV ATDS Parthership (ACHAT)
loundation. The Masa' project, meaning MWeaw Dawn' and [Dounded in 200] | co-ordinales
praciicallv-lres anti-retrovical treacmend Tor carrently over 34 000 palients and risig,
with the ullimate goal ol providing reatmeand For any citizen with HTY (ACHATR 2005 ).
The programme was hailed as a role modal Tor the rest ol Altea (TTNATDS 2003 ).

Tu Bolswana HTV/ATDS s ahighly stiomatized condilion, and this has sirong
implications Ior people Tiving will HTVATDS (PLWHA) and the kind of support thes
can receive {Letama 2003). Paople worry thal HTV positive people 1ose their jobs, and
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can be rgjectad by Imands or Emily. Despile the availabilily ol realment, and very
visual governmeant campaigns on HIYCATDS . Jew people hiave hean tested. prompling
the aovernment o adopl an opl-oul strategy, where routine esting for HIY i@ aulomatic
wiless people express a wish ool 10 be tested (Weiser el al. 2000a). However, most
peaple who are aware ol hair HIV/ATDS siaius do ool puhlicly disclase it This has
atrengly allectad enrolment on the ARY prooeramime and use of suppocd services, aither
due 1o denial about one’s conditven, or hiroush a fzar of heing identilied through osge of
thesa services as heine HTV posiuve. Some commantators have alao speculaled (luat the
govarnment rasponse o HIVATDS actually camea (oo early, belore the didease was
noticeable nv the cowntry, and this has led Lo increased denial (Allen and Heald 20044).

There s also contention aboul M celent 1o which the Jominanl Tswana cullurs has
acczpled the notion o a new disease lilke HIVATDS occurring, and whether traditional
madicing hias been sizgnilicantly mcluded i nalionwide proecrammes (Lis Ingstoon 2004},
Haram (1991 ) has arcued (hat views ol tradiional medicing i Bolswana are [lexihle
enoagh o incorporale Weslern vigws on inlection and trealment, and suggesied. 2ven
belare HIV becams endemic. thal big-medical notions of HIV would not be duliedl (o
explain. She notes thal Selswana cullure leaches that cerlain womean who hehave
immarally have Tinl' or diseased Blood, and ihat some condilions can be passed throaelh
gexual bransmiaavon. Haram (1991 thos argues that these ideas can be adapied o
explain lransnussuon of HIV by promiscuous individuals. However Livingston {200
takes a dillecent opudon an s matler, suegesting thal thare has besn rasistance o
accaplance 0l the Westarn madel which has not been properly inlegrated with traditional
heheals. and that mosi people sull wse bolly tradulional and big-medicine. This 8 in line
with Nndings i aiher counirias Froo Liddell el al. (2004) thal sugoest thers s eraat
variahiity i balialz, even wilhin cultures and razions. Yel Livingsion's (2004) main
aroumend i Mat the sovernment i Bolswana ool 2 Westarn approach thar was ool
culturally adapted lior some members ol the populaton who stll rehed on tradilional
madicing

Women are disproportionally allecled hy the HIV epidemic, internis ol Todh higher
auscapthility o inlection. ergaler burden ol care, and generally lower income
(ITNATDS 2008). This puls them al erzaler need ol supporiive svslems. The highar raies
ol inlection in Botgwana lor women al 24 2%, compared with man with 16.9% (BATS TT
2004y shows there is a sevious rish of HIY e women, althowel i s difTieoll o
asceriain the extent of this gendar dilTerence bevond the hiological risk Jactors thal
make womean more likely 10 contract HTV. A reporl by Physicians 'or Human Riglits
{PHER 2007 ) details research thal geems o demonstrale a lugh level o inequalily Tor
wionnen. Vel L dozs nol menbion that in Sewsvana culiure wionen are in general hielily
respected, or example they have great [Feedom in chooging parinzrs, and unlike i ather
cullures, a considarabla dowry miust be paud lo the Famuly ol the hrude by the graom, a
facior thal may seem patronwsing, bul actually deems W0 ensare respact [or daughiers,
and disdain o hoylriends who are unable wo commud o relationships. Women can he
very aulspokan in e cormumunily, and hayve a sienilicant, iCsull wizqual representalion
in parliament, e judiciary and police force, while ey make up alarce propociion of
civil service workars i eovernmeant deparments. Women were recenily allowed 10 join
the army [or the [l time CATo Wews 2201 100) and can gan equal properly and assel
rights in marriage (178 Departmeant of State 200603 Howewver there are s1ill strong
elemients ol a patriarchal ystem which restricls odbzr land righis, and mean are sull
dormnant in fenior busingss and eovernment posis (halahamuo 2000),

Botgwana is sull a very raditional culiure in gome respects: homosesoality 15 (legal,
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but not acuvely prosecuted. and ihere are clear distinelions halween what work 13
auitable lor women and man. For example. there was recently a debate in the media
abool whether women should pursoe careers a5t or bus drivers, an idea evan many
wionnen [ound obyectionable, On aless trivial node, rales of domesiic violence againsi
wionnen arg sery high, and this luas hecome a bio political 1s2oe ol Tale. T1is suezested
thal under traditional Taw, a man may baat hig wile 1o a certain deeree (105 Departimant
ol State 2000%, bul this praciice i3 ool ganarally acceplable, and govermmeni and NGOz
hawve taken steps 10 rase awarenass and present domestic violance, Yel 1l remains a
gerious issue, espacially whizn coupled will alcohol ahose by mien, whicl has heen
shown 1o increase domeastic violance and cisky sexual behaviour (Waiser 21 al 20001
Pazaion killings' are alao alaringly Mragquent, news papers allen carry stories whare an
wilawhlul partner had heen killed by a jealous boviriend (BBC News GAO200), and in
many casas, stricken with griel, the perpatralor comnuis suicide alierwards {(Mmeaei,
20000:08). Many raasons have been given by politicians and colununsts o ibe alanning
trend, bt il seems linked 10 e Tow rales of marnages by voung people i1 Bolswana, a3
changas in sociely ncrease long e relaticoships withoot commitmeant, contributing 1o
wilawhlul hehas iour. Thig may even he parly dog 19 voung men who canood allord the
donsry ar cosl ol the wedding. Whateser the reason, the situation is 20 serious, ihe
ouleaing president Fesiug Moeas slated il was ureent that some selulion be Touwmd by
communily leaders, even il il requires drastic measmras (Al ATmica com 23008 Tn
ganeral the siluatien For women in Bolswana since indepandence can be summarised as
having coma Gar, ot willy sl a long way o 2o {Datta 2004}

The coverument response 0 the HTYATDS crisis in Bolswana Galls undar (he
qurisdiction ol NAC A the Walional ATDS Coardinating Agency, which 15 also involved
i many partoarshups witl the private and voluntary seciors. Many commeanialors have
praged the quicl., forward thinking approach o the ATDS epidemic thal the Botswana
govermmainl has adoplad.

“Bolawana lias claarly moved to implament the declarationary principles
ol elobal HIVATDS aovernance, the selting and enlorcing of the rules
and the provision ol strategic direction. Tarnarship” intarms ol mult-
gecioral and nwdu-tiared eneasement, so central 1o the primary glohal
declarations, 15 a central charactaristic of national HTYATDS oo 2rnance
in Bolswana™ {Renwick 2007 p43)

A pood example i3 the Alrican Comprehensiye ATDS Parinerships (ACHA). a
collaboralive venlure batwesn e Botawana covenument, Mearcl Pharmaceulicals and
thz Bill and Melisaa Gales Foundation. The organization prosides Tanding Gor any
HIVAIDS projects including the Masa anti-retrovical progranime. Howevear ihe
parlnership, as well as HIV/ATDS inerventions as a whole, s pradominandy [woded by
thz Govermoent, wlich s ina unigque posiion 1o allord such exlensive ilars 2ntions.
The dizcovery ol nuneral wealth, especially diamomds, shorly alter indapendence lrom
Cirzal Britain in 1906, has led 10 a Tuecative minimg export seclor, u which mosl
operations are majorily state owned willy prolits gowng directly inw government
revenue (Martun 2003}, Botzwana has a Grross Natonal Tocome (GNT) per capita of
LISSS7T0, slughily hivher than muach more populous South Alnea and ome ol the highest
in sub=-Saharan Alrica (World Bank 2007 Couplad with 2 strong and stahle political
avatem, and a willingnass 1o tackla the ATDS crisis, Bolswana has had ihe rezources and
thaz impetos w0 create an exemplary strateoy for HTYCATDS, and thus makes 1 an
intarasiing example o siwly, especially the strone networks ol co-operation between the
govarnmanl and civil sociely.
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Akav pard of he national stralegy 15 bwldine partnecships with e civil gecioe, and o
this end many local non-governmeantal arcanisalions Ov00O3R) are representad by the
Botawana Network ol ATDS Service Orcanisations, (BONASOY which acls as au
umbrella organization providing support, guidance and capacily bulding. Addilionally
BONETWA the Botswana Network of Teople Livine Willi HTY and ATDS is an NGO
wmbrella organization for "TTWHA which amonest allier activities, pravides assisiance
1o over B0 suppord groups acress b country, The presence ol so many allicial
areanisations at multiple levels leads 1o a aitualion where there is ollen sliong
inlerdependency, especially belween smaller organizations, for sharing cartain
resources. Howeasver lunitad sources ol Junding mean thal thase organizations are ollen
in compatition willy each other for grants, Teading o a reduction o co-operation in e
nctveark, Az Renwick notles

“Prohlems Facing non-govarnmeant agencies arg well knowo and include
shorage of [unds, shoraes of experienced and skilled #1all and logisucal
aupport, inconsisieney ol representalion and Tack ol stilalionalized
meamory over iune as personnel change, and sheer "wockshop aligus™
(Renwich 2007, pld44)

Examining how thess areanisations network wogelhar, and the problams Facing ihe
creanisations and individoals within dign sl Tor a key part of the study, ostrating
how suppord works, and the conzequances [or PLWHA wlhan networks [all aparl.

Mo atudies have (Ully considersd the role of support in the context of he anli-relravical
proaramme, and the ellect hal widely available treatiment has on chanamg he needs ol
peapla with HIVATDS, an issue thal will become increasinely important as other
nations scale up thair ARV programoes. There are many aovernmeni Tundad aroups
already olflering suitabla services, such as the Botswana Network ol Faople Living With
ATDSR (BONEPWA) and he Coping Centre Tor Teople Livine Wil ATDS (COCEPWA)L
Ong mnovauon o COCTPYWA waz a "huddy programme’. the aio ol which was Lo
proside avoloalear Iend o diagnosed PLWHA, halpuoe hindher with support, aond
mosl sienilicantly adherence o medication. The programime alao encouraced PLWHA
10 keep a positive nulook, and provided information aboul other support services and
traimng on posive lving (Zuyderduin 2004} Buddies were traned Ty lacal
COCEMWA groups, wers allen PFLWHA themselves, and gol paid a small allowance.
While the role was desioned 10 parlorm sinular fonctions o hose tha a eood riend
wiould provide, it was in Iacl a formal service that has suee ceasad 10 function, and
daspite many [ormer boddies nove providing similar secvices and home vizits through
aupport groups, withoul the guidance of COCEPWA and the sponsorships of WNGOS 1o
pay allowances, the proeramme was all hal gonz hy dhe lme ol the Nzldwaorl. pariod.

Tu addition 10 these institutional sources, Bolswana iz particularly swied 1o ressarch an
inlormal 2upport, a5 1l has an extansive govarmmail assisted cornumunily home based
care {CHBC ) programme For ATDS sullerars, another process thal will he alTected by
the availalility ol ARY drues. This schemsa is very nleresting because il is ron with ihe
inlendion ol commuanity based organisations acling a3 independent service praviders in
parinership willl the covernmanl scheme (Ndaha-kMbala amd Selotlwe 2000 ). The CHBC
programime anms W redoce the hurden on boidl Famuly caregisy ees and local hospatal
gervicas (Lindsey el al. 20053) Iy providing check-ups, bazic madical and palliative care
and counzelling 1o crilically 111 peopla in the commvnity. Crocially the service 13
inlended lor patients of all ternunal dlnesses, ncludine TE and cancer. a lacior that has
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helpad communily acceptance suwce the programme 15 not jusi associaled vith
HIV/ATDS. However the importance ol social supporl netwarks o this anli-celoryiral
contexd has nol vel been [ully reszarched hy acadamic or uarnational connwnitias.

One stody. conducted by COCEFWAL has already atteryied 1o assess e siluaton for
pecple living with HIVAATDS in Botswana This consisled of a queslioanaire
adminiztered 10 LG people with HIV/ATDS, collectine inlormation about the allectz ol
atigma, and which lorms ol support were haing wulized, a3 well a3 a basic needs
assesaiment. This repor has provided vseiul lormation For support agencies in
Boiswana, but ihe repord ilsell noles the limitations of such a quaniitatiyve method. and
notas the need lor a qualdative investigation Lo explaimn soume ol e data Towad o the
atudy (Visser and Mhooe 20010 This stody was also conductad belore ihe roll-out of he
ARV progranwme, and provides an nerasting relference point thal docoumenis pre- ARY
STl

2.5 Conchugions

Thiz chiapier has outlined the hisiory and details of ihe HIV gpudemic and shown thal ihe
HTY virug 1s having a considerable impact on the Altican continen al indis idoal,
aocielal and economic levels. TLhas also illustraied (hat the medical challenges ol
treating and preventineg the apread ol e ATDS epulemic have vatl 1o be adequately
addressed despie rapud and inpreszive improvements i drog regunents, and thal he
aocial costd ol the disease musi be conziderad along willi the medical needs ol
individuals. Trealmeanl pragrammeas are now baing umplemented i many coandres, of
wlich Botswana's anti-retrovical programme 3 the one ol the mosi adsvanced. ¥et such
projects musl consider the wider human condexst ol the disease 10 1ackle the social a3
well as the madical impact ol the digease, and removz 118 1aboo stalus. Without a cure
lor HIW, people will stll have 1o cope witlt the oneoine social elliecis of the illnags, so
thara is a considarable need (or research which addresszs i peaple living with the
virus can nuligate he social ellecty, and se2k halp.

Ti 15 impotani o remembar that the ullunale goal is 10 proside comprehensive haalth 1o
pecale living with HTY, and as ihe WHO dalinition ol healith staes, this icludes mental
and social well-haing, a3 well a3 phyvaical haallh. While iU i3 possihle o provide
treaumant for e physical problems causad by HIV/ATDS, s eritieal 10 also address
thz mental and social well-beine o TLWHA. 1113 hoped that eventoally mare nations
will be ahle 1o provide comprehensive lreatment For HIV, and will e able 1o learn
auccessiul ways o implament such a procramme 1rom the exanple of Bolswana, This
research aums 1o complemeant s with a study addressing he lone-term non-medical
healh needs ol TPLWHA, using a social networking approacty, wlhich s datailed in the
nexd chapter. Thraweh ihig we can desion programimes that provide a comprehensive
level al'health Tor all people livine wilh HIVATDA.
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Chapter Three

Social Support and Networks of Care

3.1 Introduction

The previcus chapier oulined the medical and societal impact ol HTY in sub-Salaran
Alrvica, and bagan 1o inlroduce some ol the problems (acing peaple Tiving with
HIVAIDS (TLWHA) TL demionstratad the wreent and increasing ned 1o ooy ide social
aupport for the large and ereasine nomher of PFLWHA, especially in an era when anli-
retrosiral vreatment means thal people will he able 1o live long lives with HTY, However
thare are clearly a erzal number ol sourcas and lyvpes of supporl, and 11 is necessary 1o
develop a research design which can accommodate a comprehensive gtudy of support.

Thiz chiapier inlroduces the social support syatems thal can prosidz help and assislance
10 PLWHA, and will examina the concepls that will inlform the structwre of the research
dasien. Firsily the concepls ol care, supporl and social support will hae d=tailad by lhe
exploring key quotas froon the iteralure that attermy 10 deling what support is, and the
benelils il can have Thig will be followed Ty an altenpt 10 describe the strociure off
aupport in particular the idea that support can ba sean as a nztwork ol inleractions in
aociely. The lilerature on social support natveork s and nevaorl analysis will be
awmmarised and used 1o inlir a conceplual lramework ou support which sees botl
Taroal suppa Trom ollicial services and inlormal suppoct (oom the community as
int2oral parls of a networked svitzim, This conceplual Iramework will be devealapead with
discussion ol nelworks in haalth geograplues and will be inlormed by e recent debales
within geography axamining nodons ol scale. T will alse engaes with theones ol social
capilal and actor-netwarl. thaory thal complemeant this approach.

Ti s crucial G this comprehansive appreach that suppor he undarstood at multiple
levels, incorporating indis iduals, communities, and oreanisaunns. Formal slroclures
particular will e deseribed as both providers and recipients ol support 10 sarice uselrs,
and 1o othar oreanizations. To proparly widerstand the [unclioning ol these svatams, and
tha varely of rales they playv, the complex dalinitions ol civil sociely, (on-
governmenlal, conumunily, and state oreanmisations will ba crilically assessed. Lastly,
apecilic examples ol supporl svslems [or FLWHA will be described so thar in the naad
chapter, appropriale melods can ba chogen (o wsy estizate these gicoclures of suppor.
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3.2 Suppaort and care

Supporl las bean conceptualised u many waxs by dilerent authors, and soma eritics
gee this a3 a weaakness o the fludy of support Tunctions. Howeasver it s wartly
condiderine Mal support is very muach in the 2ve ol the belwldzr, and can come w1
various [orms and from various sourcas, hence (L s dilicult 1o construct an empirical
dalinition ol suppor. Hoose (1981 delines suppor as an aitarperaonal trangacuon
involving oug or more ol the Gollowig,

1 emwdional concemn (liking, love, empally),

2 mstrumental ad (eoods and services),

3 mlormation (aboul e ensuronmeanty, of

4 appraisal (mlemation relavant 1o sell-es alualion)

Ouher authors categorise suppor slighily dilferendly, [or exaple D Malleo and Hav s
{1981 deseribe support as being laneible or psychological . and ihat within this, thare 13
an obyjective or subjective elamend. This noles thal support 13 pereeived. as well a3
recaived: the subjective aspect ol suppart i3 the lzeling thal one is being helped. ither
i an emotionalfpsvchological or practical/plivaical way. On a more emodiva leval, Moss
(1973, p237) describes bewe supported as “ihe subjeciiye zeling ol halonging, of haing
accapled ar beine loved, ol haing needad all [or miesell’ and [or what ooe can do™.
Ouhers have siressed that eritically linked 1o the personal eeling of baing suppored i3
the senze of halonging Lo a network of conmuneation and muiual oblization”™ (Cobb
L9760 p300). which illustrales how hopornam the stody of networks and social comext 13
Liy SUpppOTL

Tu conirast with the psycliological scope ol suppart, care 13 concarnad more with
plivaical provision of medical assistance (Parr 2003). The provigion of care amnd support
can be considered a moral debaile, especially a3 when oulside a prolession, for example
nursing, caring may be altruistic hehasvioor, alithough ol course it may be ollerad in
excharnge or will an expectation ol reciprocal care. For exampla thera is evidence of
aulomalic hiological as well as learnt belaviowr 1o provide care 1o habies and children
(2o Morton and Browne [998) bul in most societies elderly pareos are later cared for
by thair own children. Tawson (2007) inbroduces the wolion ol “care ethics' 1o explan
aome ol this, and notes that "we build spatially extensive connections of imerdepeandence
and mwluality' {Lawson 2007, pl ) a notion which (3 well willy a nelwork approach 1o
examining support. However, il could be argued hat in much of Tawson's article, the
care she is relerrine W would usually be classed as supporl — it s emoliyv2 care, ool
madical care. Wlule care iz dizcussed in he research, the primary Tocus & an suppodd,
rellectine the aun 1o assess non-medical needs.

Support can he avan in many dilTzrent Torms, and not jusi Face 10 face, as even
inleraction through the intariet can provude benelicial support (Fahy 2003). However
Burleson et al. (1994 recoguise that it dilficalt 1o provide supporl, suppodise
behaviowr, or supporive messaces thal are wselul: people muost he svopathetic, and
address dillicull emotional and personal topies. Tn addition, il has bezn shown thal good
aupportive messazes (Burleson 1934 have a beltar ellect on people, challeneing some
thearies hal suggest the perceplion of heine supportad is more tmportant uan the Lype
ol support sell(eg Reihardl el al. 20000 Tn genaral. suppoct can take many dillerant
forms, and come roon many diullzrent peopla. Therelore support comes larealy (tom
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other peaple, [rom relationships and social links, thus support most be analysed as a
aocial Nunetion

3.3 Bacial support

“Social iteraction 15 the hasis ol social lile, and social netwocks provide the
mechanism {uteraction) throush which individuals learn aboul. comz o
wderstand. and atlempt 10 handle dilliculties.™ Tascosoluda (1992, pl09%60)

Shwmaker and Brownall (1984, pl 3) deline 2ocial support as “an exchiange of resources
betweaan al least two wdividuals pereeived by the provider or the recipient o he
intended 19 enbance e wall being ol the recipien™. The precursor ol the concepl ol
aoctal support could bz considered 10 be Tl heun's classic study o suicide (Lett el
al. 2003 which described notions ol adachmend wilhin eroups, thal he callad *social
intearation”. He postulaled (that indisiduals witl vary low levels ol inlegralion, of eveu
very high leveals in s ery conuolling societies, wers al grealsr risk ol suicide. Durkheaim
(1952, p2 10) suggests that there exisis ~in a cohesive and anunaled sociely a constant
intarchange ol ideas and leelines lrom all 10 each and each o all, something like a
mutual maral support, which wistead of throwine the individual oo his own resouress,
leads him 1o share in e eollective enarey and supports Tis own when exhaosied™ Tn
ellect, Durlhaim is describine a supportive network.

Bevond just a mechamisn l'or prevenling sell harm, it has heen discoveared that niwual
aupport can hoine psyvehinlogical and medical advantages. In particalar social suppaort
gained credence aller the publication ol twa key papers, one by Casszl (1970) and
anothier T Cohby (L9706 showed that by mediating pressures of Iue in people with
illness. ancial supporl allowed people o recover ron llnezs more quickly, or could
hawve a prevenlive ellect for some condilions. Much researcl has haen done into the
ellect ol social supporl and coranary earl disease, conclusively showine thal those with
lower levels ol supporl have increased cish of hearl dizeass (Leil et al. 2003} Sludies
hawe also demonstraled that support increases surval rales Gor sallerars ol breasi
cancar (Maungell 21 al. 1995y and hag benelits lor the Tunclioning of imnwne, endocrine
and cardiavascular sysiems (Tlchino el al. 19990G), Crocially, evidence (tom the T15A has
algo shwown that people with HIV ATDS taline anti-retroviral trealniend lad Toweer lavely
ol HTV in theair hlood iCthey 21 they had strong social supporl (Burgoyne 2005 ).
However, i1 s also clear that this ellect vanes a greal deal hetween individuals. some
are more wwdependent, and suppor themselves heller ihan others. These people are
better al coping will siress and sbrezalul siluations (Coopear and Payvoe 199 1) Thers are
clearly benelits Irom suppord beyoud e pavcholoocal, al leasl o mitigale asainsi
many illuesses triegered or exacerbaled hy stresslul lile evenis (L el al. 1979

Theare are 1w hay odels o) explaining the measurad benelils of social suppart, the
lirsiis thal il acts a9 a buller against stressors’ — stress lul sitwadons w lifz, such a3
berzavament, loss ol a job, or diagnosiz with (lloess. The hypothesis i3 that these
alrasslul siualions are easier 10 cope with il 2omeone as a supportive network. The
gecond modal i3 thal social suppoct prosides addilional hanziits thal compensale for
necative siuations, 1or exampla a hetter natveork. ol information (Pilisuk and Park:
[980). While literature tends 10 Tfocos on the bulTering theory, vasue delinions of social
aupport and halTering creatz dillerences between studies wluch makes comparison
between the two approaches diullicult CAlloveay and Bebbiogion 19987 This aludy waill
not allermy Lo impese aither theory on the data, since il 18 melhodologically unpossible
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in this contexi o separale the alTects ol bulTering or active supporl processes. since most
aupport will awrely consiitule a cerain anwouat of hath of these Tunclions. Wlile
pavchological experimants in controlled repeatable silualions can sugoest ansv.ars o
these questions, lor exaniple Cohen and Sy e {19847 this s not possible i lived
exparience, aspacially as denving a sowrce of suppoct 10 examing the congaquences
wiould not constitule morally aceeptahle research.

To dilTerantiatz between social natworks and social support, one musl consider the
hierarchiy ol social luncuons. AL the top i the notwon o social intzoration, essentially
how well connactled and active idividoals are in sociey. The level ol social integralion
will alTect e strengily and densily of a parson's social network, lusher strength ol
contacts, Iriends, Family, creansations and associates. Some of hese will someatines
proside nelwork resources. in ellect where the relationships hegiu o provide tangihle
henelits such a2 inlformaton, time or (avours. Finally rom these come supporlive
behaviowrs, hose natwork resources thal actually [orm assistance Tor an indiy idoal
{(Laireilera and Baumann 1992). Thus we can conceplualise social supporl a3 heing a
fwction ol bolh social netwarking, wlich i comunity dependant, and social
inlearalion, which is depandem on the individual.

Burlesan et al. (19940 recogiise thres dillzrent approaches hat have been alilised for
the study ol social suppory, describing it as acting thraugh social nelworks,
pavehological ellect, and as a [unction of communication o interaciion. The nelwork
analvsiz mathod is based on the study ol the existence ol Lies, and the densily and siee ol
netw orks ralhier ihan the methods and messages osed widun them. This @ the most
quantiliable approach, alilougl i olten lacks an atalily 10 assess the guality of suppor,
and tamds Lo zee all support a8 being positive. However, (rom this approach a more
qualilalive approach o the stody of social netwarks lias ev ol ed, which looks at the
funcuon of relationships.

While aal the [irsi o visualize brust and celationships
i tarms ol concentrie cureles, or use the terms
networks ol trusl or circles ol netwaorks {eg Baier
[ 9867, Shnaidenman e isaged a user's expariznes ol
aociely theough overlapping circles ol trost (Figure
3.1y, wilh s2ll” al the centre, and eeneral socialy at the
oulsida (Shnaiderman 200, pi 1), Thig visualisalion
augoests peoplz have stronger levels ol rust with
those closest o theny, namaly thar Taoily and close
Tiznds, and as onz's sphere ol association mcreasas o
include widar circles ol acquainiances, such as
/ neighbours, co-workers and nally the whaole
communily, that level ol rusl decreases. Fuk uvama
(20017 describes soclely in a sionlar way as baing
comprized of many ovedappiog "tadu ol drust
comprized ol people with common co-oparalive
Figure 3.1: Circles of Trusi oS, [hunded_ sl canitlal. Oneg ol the earliest
(afier Shueiderman 2004) thinl.ers on su::u_mf_ll nelu-m_‘Ls__ [,M_cul Auneave__‘
developed a sirmlar and interesting model ol

Furm' and

Friends

Colleagues and
co-workers

Citizens and
markets

concentric social networks (Fig 3.2 wheare sell s ool
explicilly the centre of the network, hut cruciallv includes ‘necative people’ a
recoenition thal ned all penple in one's social netwarl. are trusoeorthy
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5 o o distant relatig, %
This is a crucial aspect ol o 197 jousae SN speciay 0 4.

networkad relationships. ool
all aciiong in the nelwork
are postlive, social support
can also have a negalive
ciTect o individuals Tor
example families can ollen
comain dilTigyll
relationships, or there may
be an ahsance of suppord,
and even whan support 1%
being given, i can he
“rerceived as inadequale,
musinformed, misguidad,
excassive or unwanizad” (EN W
L9R2i, p 1 74). Tlus people whe make you

recoenizes thal even il the LI —

intaniian 15 good, bad After Attncave 1978
aupport can make a

situalion worse, Tn some Figure 3.2: Concendric social nelworls in sociely

aituations, sliemalizsing
illnesses can actually laad 10 neeative gocial interactions which allect quality ol 1ile
(Yanos el al 20017 o i people are alrad ol revealing their HTY statws. they Timit the
aupport they can gel Fron thair social nelwork (Sulbare and Buchingham 1983 ).

MWevertheless, these models are signilican becanse they suogest hal support will bz at
least partially dependanl oo trosi, and therelore we should see thal oce supporl comes
Trowo close Canuly and Imiends than sirangers in the comununiy. T is alao a theory which
holds he aall al ihe canidre ol Lrust, the one parson we can pathaps trust, share
conperative narma with and know best i@ owrsell’. This leads to a theory thal ihe sell 13
tha starl of all suppord, an assertion hat will e borne oul later in this chapar.

Tn [act, in the case ol people Living with HIVAATDS (PLWHAD, we may (ind a distincl
polarizalion ol experience which gquestions this mods] of trust. With regands o a
atigratising condition such as HIV, some individuals actually may Tiod some Fanuly or
Iriends 10 be almost oo close lor comlor’: they do nel wanl o oo 19 therm for support
a3 thav are alraid of baing dis-comununicaied hecause ol theair HIV status (e Kalichman
el al. 2003) Curiously we than discover a siluation i which relatively unconnacted
pecale in social or prolessional cireles become a hetter sowee ol support, as they are
wahle 1o spread inlormation ahow sameaone's HTY status throweh a nevwork of Tiends
or lamily. This role of close strangers i3 eenerally parlormead by support eroups, who
provide many ol the psvchological and practical services vsually ollered by cloge
Iriends and anuly hrough pzople who are zssentially oed part of an indeidoal's
network or close circle o trost. Tiis this distance that allows the anony mily cravead by so
many PLWHA. The concapiual lileralura an netwarks ol supporl needs 10 be axpanded
ao that he model 18 better applicalle o stgmatised conditions.

To assezs suppord al dillzrent levels, this research delines hiree dilTereni levels of
aupport the individoal, communily and institudional. Stoilar 1o Shaeideran's diacram,
thase dalinilions are ovedlapping, Tar @xaniple both e community and mstitadicos are
made up ol wdividoals, wlula indiyviduals may acd w dilfarent instituticos ar communily
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oroups and so on. The delinzation hetweaen these groups s lell deliberately vague, a3
wlile an individual may perlonm a supportive role a8 a counsellor inan institudion such
a3 a clinic, ahe may 2o hevond he Tormal rola 1o olTer companionship and Crigndslup,
and miany co-workars also erow o becomea riends, just as supporl may be carerad
(rom a commuontly or inagtitation thal you have a Garmily member in. However il is uselul
1o deling groupings hevond (he indiyvidual ) 2specially when PLWHA perceive support 1o
be coming lrom a particalar mstiution or grow. The structore of sociely also includes
instiutions and community ecoups as sources Ioc secvice delivery, and e project aims
1o examine the views ol acencies as weall ag individual service usears.

3.4 Why networks?

Tu essence, s reszarch is sludvine service delivery o PLYWHA w1 a region where a
multiiude ol oreanisauons, sosemnent departments, comnunily basad organsations
and individuals are all providing services. Crucially these agencies do not act alone, bul
inleract m a geries o lormal and inlonmal relationslips which [orm a nelwork with a
common aim ol meeling he neads of FLWHA. To exarmune (hese sarvicas, il 13
neceszary 10 sludy the whole nelwork hat provides ther, not anly 1o g2t the complete
picture ol whal is provided and lackine, and to whom, bt also 10 show the benelits and
problems inherent in e nebwork, and hewr ellect oo secvice o ision.

Wellman ¢ 193%4) obsaryed ihat traditional stady of socizties [ocused on countries or
ganoraphic reewns as a whole, and did not considar variations in parlicipation thal

ocewr within communilies. Social nelwork analysis alloves a new way ol loaking at
ganoraphy, 0 exame proxomily of tes havond the leveal ol physical dislance at the
acale o mapping huwnan relabions.

Tlovegver lo consider a
svslem ol oreanisalions oue
sl cousider the quandary
ol tha “dualiy ol the Tk
betweon individuals and
oreanisational acuvilies™
(Parta and Diani 2004,

Pl 15) Essentially flus
remindz ug thal

Figure 3.3: Individuals within organisational networks | organisations are all formed

ol individuals, with their
own mativations and nelworl. Links (see Fig 3.3). The indisviduals within organisations
can have (hair own modlves and prablams, which can impact on the hody hay are parl
ol and the sum al these actions shapes the aclions of the organEation. This Is an
imparlant conswderation when considering e scale of oroanisalions, since wlule
oreanisalions may have a glohal reach, thewr aclions should he considered a lunclion of
actors al 2 more local or individual level. (hese ellacts can accumulale ol dillzrant levels
ol scale withun elobalised movamenis (Escohar 2007) Ag Marwel et al. (1998, p302)
observed “parcticipanits in social movanent areanizalions are usually recruited through
praexisung social ues and thal mobilization s more Likely when ibe mambears of the
heneliciary pogition are linked by social ties than when they are not” Thus we nead a
ramework that allows us o explain the dlcuclure of networks in s way.

To study allect in syslems, il is important o wndersiand the aclions of individuals, 2ven
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whian acling a3 a group such as a commnuty or oreanisalion. as methodological
individualism deseribes all action in sociely as the cumolation and wieraction of he
action ol individuals. Elsler (1982, pd33) descrihes s way of analysing sociely as “the
doctring That social phieaoemena (their struciuce and changal are i pwinciple explicahle
only in terms ol individuals: thaic properties ooals and heliels™ From ilus Elster inlers
that aclions can be explained by opporuniies (whal one can do) and desires (what one
wanls o doy (Elster 1H89 140 In terms ol this langouage we can describe a nalwork a3
a [unction through whicl actors willy sinular desures can maxunise theic opportiwities
by sharing resources.

Cinvernmenis have actively sel up structures 10 promole civil sociely oreanisations, and
lacilitale natworking between them o maxinize service delivery with minimun
resources. The contra argument 15 thal a nwd bitude ol groups can creata redundancy
throuwgh owverlap ol 2ervices, and whan resowress are linitad they may become
compelitive rather than co-operative. Tdeallv, Provan and Sehastian {1998 p4537 lind
thal “Tntegralion nocurs when organisations thal proside secvices 1o a particular clhient
oroup work wogether 1o coordinate e services thesa clients need. Tndeeration may he
Tormal or informal and may s olve a simple exchange ol wlormation aboul a cliem or
a [ull-zcale sharing ol resouwress and programomes ™.

Thease liex batween areanisauons and within organizations are the key part and wnil of
analvsis In slodying social networls, White (1492 62) dalines these lies as “the whaole
gel ol slonies delining the hisloncal relaton of that pair of idantilies™, sugpssting a
atrategy 1o lluminate networks, not just through the study ol the Tinks and nedes, hut the
narrailyes and hiztory hehind tham. These stocies [orm the basis ol trust based on
previous experience hatween lwo or more people. and the 2l of nwtoal ohlications
wluch are ollan described as social capital. Thase lies exist bebwesn and williin
oreanisations, and crucially between seryice prosiders and theair clients. This reszarch
will 1ok authe nature ol all these ics

Previows rasearch has considerad zocial networks of both secvice delivery orcanizalions
CAller 1990, Trovan and Sehasdian 1998 Provan and Milward 200 1) and social
movemeants (Marwell 2L al. 1988, Thiant and MceAdam 2003 ) hoth o whicl will be
appropeiate i a sludy which looks al organ@ations which may provide both support and
advocacy Tor PLWHA.

3.5 bocial network analysis

Social nalworl. analyais has heen wused belore lo invesilieale the spread ol gexually
tranamitted diseases, espacially HIV (22 Halleringer and Kohlar 2007, since people
lend Lo have relationships and sexaal relationships with people they know, 2ither
direcly or directly, such as frends ol riends. However thiz has traditionally bean part
ol an ellorl 10 understand and prevent the spread of disease (Rotiznbers and Narramare
9907 ). ualng 1L o examiie how a sapportive syslem works lor PLWHA in sub-Sarahao
Alrvicas a ungque and lentile approach: people are Familiar wilh the concepl ol studying
aupport i lenms ol natwork struclures, as organizations are ancouraged 1o nebwork Lo
achieve their aims. Consequeanidly social network analv 2is becomeas an appropriate
atralegy lor resezarch in this Iornally ted siualion.

While il is posaible (o use detailed quantilative network analvais o assess the linkages
between ATDS service oreanisations (ASOs ) (Shuwnale al al 20057, this approach 13
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more suiled 1o evaluative or modalling scenarios rather than exploralory esercizes. The
conlesd ol this study Javours qualitative data collection, 30 11 will uod be possible, or
desirable o do mathematical social nelwork analvsis. Howewer, this level ol analviis
does also proside a languass ol strociures which can alan he wsed o qualilatively
describe netveorks,

Fiaure 3.4 shows an exampla ol a nelworl
cluster | digoram with nodes representine aclors as
orange dots, and the Lioks sliown by e lines
that connect them. Social network analvais
prosades a vanety of maihematical wools that
analyse and parse the natworl. and reveal
inlormation abaut 113 structure (Wasseran and
Faust 1994, For exampla poiul e is clearly an
autlier lus iz becausc 1L has Tew Tinks Lo ihe
network, and 18 many gleps away [rom the resi
ol ihe natvork, Torexample 5 nodes away rom
powil d. Howevear poinis a and boare no more
than 3 nodes avay Irom any allier poant i e
denss nglwm‘l\, lhls 1# their reach, and as they have a
(/)/ b high level ol closeness, they are able (o act
quickly hirough the network. Another measure
ol ihiz is betweenness, wlich 15 a2 maasure ol
the number of direct links 1o oller actors. point
¢ lias e lughest level ol belweenness. These
LW MEABUres are umporant, bacause in some

Figure 3.4: Example of a classic
ncbwork diagram

networks wheare illuencs does nol apread well
through secondary Links, having a high level of betweenness 15 mare imporant Lo an
actor ihan has ing a hish leveal of dosenass. 11 inlormation s diluted or digtorad through
each link i the chain, again belweenness i critical.

Clugters, cliguas, danaity and coliesion are all terms that are used dillerently Lo exanune
the essendial wierconuaction of a nelwork. Cliques are clusters which have strong
inlernal links, but (ew links Lo oulsiders: they are exclusionary. The top right clusier s a
atreng cligue veith a hieh level ol cohesion, ag all links are connecled directly 1o each
other. The hottom clusier while having a larger nuwnber ol actors and Lies. is aclually less
cohiesive, hecanse not all actors have diczet links: poinds © and b are infermadiarics,
Where networls are nol cohasive, they can be vuloerable lo the remioval ol several Ley
actors. i this example, remos g a and b would produce three unconnacted clustars,
and the nelworck would [l o worl.. Analvaing networks i s way will be unporant
for thig study o examine the ellecl o one oreanization Taling in the nelwork, and
showine how nlormation and resources Nowe T s also wselul o conceplualise the link s
in A nelwork lurther: as conduils Tor resources and inlformation, an wea which will he
oullingd in the next seciion,

Deapiie the slrzneths inherznt o nvestioaling syslems as networks, there are also
problems willy this approach. Firsd ol all, when sociely @ viewsad as a series ol nelworks
and relalions_ il can imply thal wo a cartain extent all actions and social aclocs are
inlerconnacied, which raises the problem ol delining whera the houndaries ol alliect lie,
eapecially mathodelogically (Laumann et al 1992 Deciding how (ar o investieats he
reach o a network. or individual actor is an important consideration Dor the researcher,
and any attemipl Lo creale a diagrammatical depiclion of a nelwork will inevilably leave
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oul weak links and nodes the researcher [zels are insienificant. Howevear, i1 could he
areuad that this is a problem in sl research. a5 al some lesel researchars most alway s
decide where the boundariez of relevance lie, dince no mathod can completely represant
thz inlinile minutiagz ol secial lite. Yel there sull remains the problem ol bounding the
networks, imposine on them arlilicially constructad distinctions thay are i realily niore
complex, such as ihe distinclions helween local and national orgamisations, or the extent
thal networks are embeadded in national or imernauonal processzs. THis impociant o
condider the complexily of these issues when atlempling 1o measure and analysing
nciveorks

Aciually measwring social networks is dsell’ problematic, and despile the use ol a variaty
ol indicalors and wavs ol assesaing ties, these can al best reprasent an approsimation of
tha relationships helween actars (Class el al. 1997) In addition, the vanaly ol mathods
lor measuring ties, and evan how netveorks are concepluahizad ollen makes comparisons
betwaon studies JiMaull Another sound criticiam ol rescarch 1o social nelworks 15
that historically ihe Tocus has been oo quantitative siudy, and qualitative reseacch has
lended 1o examing processes around notons ol social capital stead: curcenily
qualilative social nalwork analysis is comparatively weaal. Additionally, traditional
aocial nelwork analysis has nol engaged with problems of delunne seales aond
hizrarcluzs, and dealing with e Twdity of networks, 1ssues which are discossed o the
nexd dzction. However i1 s hoped thal studies Tike this will develop social networks as a
lramework Tor analvsine aocial issuzs, and increase inlerest in thair use.

3.6 Gieagraphics of care and seale

Health eeography has a stroong lilerature i estigating the spatialities of HTY, Trom
classical sludies ol the gecaraphical spread of the epidemic (ee Gould 1993 o

i estigations inlo how peaple wilh HIV ATDS wse space dillecenty (Wiltoo 1984 and
lormal government respanses 10 e epidemic (Brown 2000% Lasily, ceography has also
provided critical ingight into the way that the hody is isell’ a physical space. alimost
territonally controlled by lizalil prolzssionals who diagnose i1 according Lo cenain
madicalised cowrms (Parr 2002). This insighl s importand, even w a non-medical $tody,
becausa tl apens e door (o the individual 1o be a space ol research, as already
demonstrated in the previows secion detailing the imporance ol gell

Parr (2003) suggestad that heath zeceraphy 18 comprised o two strands: ihe
gaographical spread of diseases. and access o healtheare. In the Western context, the
phrase 'landscape of care' 1s convenlionally used lo describe landscape in lerms ol
gevaral modes of phyaical space in which care 18 acled. lor example 1o dascribe puhlic
hospuals or private homes, and a shilll betwean their use as ¢paces where care is enacted
(eo Milligan 20000, Pinlold 20000, This study also makes wse of the 1erm the landscape
ol carg', 10 broadly mean the comhination of all care i a svsiem, Tuw tl ieracta, and
ils accessibility. The taris deliheraielv evocative ol a phvsical landscape, bt hera in a
dilTerem way than 13 ofien used. Tn this siudy the landscape ol care may comprise ol
physical spaces. such as lomeas. theough home visits, liome based care proeranumes,
educational madia on TV or radio, and the homes ol 1Tiends and Tamily. Geography has
made a strong case Jor homes 1o be wcluded ag sites of power and surugegle (eg Marsion
20001, and 1o recoermise tham as impanant spaces whare care 13 enacted, olten by unpaid
Iamily mamhars. There may also ba suppact groap cenlras wlhich Gorm a kind of private
communal space Cor praviding support, and traditional care spaces such as public
hospuals and clindes Tor other kinds ol care. These arz spacilic 'spaces ol careg'
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{(Conradson 2003) ol the more medical therapeatic landscapes' describad by Gesler
(19927 a concepl increasingly axpanded o include a more halistic albilude 1o Tiealih thai
condiders the sigolicance ol spaces an the psvcholooical and social weall-bewe ol an
individual (Conradsen 2003, Tn a Wesiera setling, (his seems o be the [ocus ol most
theansing arownd the geography of carz. gince the dominant issue is e exparignce of
care. rather than a lack ol accass W 1L

Parr (2003) neled that care literalure in developing areas las a dillzrent focus, and ciles
examples whera it has locked a whos providing care. such a8 the examiple ol Raohson
{20007, wheare the women and chidran who provide the most care o the svstem are
almast hiddan in e Tandscape ol care, because they enact care al home, rather than w a
formal public ipace. Howes er. the dilTerence in Mocos batwesn Wesiern and
development literature on geographies of care 18 30 areal that it s2ems awlaward lo aroup
auch research wogether, witl the possible excepuon ol Del Casine's (2001 ) wvestigalion
inle HIW support ecoups i Thalland, wluch recoonizes the unporiance of including
netw orks ol support wio the conceplual landscape. Bl 1o inlegraie this Tandseape ol
care lileratare with the concepls ol the ideas ol social support cetwarks, 10s unporant
that the landscape 15 nol jusl represznlative of phivsical Euclidean space, but also the
wopology o the nelwork ol actors and services, as sugeested by Law and TTassard
(19990, Smyth (20035) alao notes this need Lo inlegrate places. spaces and networks in
dludying the seography ol care. The reason [or introducine this approach 15 1o
understand the complexils ol e suppocd svsltem [or FLWHA, by vigualising i1 as a
landscape of many dillerent places that people do ot jusl have o v, bot also have o
o2l access 1o, This 3 the [usion ol the landscape ol care and nelworl. analysis: hiere we
ara concarnad willi oot jusl the places of care, Tl the distance hetween thent, and e
links and connaclions ol the support provudars in the natwork.

For example. oue can nnagine thal ihe Tandscape ol care has physieal Teatures which
reprasent dullarent potential sources ol supporl, where the lopology rellects ihe ease of
accass 10 resowrees. Hare iel swnmits represent dilTicull 1o use and exclusionars
apaces, while wide low vallevs sliow where supporl is easily obtaned. This landscape
algo has processes wlich acl on the landacape, as Conradson (2005) auggests, the
landscape should e sean as resulling Irom the interaction of physical, hiological and
aocial systains. Well worh pallis connecl commonly wied sources ol support, and
ernsional Faclors in ihe systam max change the landscape, wearing down mowntaing and
(Ming oo alleys. Just as i phiveical svstama, stronge Nows ol suppord will fend o ernde
donsn theough the land creatine a vallex, setling in aclion a poaitive lesdbacl, ovele that
increases ihe lendency of olher Nows ol support W run e or theough il and the
nuwmher of peopla thal are drawn down inlo the salley. Tailiz between dillzrent sources
ol suppart may become dillicalt o trasel. il rarely wsed they might become overarown,
or blnched by something, and withoul action 1o clear i, this lunders Mows along that
path. These are ITictional surlaces hetween areanisations, and the lower the Iriction, e
easier b path 12 1o tray el and hanee the easier support 3 o ohlain, The length of the
path shows how close links are, and Twow easy they are 1o travel. They may also have a
third dimension, heighi, wherz it 13 an easy downlull Tinl. o ooe oreanisaion, bul more
ol a struggle hack the oiber way, demonstraline unequal ralationships. Boili the
connections and relationships belweaan service users and providers can he demonsiraled
i this svstem.

While all thiz may be an ahatract houghie exercise, iUy ery closely nurrors the language
ol social network analvais, and luminates ihe charactanstics ol natwaork links. For
example, wea can cansider tha Iinkages in a networkad svalem o be lilee two way paths

a4



Ties are formed from many A restriction In one part | where (e Jhw s der.}?m.iem .
individual acts of support restricts the whole flow | o the gradiend, the Irictan ol
or communication the surlace. and e widily of
' the path. T a elworl svslam,
the Mow ol reourees g also
aubject w Tictional processes
and restrictions (Fig 3.3) such
as hureaucracy,
tusconunwication. and die
Networking s a asailabilily of comuurieation
hi-directional flow 4 - .
devices, Tor example posi,
which i glow, or [ax, phones
or e=mailz. wlich have a cost
Lo operale. Williamszon
describes hese processes as
The length of the ties affects the tranzaclion cosls, whicl are
effectiveness of the network aequiralent 1o frictional
aurlaces which slaw or
impede ihie Oow ol resources
along tham {Williamson

Figure 3.5: Bi-directional network flaw, showing
reobhviction and lemgth of Hies

[985). Poar relalionships
between aclors are Iriclional surlaces. they can slow, alier, o complelely impade the
Nowe al resources

Meedless 1o sav. travellers inlo the landscape ol care miay need cudance, [or exanple a
map or List ol available support 221y ices. Yat in evervday Lile the landscape 13

transy ersad by many pecple wsing wmarkers w the wpology, such as Fanaliar paths o
obrelous Jandmarks thal Toru clear destinaliong oc passine points. There iz also he
ability 10 thleract with others in the same landscape, asking directions ar tray elling
wogathar, essendially learning and sharing knowledge abool wheare 10 receive support.
Thiz Is Twrw loemation aboul e landscape of care Nows through the supporiive
network and how new links and pailis are loreed. Yiewing (he landscape ol care in s
way llumunales the processas wlich hinder or aud connactions, and the ellect these can
havz on the wzers ol the natwork

Scale is alao an impartant consuderation when examinine nelworks, and an imponani
area i geographical litecature. How il (20027 suggests scale should he percies ed as
having three components: the 2iqe, or spalial extent of an zniity, the l2vel al which
processas operate. and relations, the networking hebwean dillerent siz2s and levals of
ellect. There is wereasing recognilion that scale i3 a complicated ler, Muid and with
aocial constructions (Marston 2000 and there is also a challanea 10 the conventional
way ol looking al scale:

“traditional Euclidian, Cartesian and Wesiplialian notions ol gengraplhical
acale as a hixed, hounded, sell=anclosed and pregiven conlainer are currently
beine suparseded . by a lughly productive emphasis on process, evolution,
dvnamism and scciopolitical contestation.”  Brenoer (2001, p592)

Part ol these debatzs is e noldion that in an mereasinegly elobalised world, individuals
and organisations can ollen have a global impact. This 15 evident in issues such a3
glohal capitalizm, business and governance [Swyneadouw 20007, protest Odamadouh el
al. 2004y and wwat critically Tor s research, WGOs (Ars 2004, When reconsidering
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acale, there is an umportant realigation that the bowndaries between what consiilules a
local creanisation and an international movemeani are hlurred. For example, networks of
like nunded areanisauons campalening on issues of environmenial and social change
can gain support and lobhy sovernnients across the world {Ars 2004% Conversaly,
indisviduals and Tocal' orgamisations are impacled upon by e policies and decisions of
‘elobal’ donors and organizations, which we must remember are stll comprised al some
level by local aclors. A new era in olobal governance in the 1ast 50 vears has seen
oreanisalions like the T and nelwarks ol states such as the BT, GE and multi-national
trade hlocs have increased polilical clout (Swyngedoww 20000 Tn addilion, there 15 also
consideration of he scale of individual actors, and expecially the siles Formad by bodies,
and the apaces n which they are able lo act as pan of wider networks (eg Ansel 2008).
When il 1z realized that iwndividuals, X008, business and oatioon staies all have power
and tnlTuence al mulliple scales, ihe tradilional hierarchies ol scale can ha challenged,
and some authors el that inslead, scale should be more of a mnzaic ol multpla and
inlerconnecied actors (Brenoar 2001, and that tradivooal liararchical ways ol Toaking
al scale where ihe local is subservient 1o the global should he reconsidzred. For s
reason there are also theorists who believe ihat the whole concepl ol seale should be
abandoned (eg Marston &t al. 2005). They suggest thal since scale s socially
comslrucled, il is a (olitious construct Grced oo social processes, and propose replacing
acale with onlolozical Natness, in which there s a hlorred distinction between local and
glohal aclions.

Wilhio this conceptual understanding ol seale, the Euclidean reach or influence ol au
indisidual creanization becomeas less Important than the local amnd glohal networks it can
act throweh. This 8 an impactand idea wr Actor-Nelwork Theory (ANTY which will e
discussed later. as well as anoter compelling reason 10 adopl a netwock approach o
atudying supporl systems. However, 11 could be considerad that Marslon et al. {2003
arz unjustilied in abandonime scale and suggesiing il is uwnworkable, espacially zince
mosl ol thew coticisms seam levied al hierarchical seale, an approach already erilicised
by others {ee MeGiueh 1997 Marston 21 al. (2005) also sugeest thal nelwork ieory
cannal be used 1o cover up weaknesses i scale, because [or them, natw ok theory can
only represent 'a jumble of wiresliicted Mows' (Marston @12l pd237 conplataly
digregarding he ability ol netwark theory 1o show (hiction and restoictive lies, a3
oullined aboye and laier noted o Jones et al. (2007, CGiher criliques are that Marston el
al. (2005 do nol adeguately consider the notion of power in lal onloloey (Leitnar and
Mliller 2007 ), an iporiant [actor o consider whan there are inherent dominant sysilermns
in elobalised sociely that do exert power osar local processes. Flows ol power are not
one-way, the local does impact ou and form pacd of the glohal, so scales canood he easily
comparimanialised. and the globalised connecled sociely can reduce the separation ol
time and space (Massey 1993) However, lhere are sill inequalities n ihe system, wlich
arz well represented by acales ol 2llect and oreanisations that are ool well linkad 1o
olohal svslams. T may be hatl some small areanisalions are nol privy 1oa level plaving
eld, nor are they able o contribale 1o olabal processes that allzet then T s also
imparlant o consider that where areanisations are concermad with direcl service
dalivery, as in the cantexi ol ihis research, thare must be a phvsical scale in which they
can operale, both delined and linied by the resources they have available. This thesis
will arcug thal hierarchical scale siill seems 1o exial in syslems whare there are
deliberalelv crealed oreamsie struciures and wmbrella areanizabions, bul alio nole that
individuals can also wield power in networks. Viewing networl. Nows as hierarclucal,
but ot one-way, restriclahla hal with umpact not lionted o physcal reacly, s an atteopt
1o updaie the study ol social networks with these conlemporary critigques ol struclure,
and proside a strong Tramework [oe iny estigalion.
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3.7 Bacial nobworks and social capital

Having crilically evaluated social network analvsis il is also nopoctant 10 eneage with
the popular concept ol social capital, a way al sludying social systems thal analvees “ihe
acerzealz ol the aclual or pmential resources which are linked 10 possession ol a darahle
network of mors or less matitutionalised relaticoshyps of owloal acquainiance or
recoenition” (Bowrdien 1983, p248). Bowrdieu alsn stated thal “the praliis which accrue
Troun memberslhup o a group are the bagis ol the solidaniy which makes them
profitable” (Bourdiea 1983, p249) Tlug view ol society places the benell of he
individual as ihe caniral maolvation for action, and nedworks as being promarily
exclusionary 1o noa-members who do nod hring pealil o the network. However, other
thzorists ave developad Bourdieu's original delinition of social capital fuether, taking o
a3 a broader socigtal procass which @ oot just econonne. Fubuvama deserihes i a
muoch broader way a8 “an instanbialed inforoal nonn that promoles co-oparalion
between two of more individuals” (Fubuyama 2000 p7). Althooaeh social capial 3
ollen used az a thearatical framework within research o health service prosision, il
could e aroued thal lormal supportisye actions ollen stem Ivom altcalstic leglings
(Barbee 1990, Elster 19907 and social capulal might struggle 1o explain this, o at least
actions that do not brog a divect reciprocal benelil Tt s also dillicult 1o conceptlualise
aome nalwarks that exist 10 provide services Lo the widar conunmnly in terms of
reciprocal banelits. While the study will show that some people do join supporl groups
lar their personal henelil this can (1L inlo gocial network analvais throael the use ol
non-reciprocal ties. Slanshiald (999 0 [act (inds thal o the case of supporl, 2iving can
be as benalicial o the providear as the recerver. wlhen prosiding support i3 rewarding, il
15 1ol just a one-way Now.

However, in the case ol nelworks ol support for PLWHA in Bolswana, there are allen
lew matenial resourcas o share or Urade, hus there are low levels of phyaical capmial Lo
ghara, and ties of trust and obligation are more important. These are moch mora dilicull
1o analyse tn asocial capital approach as Bourdien demands “the ultumaie raduction of
all ferms ey economic capilal™ Mortes 1998, pd) Many contlempocars autlures guch a3
Putnani liave extanded notions of social capital 1o huwnan zocial relations in e
communily (Polnan 20010 and more recently immigrant communitias, (Putnam 2007).
Yai thare arg algo examples o) raz2archers who have strozelad to apply social capital o
thase widar nov-aconaomie appheations (Dwyer 21 al 200603 and considar il 1o be
aomatimes applied W wappropriate areas (Bawmn 1999 Most daowinaly, Porles {[998)
slated thai

“Social capilal has evolved o something ol a cure-all L ihie maladies
allecting sociely al home and abroad™  Portas (19398, pl)

Thus il 18 impertand lo ensure i1 s applied W0 appropriate sduations. To conlrase social
netw ork analvaig shilis the Focus (rom the indesidoal metives of aclors 1o he lies that
connect them, which are easier 10 measwre and map, and alao more relesant 1o siudy
This Is especially truz when there are pre-exisling nelworl. siruciures hetween
creanisations and individuals. Social suppocl concepts, which are veell docwmented in
healh and support lelds {fee Colian and Svme 19850 ¢ituate e individual volun he
communily conlexl and examing iha inlerconnectad nodes in docial nelworks ol support
(Berkman 19935). an approach which s mwch mare appropwiate Gor g conlext. Wlile
Coleman siatzs that social capital also “inberes in the slructure of relalions between
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actors and among actors™ (Colaman TUYRE, p&98) i1 s hesi applied o ties hetween
instiutions thal bring econormic benelil o both parties and wheare gocial celalions have
Muancial henalitz (Camphell 20003, Socal capoial ramewocks are largely based around
Colaman's atteryis 10 bring wocether the concepl of actor and econonuc streams
{(Coleman 1988, and of 18 dillicul 1o deseribe service delivery in this conlesd a3
promarily baing an economuc stream. However, a crucial (actor in the lunctionig of the
aupport network 13 the Now of resources (ren the siale and iiermational donors 10 civil
aociely areanisations thatl provide sapporl servicas. T could be areusad that these
linkages il well into a social capilal Iranew ork, however, liare these (lows are in the
Form ol grants or donalions as the capital Now 13 one way, Yel thaese granls are
depandant ou leedhacl and evidence of succass o a coustant, reciprocal Tow, which 3
muoch more complicated than the donor-lo-recipiznt model. This (13 neatly o social
network analvaig, wliare “aclors and thenr actions are viewead as merdzpendeni rather
than nudependent, autonomaous wils”™ (Wasserman and Fausi 1994 pd). a recocition
that all inloracion and action s dvoamic and based on reciprocal inleractions witl
other aclors. TUis also important 1o ensure thal nelworks are sgan 1o be Nuid, rellecling
the many chaneas that can oocur i a system thal unpact widely oo thair connactions.

This research will draw an this network based approach 1o conceptualise fupport as a hi-
direclional Mow ol resowrees and commitments that can b2 wuselul or a hindrance (Veiel
and Bauwmann [992) Crucially his network approach will be able lo exanune
inlerdependency halween [ormal crganiiatons as weall a3 betwean individuals, allowing
comparisons 10 he drawn al hodly the maceo and mucro level. By Tully considering the
dvnamics of support, and applving us tamawork 10oa lield in which it serves a crucial
fwction, this project will take a wique approach 1o e swdy ol both conmuntly aond
instiutional support i a deyeloping country, Eneaaing widly this contesd is important,
eapecially (o examining the lavel ol exiendedness ol networks: Tow the trust aond
transacuons hal lake place in tham are degply rootad in the sociallv constructed cullure
in whicl thay axisl (Hess 2004 ).

Social nelwork analysis containg saveral conceplual dilTerences oo slandard
approaches 1o swudying service svslems wlhiich work well i this contexd T s
conceplualisation “ralational les (linkages) betwean actors are chiannels Mor wranslee or
Mo’ of resowrces (either material or nonmatarial)y” which Gorm a “network structural
envircnmeant. . praviding apporunities Tor or constrainis o individoal action™
{Wasserman and Fawst el al 1994 pd). This means two things. resources th a netwark
Now hebween paople or oreanisations thal hase some sonl ol relalionslup, and that a
variely of Tactors that allzcl hese ties can either Faciliate, o unpede the Mo of
resources. For example, cood reladonships coupled with good comumunication help
areanisations wark 1ogether, while organizalions which are compettive with each olher
and lack telephones. Tax machines or e=mail. liave poor nztveork links, and become
isolated Team rerource ows

Thera 13 a clear overlap In approach (rown social capital and social network theory,
indeed social capital clearly erew ool ol social network theory, and theare @ certainly
acape lor e negralion of the twa o develop theories of 'nalworked social capal'
{Burl 2000) But e key dillerance ol approach in thiz application 13 that essentially,
aoctal nelwork analyeis 18 more concarned wilh the linka between indis iduals, and e
overall structure of the netw ok, wlule social capital locuses more oo analvais at the
individual Teyvel,

Anather rameaworl. which emphazes the links over ihe nodas s aclor-network theory
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CANTY, which “views the world as being made up ol a multiplicity of inlerconnections
between peopla, objects, nalure and spaces™ (Hall 20035, p2674% Tlus has had an
impactant imypact on geceraphy, i par hecaose 18 wilving visuwon o the world,
includine all things, allows For a allerative o Eucludean space. as a network svslem can
be seen a3 an alerative 1o physical mapping or topology (Law 1999 ¥eat it 13
anticipatad thal spatialily and distance will bz verv impartant un a slody examining
accassibility lo services tn a resowrce loited setting, and zocial natveork. analvsis
provides a tighier ramework ol wvestigauon, and an easier concepl o partici pants o
engagz with, Nevartheless, e lloence ol ANT on ilie approach lakean in s stody 13
gignuicant, for examaple the approach to learate all aspects of the 2upport gvstene the
Toroaal and inlormal avslems, and the assarion in he previous chapler that e medical
aspects ol the epidemic should not be separated Trom ihe socal, strongly achoes the
research ol Hall {1999 whao used ANT 1o explore he Torced dilTerences i language,
exparience and treavmeant of hyvparnenswon i aarhemn Brilain.

3.8 Metwarks of support for 1Y

Frowm as Tar hack as 19987, the World Health Oreamsation's Gilobal Programme on ATDS
(WHO-GPA) adopled a stralegy Tor ackling the HTY Y ATDS epidemic empluasising
cooperation with NGO (Jonsgon and Sddarlnlm 19953, a philosophy thal may in pari
hawe heen dugz lo the role ol comumunily groups, espacially in e homosexual
commuuity o the TT5A who lobbied Jor a greater national and international response Lo
ATDS in the 19802, Tansaon and Sddeholn (1995) found thal these international

netw orks of HTVATDS were [onmad more through e actions of idividuals on an
informal bagis, than by [ormal partnerships between arcanisalions. This rases an
important issue: are these networks delined by the nelworking eflors of oreanisalions,
or the aclions of dividoals widin hem? This dialecue will becoms an imporiant issoe
in the stody, espacially in the consideration ol identity ol the orgamisations a8 a
collechive ol individual aclors

Beaner el al. (2004, p193) 1all ol an increasing level of 'nelwaorked governance' ~at (he
interzection of the public. privale and nol-lfo-prolil seclors |which| rellect the
tranalormation of coverance  an nereasinely inlerdependent wodd”. Tn oo aphare 13
this more apparent han the HTY epidemic, where an international nalwork of
oreanisations, stales, and wudividuals come loeether o inlTuence policy, and implemant
prevention and reatment programnes. The mleraction hetween dillerent leveals i3
comsiderable, and represants much of the 'new glohal order' tha has shapad power
relations. For example, TMATDS and the WHO hasve an inlernalional level ol
governance, supported by power and resources seconded by indis idual siates. These
alates also have thair own local, and olien iermational programmes independent off
thazae bodies, providing divecl Toreien assistance, or domestic national stralegizs. There
are alae imemauonal nelworks of ATDS activisis, PLWHA and national organizations
that lobby and campaizn al national and iternational ey els lor HTY dreatment, the
rights ol FLWHA, or beller prevention strateeizs. Some ol these nelworl.s are Tormal,
lormed iheough ambirella badies, or intermational coalitions, olliers may be baged around
inlormal links, activisis meeting through conlarences or protesta, sharing ideas and
buildine a campaiening consensus. In an increasingly netveorkad world, PLWHA w0
Boilswana can raad ahow new trealments, support eroups and "hoddy' programmeas haing
wsed b PFLWHA 10 dhe TI8 A, connect over a common condition, and develap Tocal
aolulians
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Al national levels, coalitions of NGO can co-ordinate the response ol civil socialy by
prosidine a way [or organisations o network. These are somatimeas lnown as umbralla
hodies, and olien 1ake e Lonm of an NGO themzelves. I w2 then consider than liese
MNOs are nelworks of individuals, and (that society dsell 1s a networl of indiyviduals,
then we can conceplualise support providars a all lasvels as forming netwaorks tal can
oller sapport o paopl2 Hving willk HTV ATDS.

3.9 Suppart for HIY

Akav ai ol this study s o considar 2 broad delinition of suppocl o build a complete
picture o assistance availlable lor people lving will HTV ATDS. Muoch of the lerature
and assistance [or HTYATDS in developing cowntries locuses on prevanlion stralagies
and not care and support [oc the millions already inlected (Jongs 2004, Research that
does consider support tends 1o see o larzely as pant of HIY lesting, o wlich pre and
post-counsalling iz made asvailable, also known a3 Voluntacy Counselling and Testing
{YOT) Litlle consideradion is given 1o the lfactors thal aiTect pecple balore this esl, and
thal many people may e encowraged 1o oo [or the lest by [rlends, clergy, counsellarg or
doctors. Thus support may start even belore the decision 1o lake an HTY lesl, and
continue long aller a positive, or even neoalive resull

Aller a posiive lest resull, one can consider three eroups of needs: mediwcal, practical
and psychosocial, summarised in Fie 3.0, Medical needs, essentally svoiplom
managemeni, will chanes during the coarse of HTY (hircugh 1o ATDS, and patanis must
learn a new laneuage of trealment oplions, CD4 1esis o Tollow prograssion ol the
illness. nuwritional and dietary advice, and drugs w tackle opportunistie inlecloons
{(Bisset and Ciray [992). Praciical neseds can bz thought of a3 hnnitations 10 livelthoods
caused eithar directly by
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thair children.” (Russel and Schneider 2000, p3Y. Pavchological neads are pechaps ihe
mosl [requently overlooked in research in developing nations. Az ATDS is ool only a
I'atal disease, but also one thai is strongly ostracised by the comnunily, peopla can leel
depressed and isclaled. This ellect may also place an exira burden on caregivers,
perhaps even leaving them with the cisk ol 1solation [tom the comnuwnity should thes be
aeen allvine themaelves willy an HTV ATDS sullerer, Caregivers are also lilkely 10 need
gupporl especially inlrmal debrialing (Hansgell 21 al. [99%]). Although specilically
addressing e emolional problems Faced by mothars willy HTY, wlo are in ellect
caregiyers already, this quole illusgtratas iz impociance ol psychological and emaodional
aupport oy PTLWHA:

“Emaotuonal support [or HTY pogilive parents theoughout ther iMness 13
critical . Communily support zroups for people living with HIY and ATDS
can povide a forwm lar sharine steategies 1or prolonging health, overconung
atigma, and coping with illnzas. Hope [or the (uiwre can lelp mothers slay
haalthy longer, and increase thair conlideance lo eel access, aud ancourage
betler adhierence, 1o treatruent.” (DX Allesandreo 2000, &y

These tlree typas of support can come [rom a vanely of sources, and thare may be
oyverlap i service provizion. Key uwtiutions include sovernment run services and
clinies, private clinies, church groups, SN00:5 and volunieer oreanisations. TL s also
impartant o conlextualise these [ormal support sowrces willy assistance that people
receive (ram [(Miands, Fanuly and the eeneral community, and this will be a key ohjaclive
ol the study.

Having already described support as being a lunclion ol society, Russal and Schnewler
(20000 calegorized comumunily based care service organwsation G people living with
HIY in Sooth Alvica inlo ive groups o ding:

1 Funding, techuical assistance and support programimeas that act as whrella
gtruclures Lo channel Tunds and provide tachinical assisiance

]

Advocacy and communiy nmobilisation eroups that protect the righis of
individuals and laciluate access o health and wellare service and schooling

3 Dropein centras and supporl progranumas whicl proyide support groups and
counselling, education and ofien llave an meome ganaraling actis ity

4 Cowwmuniy home-based care programmes, wlich provide the above and alzo
oller some homs visiling

3 Cowprehensive llome-based care prograniies wlicch provide the abowve and
varving levels ol nursing care

All theze needs mav be et by dillerent sources, so the next slep is o exanung ihe
dilTerent tvpes and levels ol support providers, starling with wdividoals, who are lhose
with direct connections o the person seehine support throuch parsanal relationships or
exlended Fanily. Garharing (19%3) recoenised thal most people seek help (raom (tiends,
Family, relatives and neighbours, the lirst two apheres ol support, belore thay attempt o
recaive prolessional support am doctacs o counsallors. Yeal the [rst unil ol analvsis 3
actually the person wlo s seelang support. The aotion ol sell” and sell support iz crucial,
becausa nne's szl s alwavs the [irst source ol supporl, or bareier 1o sapport seeking, a3
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well gz ihe Mrat nede in the nebaork,

3.10 Sclf and sclt-cfficacy

Tn eeneral. support o any syslem miayhe soueht or ollfered. Tn some instances another
peraon might nodice a chanee in behaviour or appearance that suggests a problam, and
may aller suppoctive bebaviowr Tn e case of madical issues, check-ups or doctors'
appointmeanis Tor other problams may reveal a situation hal requires assistance. For
pavchological cr emolional problema. news that someona has sullered a dzath in he
Caruly, o lost a johy may rieger olTers of support rom cdose associates. The nead
crucial staes i3 a decision as w wheathar 1o aceepl ollers ol suppare. This requires al least
three prerequisiles, [irst thal someone acknowledess that somellitng & wrong, that
aomaone lias a desire w imprave hat siluation, and lastly that s/he has a beliel’ thal
asking Ior support will bz worthwhilz (Forsyth and Cares 19983 Undersianding support
a3 dependeni on all these Jactors sugzests thal lo understand supporl, we muosi
understand wlhy ndividuals do or do not seek il

Theary and research on stigmatised conditions and stresslul lile events all sugeest that
damal olien comes helore acceplance as part ol a long psychological adjustment
process which hopelully ends in positive hehaviowr chanee {(Reeves et al [1999). This 13
eapecially trua T'or HIV/ATDS. vwhen helore diaonosis, an individual mighl dany sie are
al riagh ol inlection, or be complately unaware s'he s already inlzcied. Even when
avmplomalic. many people do ool itmimediataly equale pany or changes uy the body with
aickuess, and even aller diagnosis many people can be in dendal about therr condition.
Thus belora one can segk support, an indiyidual most ba aware that thare is a nged [or
help

The next condition, a desire 1o 22k halp, i3 largely wlluenced bw sell-allicacy, wlich 13
the conlidence an individual hag in lisher abdily 1o modis hisee own behay iour or
envircnmeant (Foravlh and Carey 1998). In gceneral, people with alugh level ol s2ll=
ellicacy shwould be betler al changing desiructive behaviours such as smobing or
drinking, adhering o medicalion and coping wilh stresslul sitoations (O'Leaary 1984, a3
they hiave conlidance in therr own abilily 1o chanes, or ool aller themselves. Even il
they hiave little conlidence in their abiliy o changea thair own siluation, segling sapport
rom others 5011 requiras some sell-ellicacy 1o believe they are worll helping, and thal
changz is posaible. Previous experiance 15 also umpactant will regard 1o exieraal
aupport; U they have previowsly had had sxpariences, they mav have Tittle Taith thai
other pecple or wstilutions will provide elleclive help.

The pavcholooical approach o 2ocial support 3 based on the perception ol suppart Ty
the individual, exemplilied by the warl. ol Sarason &t al {1990% Tn s
conceplualisalion (he ellzcls of suppocl are only naportant U ey are aclanowladoed as
heine benelicial by the beholder This approach also acknowlzdges thal some social
links can be perceived by the recipient as sireasiul and not benelicial, and thearelore ool
alwavs helplul, 2ven when they are well meaning. However this approach can he
crilicised Ior making analysis the relalionshop hatween people as more impariant than
the spaailic actions within i1 (Giolllieh [985), whean clearly weak relationships can oller
wsalul supporl U the same extent thal sirong bad dilTicult relationships can be a

hind rance,

The laz approach Tocuses on specilic actiond within networks or eelationships, why Tielp

42



15 ollered, and what constitues helplul iniecaciions. Bwrleson et al. (1994) axanune
lunctions ol upport tiroaeh commumiication, swppords 2 nessagas. wleraclions, and
relationslips. They see comumuiticalion as being central 1o ihe sludy o support, oot just
because most support wvolses al Teast somie Torm ol verbal conunanication, but also
because communication Torns e basis ol social nelworks and the primary wethod Gor
thz investigation ol supporl. When we consider the wvpes of suppocd lisied hy House
(IR wee can gee thal all the emobional, appraisal and inlformaidional forms will heas jly
or exclusively involve commuonication. Thus for Burlzson el al. {1994 making swre thal
thazaa Iorms of cormmuomication are helplul and ellective s paraniowil. This will become
avery imporland aspect of ihe stuwdy, especially becaouse the opposile i3 also ruz: when
communication ol suppoct stops or is inadequate, the supporl nebwork can sullzr

3.1 ODreanisations in civil =2ocicty

Activiata in ihe light against HTY ATDS (rom across he word are hooughi tozethear Ty
an ilarnational network ol oreanisations, providine support and Tohbving governments.
These range (o laree ollicial hodies such as TINATDS, o coalitions of HIV/ATDS
activists at intarmational and recional levels, and areanisations that work al national or
even small local scalzs. Delining all these bodies involes a complex lTiderature on civil
aociely: atar which essenlially means groups of concernad individuals (Folay and
Edwards 1990), representing a vanety of potanlial sowrces ol support.

Wil this aphiere ol civil society exast gooups of lodisiduals, vhich are mostly delined
according 1o their scale ol aparaion: Communly Basad Oreanisauons (CBOg) or
Girass-Roota Organisations (GRO:) warl wilh individual communilias, while Noo-
Cinvernmential Oreanisalions (NGOs ) ivpically have a national scope. Faith-Based
Oreanisalions (FBOSY may aparale al either lavel, hut arz olien closely relaled o
religious beliely, allen oriouating (rom congraeations al churches, mosques or
avnaeoensd. up Lo a calional nelwoaorl of Taith commwnities. Aboyve his scale lie many
larger hodies, most commonly Tntemalional Won=Ciovernmental Oreansations (TNGOs)
but also donor-organized X008 (DO-S0G03) and another Taver of organsations thal
atraddle e houndary of civil 2ociely and the stale, CGovermment Oreanised NGOs (GO-
MW and quasi=-NGOR (Carapico 20005 or 'quanans': oreanisations which are
easentially ran andfor completely (unded Ty e govenument, with the appearance ol
alate mdependence. Howevel, many researchers have also noted thal hlurrings of the
traditional nolions of scale mean thal many orgamsations hasve local and glohal [opact,
eapecially i an incraasingly globalised arena (Actz 20040

One lurther acrony m should be delioned here, ATDS Service Oreanisations {AR(5)
wluch are oreanisations al all levels (hat dzliver services 1o FDWHA. Tn trial, these are
all nov=prolit oreansations that provide services where siates or mark.2ts do not. They
are sonetines callad the 'third s2cloc between the two spheras of zovermnnient and
privale enterprise (Saibel and Avheer 19900 Kortan {1 990) calegoriszs NGO and
CEO= a little dullzrently [rom the norm, as heing eiher Volunary Oreanizsations’ (YV05)
or Tublic Service Contractors' (PS8, crganisations whicl aim w provide services Lo
thz commuaniiy, largely by winnine eranis lrom developrent parners. Korlan {1990)
augozsls thal these donor NGO targel TSRO ralher than amalles, more inlormal Vs,
The inlluwy of X003 on the world scene is an altemgl by development agencies 1o
appaal o a 'botton-up’ approach over the tradilional 'lop-down' approach o
developmen and indead governance.
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All thezse oreamsations and thair delinitions are complex and (requently politicisaed in
the Iierature, especially in development sludies {ee Mercar 20023, as hey have become
incraasingly iportant actoes on e world slage awd al a cational level. Olien the
dehate on the value and unportance of NGO i@ weappad ap in political ideolooy. will 2
binars wision of viesspoints which are aither Tibaral or consarvative (ee Ramat 2005) Ti
15 ollen sugoesied thal the nee-liberal' political climale in which developing siales are
made Lo col expenditure has Jacililated e rise ol NGOs (Badea 200070, However hoth
aides ol e dehale comment thal increazing the power ol civil gociety by iereasing the
role o NGk can correspondingly reduce e power ol the state (eg Held and MeGirew
2002, Rosznau 2002). There is also a corresponding warming thal WCOs represant
privalely o organisations which are not inherently democratie, and their peoliferation
o er slale mechanisns, which are in genaral accountable o volers, risks undermining
the demacratic procass i wealer slates (Kamal 2004 TTpholl” [993). However, others
{20 Wonds 2002, Risse 2002) believe thal many siales activaly paringr with NGOs o
oulsouwres seryice delivery, and werease e aount of Tunds which are availlable or
development projecis ron wternational donees. Since more and more money is haing
made available 1o NGOs and CBOs (hearcer 20060), slales and civil socialy nrganisations
with common objeciivas can pannar o madmise e impact of particular prograutines
{Edwards and Hulmez 1992). There are @ven sduations where dooor organisations
mandate that siales partier willt WCOs Tor service delivery, as i3 the case willy many
Cilobal Fund eranis. thus partnerships may ool always be voluniary. All hiese laclors
lead 1o a mwiitude o oreanisalions at the commwnity Tevel ollering suppart 2erv ces,
and as the rezearch will show, a complex nelwork Tor both donars and service usars 1o
neocoliale.

Howevear, it s commaon W lod Tierature that considers NGO-=anentad daselopmant
models 10 he as lawead as raditional wmonolilue stale-cenine des elopmeant (eo Zaudi
999 Thera 18 a widaspraad cluallenge 1o the notion thal WGOs are democralic,
reprasentalis 2 ol commnunitigs, and accouniable serice providars o developing aations.
IpholT (1993 arouss hal unless NS are run by and (o niembers, a8 ina co-
operalive orgamsation, they cannol be conzidered democratic. Many %GO, especially
the lareer national arzanisalions i Bolswana, are howes er cun lihe this, with a
meambership that pays dues and elects a board. vetl as Ganiyo (19953) notes, any of
these oreamsations are mosily dependeni on mooasy [tom milarational donors, rather
than iheir memhers, so the poocer contributors iave Hitle say in the oreamization, which
muosl meat the demands ol TNGOR ar the state [or Cunding, The saame issug also Tolds
true al a stale level, as when a nation provides litde funding Tor W03, Tocal needs have
legs inlluegnee than shilting prondies of itarational donors (Parks 2008 ). Tondead, there
15 the potential Jor senoos discrepancies betwveen the views ol donors, states, NGOs,
garvice providers and he neads ol the sarvice usars, an $sue which will be dizcussed
muora specilically v section 7.8, This raises problems with local, national . and
inlernaidional power relalions, and illustrates the inporance of network ing betweean all
thesa leveals 1o provide ellactive svalems.

Mhercer (2002 ) discusses the cullaral appropriateness ol democratizalion or tniervanlion,
2w ide and topical waue, hol inthis case specilically relating 1o NCGOs. She suegestis thal
auch oreanisations niay he more prevalent in societies where hare 8 a lone hisiory of
gumilar demwocralic struciures, and cowntries that lack this nelwork are considered Lo he
dalicient {presumahly by ihe inlernational cormununity ) and these steuctures need o he
actively developed. Yel despile the notion ihat NGOs reprasend civll sociely, some
auihiors (eo Tpholl 1493, Kamal 2004 caudion that techinically an NGO may be
responsihle o no-one, suggesiing that they are hest consuderad 1o be a 'third secior’
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privale oreanisations, which even iU nol-loe-prolil, may aim o serve a commuonily, bul
are ool necessarily owned by it TEis olten sugezsted thal Wealern £2al Tor providing
lundine throueh WGOs (ODT 1995 ) means they arz more responsible o the donors they
ara dependeant on than 1o the people thay ferve.

Since deyealopuient WG0sS rarely have Blanket sources ol icome, either rom the slale
or thair membership, or for secvices they deliver (which are usually [ree or a1 cost), they
are dependant ou recenving donations or zrants. To a sunplistic madal, donors give
lundine Lo recipients in a one wax, poweer dependent relationship. Donors may he
weslarn NOOs, covenunents, natooal government, ar local MGOs, and give (unding
moatly un the form ol grants, [oc the provision of a particular service. Therz is an
incraasing awareness of the elTecis of conditionalily o granis or and money, powear resls
with tha people with money 0 aive, thay can decide who o eive il o, and For what aum.
Tncreasingly, donalions are passed along a long chain ol organizalions, T'or example from
an TGO, 1o a nalional NGO 1o a CBO ihat actually provides the service (Slrcal and
Heukel 1997). ¥et in this chain the powar is sUll sean 10 rest plimarily wilh the donor,
wlio can decide what and whom 1o Tund, 2ven when donors attenapl Lo act i partnership
with thair recipients {Lister 20000 Yeat I seens heller o se2 this as a loop rather than a
chaut, and i s2ems 10 be wuch maore al’ a reciprocal relatonship: wlule the grass-roots
MW pariners n2ed money Tron e dooors, the donaors also need (zedback (rom these
projecis. For donors o be ahle o justily heir lundine deciawons. and gain [urther
aupport rom individuwals o eovernments who provide the lunding, donor organsations
muost sliew thal hair money 15 being fpent in a productive way. Tn s casz we can
condider thal ithis Dow ol information back irough the network. (acilitates the Mow ol
TEROUTEES

Tn Boiswana, describing the role and [unction ol civil sociely organizalions 1s made
relativaly easy lor several reasons, [Usl they are almost entirely sarvice arcanisalions,
and rarely engage uy political pressure or discourse. Thus U3 easy o place them wilhin
this myvriad ol delinitons, as organizalions that have grown lo serve bz needs of
dizsadvantaged penple thal are aol mat by the stale. However, one complication s the
complicily of the #1ale hare th actively encowraginge WO and CBO des 2lopmeant (Datla
2004, Ts ilus a0 thal the eovernmeant can legilinuse atale aclivils {Banner et al. 2004
and acouwre more international Tunding, conzidening ihal mesh inlernational douors now
atipulatz the involvement ol civil sociely eroups? O is this a genwine recognition that
govermn2il 13 uwiahle to meet all the needs of PLWHA, and wanls 10 encourage
engagemient [rom the commuonity ut the HIV ATDS epodemic? Realistically o could he
bath, a penwne recoenition that imemauonal Tunding allen requires civil aocialy

i olvemeant, and a perception thal %00 will bz a cost ailective way ol providing
gervicas. Tn fact considering the relativ e waakness ol civil sociely in Bolawana
descrihed by Reawick (2007, Botsvana zell 15 a challenge to the notion that sleong
democracies breed sirong civil sociely {Thomas 19960, Thiz is cspecially signilicani
comsidering e shrone oreanizalional networks in Eastam Eoarope and South America
araund which many notions ol civil society are based (Foley and Edwards 1996 There
i5 lillle development luerature looking al strong stales with weak civil sociely, the
lendency iz 1o focas on the opposile Siuation (ee Whaites 2000).

The simple conclusion lo these dehates 15 one that aclually 1115 neaily with ihe

netw ok ing concapls underpinoine this research: hal power n oday's 2lobally
connectad world MNows across and betweeen stales. socielies and inlecnauonal > 0ds.
Cieographys of gcale and powear support this nobion ol a cich mosaie ol areanisalions
(Brennar 20010, and i1 also connects with notions ol a "Clohal Clvil Sociaty!' (GOR), a
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dvnamic dialectic hatween all levels ol actors thal shape and chiange 2ach other
{Lipachuly 2005). Tn this modal, slales are not sulservient o NGOS, or vice versa, bul
each exisl in a svmbiotic relalionship (Risse 2007 Sopport croups, a ley service
prosidar Tor PLWHA run by peers, 118 this idea well, as having staried as grass-rools
oreanisations 1o provide s2rvices thal were laching, they are increasigly seen hy
govarnmeants 0 he imporiant parthers for secvice delivers

3.12 Support groups

Supporl groups, also called seli=help croups, scarcaly Fealurz in the Tieralura an
HIV/ATDS 1 Allica, despile a congiderable prolileration of lham in most nations
expariencing HIW emdemica. including Wesiern nalions, wherz there las been much
muora research into arm They are howeasyer common or avarely of sliematizing
medical and zocial conditions

“Thase araups ol patients or Camuly members have as thair primary purpose

the provision of mutual aid or adapting o problems created by chronic

illness. addictive disease, and olhar phyaweal or mental impalrnents”™
Pilisuls and Parks (1980, pload

Tu a broad review of slodies on 13 support 2roups Tor PLWHA i North America, Sping
{1993 notes several concapls which they share. alleviation of siress, empowermant,
aocial support, ecoup sapport and quality of Lilz improvament.

"Suppaort group’ i3 the term muversally wsed in Botawana and nost other Alrican natuons
1o deseribe an autonomious oreanisation of ndividuals inleclted or allected by HTY that
come ogather 10 oler support 1o one another in a paer setting. Helgeson and Crodleil
(2000, p222) deline support croups duTerently, “in that they have a closzd membershin,
involve expart leaden(s), usually have a lxed duration, and do nol engage ih ads ocacy
activities”. characteristics hat do ool descobe any of the support groups in e siody.
They would describe e eroups 1 Bolswana as being more aku 1o s2l=help groups,
excepl hal these erowps are nod anonyimous, and are usoally g2 up as fonnal
oreanisations. To preveat conlugion, this study will always r2lzr o the groaps in
Botgwana as support aroups, since they are relierred 1o a3 such by all participants al
individual and areanisalional levels. Howaver it 2 worth exploring the deluilion
(wrthar, and ihe difTerences between the peer support. sell-halp and therapy groups thal
Helzeson and Gottleih describe. The ey charactenistic hatwesn all thase oroups is ihe
coming ingethar of several people who are experiencing the same slressliul Lile evanl, w
this case HTYVYATDS, hul also other critical diseases such as cancer, and condivons like
aleoluidism and bareay emeant. Thz hasic tenel 15 thal peopde e a sitoation ihat s siressiul
and ollen difTiculi lo discuss apenly with othars can benalit by the:

“sharing of lealings and concers participants praviously thoughi were
thairs alone. The discoveary that others have expanenced similar problams
halps assure mambers that thair anxielies are normal- a zense ol reliel that
halps develop individual moralz and a sense ol identilicalion antang group
mambars. This sharing hen leads 10 an axchange ol deas abouwt ellzclive
ways Lo handle problems™  Pilisul and Parks (1986, plao).

Tu athear words it could be argued ihat al some leve] these groups advocale a philosoply
that support from people e same silwation i3 ngedad or 15 even prelecential o
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avmpailyy or empaty Trom Fandly members, or w the case of "sell=help groups’ 2ven
trainzd prolessionals. Agan il is dillicult 1o descrbe supparl groups more accuralely or
a8 succinelly as Pilisuk and Parks (19%G) do.

“Members may retrieve inlormation about their condudion tat was
tnasailable to thenw. . imperant in halpiog group membears 1o accept their
aitualion realistically and evaluate thair oplions. 2roaps as8is0 members
assesaine the adequacy and appropriatenass of e care they have received.
From thesz insighils, members eradually Tegin o resolve iheir own
problems and o luen thaic enargies oulward. The ceoap may then reach oul
1o help otwrs wil sioadlar alllietions, and o may also attzop 10 make
haalth prolessionals and instilulions more responsive o thair nzeds.”™
Tilisuk and Trarks (198G, p 1G]

Frowm this descoiption l 15 clear support 2roups has e beneliis lo disadvantaged peopla,
either hecause they have a stigmatising condition, or becauwse here 13 a lack ol adequate
Tormal assisiance available 1o thent Althwough the support ormoup movement may have
glared in weastern nations, thewr impartance o resource Tonitad settines @ abyvioos, and
currently undarsiated 1 developmeant lilerature. ey may provide services lacking lrom
government provision, as well as a lomn o chiallznge e qualily ol asalable treatinent.

While thare has hean liltle research into support groups For PTLWHA in sub-Salaran
Alrvica, the most resgarched are the aroups helonouig o The ATDR Sarvice Oroanisation
or 'TASO' in Teanda (Kalibvala and Kaleeba 1989, Hamplon 1990, Seeley oL al. 1599],
Kalesha el al [997) although this research alan examines the voder services of the
arganisation. such as their counz2lling sarvices. Much lileralure ralzrs in passing 1o
HIVAIDS suppant groups, [or example in the comast of providing counselling or
adherence, butl there is seemingly none spacilically ahoul suppact roups in this coniext
Feat there is evidence ol an exiensive nalwork of support eroups; a basic inlernel ezarch
will [Ind examiples of support ecoups o almest evary countey in sub=%aharan Alrica.
One piece ol research has shown the imparance al nelworlks of suppact groups [or
PLWHA. hut with a Iocus on Thailand (Del Caging 2001 ), a very dillerant condext
lerms of cullure, population density and asailability of medical treatiient.

The Botgwana Network al Teople Wil ATDS (BONEPWAL 15 the nelworl oreanisation
thal represents PLWHA in Bolawana, and estinmatzs thare are onver 00 suppord 2roups
lar paople with HTY in Boiswana, Tlus represents a Lotal mabership of 4000 paople
(BONEPWA Annoal Plan 2006), aithar inlzcied or allzoled by HIV/AIDS, an average of
40 registared memwhers par supporl growp, BONEPWASS own delinition of sappor
oroups i3 any siuation o which Dve or more people inlectzd or allecied Ty HTV ATDS
come wgether 19 form a suppariye group (BONEPFWA 2000) Two intareaing pouls

are made here, lirst thal hare is 2 modmom noambar, which presumably 1s necessary [or
thz hoth the pracucal reziztration and sustainataliy of the croup. TEis obyvious that 3
dillicult o call just twea or thiree paople meeting a eroup, as there will be a laree inpaci
ol one peraon not atlending [or any reasan, and thos probilams witl the stalilily and ihe
legal remistration of a group. BONEPWA management suidelines requiras voluntzers for
atandard comumiliee positions, [or exampla chairperaon, secrelary, of linance olTicer. The
gecond point 13 thal hese groups are ool just For dese with common expecience of
having HIV/ATDS, but alao those wlie may e HTY negalive, bul have heen closaly
allected by the illness of a ftiend or Family member. This 15 aometungs a point of
dilTicully with conhdentialily in S0mme gooups, Ance some members may nol want the
oroup 1o he apen 1o the public. This represends a comrmon problem vl whal the rale or
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lalged ol the group is. and also the delinition of suppoclive ercups by Helesson and
Cimtladly (20000, since people starl o hav e veuder dillerences o experience iU does not
Jusl comprise HIV inlzcted peopla. Vet convarsely this @ also naportant 1o he
conlidentialily of group wembers, bacause (5 a groop 3 nol exclusively Gor PLWHA,
their attandance al ercup maelings does not auwtomatically makea them HIV positive in
the eves ol oulsiders, and allows paople who have uol heen public with hair sialus
helore 1o sample the aroup experiance and assass s rustworihioness belore they conmit
themselves 1o 1elline croup members ther HIV siatus.

3.13 OHicial support

The role ol the state has already been hreielly introduced dwring discussions ahoul civvil
aociely, Tl il s an iportand service provider, and also sets national policy Tar engaging
with the HIV/ATDS epidemic. Much hias already been wrillen about the importance ol
political will i instigaling programmes o 1ackle HIVAATDS (Trutzel 20044,
demonstrating the imporiance ol #ong leadership i creating ellzclive programmes for
prasvention. Tnlivlunately, this i anaihar issue where reszarch and lilerature 1ends o
focus on prevention and not care and suppoert, although Patlecsoon (2003) aoles thal ths
focus is also preseribed by stales, donors and WO These t2nd toowale the forn of
educalional proerarmmeas, throueh media, schools and public Torams on the risks ol HIY,
and how 1o prevent the epudemic, Tor example hrough the ABL model. Nevertheless,
the stale has a plaved an important role o sub=Saharan Alvica i providing services [or
PLWHA. alihough vt a variely ol success.

These gervicas clude stale madical services. especially health care in he Jooms ol
clinies and hospitals which can provide diagnosis and trealmeni 1or HTY and
opporiunistc infzetions. T most Alrican countries, anti-relbroworal drugs are nol lreely
prosided. mostly due 1o the cosl hwden ol implementing these programimeas. However
thig 15 also compounded by nec-liberal [unding palicies rom weslzrn stitudoons which
demand indehied statzs reduce thair expendilure Ty culling 2os ernment services
{TPalieczon 2003). Thus in many nations, slate health secvices for PLWHA locus oo the
treatmeant o’ AIDS svmptoms, but only provide gpecilic medication Tor those who can
alTord i1 privately. The numbears of people wilzeted ollen pul pressoure on health sarvices,
and mwiany governments have desioned howe bazed care (HBC) programmes o provide
hasic and cost-a2llective on-goie breatment in the commotity, o relieve tha suraut on
central hospilal services and relaase hospual beds Odoalosi el al. 2005)

Tu addition 1o these eeneral health gervices, many countries lave extablished apecilic
HIV tesiing proerammes, coupled with counselling services, o encowrage mole people
10 know heir HIV #tatos, (rom which citizens can beom behay iooar modilication o
prasvent the [withar spread of the disease, and also baein o aeek reaunant where
avallable. This is the level ol inlers ention thal the Boliwana governmeant has
implameanied. coupled with a lone running anti-ratroviral (ARY Y programme which
ollers lree drugs and trealmani o any cilizen (ACHAT 20045, This makes Bolawana
almost wnique in sub-Saharan Alrica, and the most inlerasiing location 10 sludy [or a
numhar of reazons. Firstly ihare are steong [onnal secvices, as Bowswana has (he
resources and poliical will 1o wvest in HTV preveniion and trealment canipaigns,
making [ora strong halance hetween ollicial and commuoanity sarvices 'or PEWHA.
Secondly, the avadabilily ol ARY drues nol anly provides a anique contexl in isell, bt
also means hat thers will ba more Iocus Wowards the social needs which ns study (3
inlerasied in, a5 medical needs should he already meat. Tn odbzr countrizs there would be
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muoch more inporiance in meeling basic madical needs, which 8 more approprats [or a
madical, rather than social ceceraphy based sludy, OF course ol 18 hopead that eveniually
all couniries across e world will ofTer ARV treatment, and (his thesis, In ivestigaling
thz ngeds of PLWHA w1 a couniry with an advanced procramime, will hopalully proside
inaizhits which will he ol use o other countrnes scaline up their ;e trealmeani
PIOETITmS:.

3.14 Coneclusions

Thiz chiapier haz oullined the kev concepts ol support, and s importancs n the HTY
epideic. Tt has also sliown how support exisis az a social Tunedion, and introduced a
thaaretical ramework [orthe investizgadon of suppoct [or people living with HIVAATDS,
aoctal netw ork analyvais, wlich conceptualises support a3 a function ol a nambear of
netw orhad bodies. Examining suppart gyslems as nevworks allow s an appeoach that
intaeratzs lormal and inloomal support, coming Teon wdividoals, volontary
oreanisalions and slale services. This enables a picture 10 be drawn ol the complete
landscape ol care, which will show whers weaknesses in the svsiem lie that are
hinderine e prowvigion of suppo Gor PLWHA. However, 1o achievea this, a nch
literatuee lrow h2alilh ceography, sociology, pavchiology, ANT, socal capual, and
dehates nno ihe geographies ol secale mivsl he used o strengthen the research
Tramework and ensure a lechile paih Gor analvsing e sionilicance ol laler results.

Engaging with e lilarature on supporl s2rvicas has raised many questions which need
10 be angwered by e research, Tor esample; whal supporl 15 neaded by PLWHA, and
Tronn where s that suppoct nost ollen recaived”! Presviows research suesests that
praciical and psychological support 13 needed by people with HTY in addition 10 medical
treaumant. Howeser insullicient lilerature addresses how thesz sncial needs are haing
mat in ihe context of the HTY gpidanuc in sub-Salaran Alrica, especially in the era ol
anii-retravical medication. Havine esiablished the research context and a lramework 1o
base ihe research on, wn the nexd chapler appropriate methods of invesdioation can he
adopled 10 address the research quastions that will 2wde the hesis dasien.

To investizate the nwlliple levels of support, a nwlli=-method, muliple scale stralegy
will be adopted. conceplualizing care [rom three dilfersnt viewpounta: institulional,
communily and individual. T is nol intended (hat thesa levels should be conceplualized
a3 haine hierarclucal: as this chapter has demonstrated, all levels are Tunclions ol ihe
other, the individual 13 a5 much a product of the community as the communily 19 3
product ol the wpud ol individuals, and institudions are as much a produocd of the
communily a8 they are the inpul (rom individuals. o 2stigating support throogh
netw ks, the project can he desiened 1o inteerate [onnal and informal suppord, allmeing
comparisons betweaen the two. Also, the rescarch objeclives need 1o slruciure the
research owards inveslicating the support servicas available l'or FLWHA 0 an era ol
ARV therapy, pulting a focus on the provigion of social, nol medical suppart. Althouael
Bolswana will provide an interesiing siudy area, difTerend localions [or research will he
chosen, [or example wban and rural sites, so that the research can alao examine
inlormal support i@ more impariant in areas whara hare 15 less ollicial assistance from
governmznl amnd N0 services. Thos it should he possible 1o show an example o the
complele landscape of care o people Tiving vwith HIV/ATDS i1 Bolswana,
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Chapter Four

Methodology

4.1 Tnlraduciion

Previous chapters have illusiraled the exten] of the HIVAAINDS eprdene, and discussed
gome ol [he social wssoes Taeing Peaple Living With HIVAANDS (FLWHAY i plages
where yni-redrovital medication 15 avanlable, Potenhyl aysistmes (o these PLWIHA has
been descrbed as commy Mrom many dilTerent sonmrees al Fommal and mlommal levels,
which combime [ogelher (o Tonm a complele network of social supporl “To keep the
myesigalion consislen| acrosy these levels, there are four key research quesions That
were myeshisaled

I Tdenu Ty the mam sources amd Torms of support Tor people wilh HIY ATDS
m he sludy areas

]

Examine the currend role and lunctions olTared by supporl aroups, how
users experignce them, and how support nelworls are v olving

3 Explore the needs of parsons on ARY weatment, and how these needs are
mal by [ormal and inlormal methads of suppord

4 Explain the variance in objecuves -3 along lines of soctal dilTerence ca
aemder amd Tocation, Trony which appropriale gupport strategic: lor people
on ARV (reatment can be lormulaied

These fom objecives siruclured Lhe research lowards imveslizainyg the suppor| services
avatlable Tor PLAWHA m an erg ol ARY (herapy, and imveshgaled support through socal
nelworks The projecl was desigmed Lo mitegrate formal and mlonmal support wo allow
compansons belween [he two To address objecive Tour, muluple wroups m dilTerent,
locations were chosen Tor myestganon, meludimg groups Mmom urban and rural sies, so
thiat the research could exammne 1M mTommal support s more impotlmnt n areas whens
there 1 less ofMeial assislance rom govermmen| and NGO services, Thus 10 should be
possible 1o show an example of the complete landscape of care for people lving wilh
LY A8 10 [ olswany,

To study this netwark. ol support, ihe reszarch project amploved a muli-methed stralegy
ol ingquury, collecting data Trooy hodh wsers and o iders ol support o creats a piclure of
thz complete landscape of care and suppocl 1] seni=siruciured inters jiews showed the

&1



problems and experiences of support proyidears at a loral and oreanizalional level,
includine respondents rom govarnment deparimenis, civil sociely orgamsations and
inlernalional donors. To ael the perception of support o PLWHA, 3 participalory
focus eroups weare conducted with support groups, and < participant diaries gave an
individual perspective on nebworks ol suppart for people living with HIV/AIDS na
devalopine couniry conlext. Ethnographic stratzoies, edpecially paricipant absersy alion,
pros ided more extensive detail on the oparation and reles ol suppart groups (o
PLWHA. and were conducied with suppon aroups over a pariod of sevaral months.
Lastly, two worlshops were arganisad 10 wilorm the project. one with suppocl groups
(rom across iz countey, and anoilber which broweht research panicipanis from all levels
togathar 10 give leedhack oo the projact.

Thizs chapier will introduce the ey aims of the researcl, and critically evaluale the
meathods used 1w answar han. Balore starling any piece ol researcl, i Is essental Tor
the researchar o understand the values and problams associaled with dillerent daia
colleclion methods belore suitable approaches can bz chingsen Tor the research desion. Ti
15 alzo imponant o engage with the plulesophy ol research, 1o congider how Licwledee
15 being crealed. e reliability of data and the nMuence ol prejudice and postlionality
rom the reseacchar N will also considar problams wilh power relations inharent in
researching vulnerable aroups of people, and the unponance ol ensuriog thal research
benelils e commuruties i1 engages with, This chiaptar will outline each of thesz [Actors,
and engage with literalure debaling the 195ues associaled with 2ach method used Tor the
progect wcluding details ol how the methods were wsad in the Nield.

4.2 Epistemolooy

Firstly, it is impoclant o siluale the research tna plulosophical and mellindological
(ramework, and justily a practical approach w the investieation ol ihe aums and
ohyectives. As a mela-theory, research should he situated 11 a core epistamological
ramework, wlnch states the researcher’s posilion on e purswit and Tinuts of
knowledea As a philosophy, Baleson (1979, p242) delines epistenoloey a3 “he sludy
ol necessary lumils and other characierislics ol he procass ol knowine, thinking and
deciding”. A researcher has mwlliple roles in a project, the primary aom ol which 15 o
address he research questions through the collection of dawa and he Tormalion ol
conclusions. TFwe consider, as aome thinkers have, thal s unposaible or researchers
1o conduct complataly impardial reseacch (Lather 199, Bames et al. 1996), then we
musl achinowledee that researchers explicily ‘think and dacide’ and thus this process
should be made iransparent. This helps espose bias that lainis the conclusions and even
the methadological approach o research. Oakley (1999 axprasses a comimon
conlemporary leminist view pounl, that the wools that researchars wse are ihamselves
aocially constructed, especially u lerma of who can wse iem and Jor whal purpose.
However Alhinson and Hamersley (1994) are among many aullors who exprass
caution ny this area, noting thal while some sceplicisn and critique ol knowledee
craation is haaliliy, 1l 18 vmpoctant nal o 1ake this oo far 10 the pout where the debate
15 dehililating and lumits discoveries. The researchar s1ill hag a valid vowe, and should
he alble lo male engaged and considered judesnients through the research process.

Posi-modern conecepls of nowledoe sugoest that ingwstic and societal wlluences
changz how dividuals construct experience, and thus the experts in describing social
realily can he conaudered hose experiencing il themselves (Andarson 199771, but it 18
Aull e joby ol the researcher o coax oul and intecprel this knowladege. This strongly
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echoes tradilional social congtrucdivist thaories which #tate ihat all knowladge (3
comstructed as the resull ol social itaractions {Bareer and Louclamang 196005) and thus
thal society 15 a human constrociion as well. These philosoplues could be inlerpreled a3
augozsting a qualitallve method of nguiry which aima w examine 1 depih how
individuals perceive thair sociely and [unclions within i1, a3 2 way o undarsianding
how anciely 18 construcied. This is oltan seen as a cullural realist viewpowl in which
things are delined by their cultwral nocs (Poloant L9833 Tn leros of resgarch,
meathadological relalivism iz ollen appliad 1 this Fashoon, especially in anthropology,
wlich atates that one musi consider things in thewr cullural context, and thal researchers
should thus immearse themaalses in the cullwre they are sludvine, allemping 1o leave
thair o inlerpretations behind. To understand the experiences ol TLWHA In a very
dilTeren contexd o the Westerrn, white, and male muddle class position ol e researcher,
congiderable 2o was wade wo spand tme vl the suppor eroups in daily activilies.
Thiz provided a greater depth of cultwral context G e sludy and Built trust o e
rescarcher

Since the research shows varving dillerences helween the eapariences of FLWHA and
algo the oplwons of formal service providers amd thelr users, @ Imporant o explam
this by detailing a lLitile of e philosoply wilo relativisn. Balativism @ the
gpistemological heliel that the “truily ol a clanm can hold ooly relative o some hnower™
(Moser et al. 1998, pl 1) which some relalivists imearpret as unplving thal are 18 no
absolule truth. While ood all relativisls would sugeest that this applies 10 everything,
Baghramian {2004 p3) suegesis thal a property 1s relative “il s correcl ascriplion
depands on additional background [acers™, [or exaiple poverly is a relalive maasure.
ils use relies on an pre-esisling heliel ol what the bowdaries ol poverly are.
Extrapolatine this idea wider ito Tived experience, relalivisls quastion notions of truth,
beauly and quality as being constructad norms, and not abaolulzs. Baghranuan ¢ 2004,
303 ) notes hal this view leads 1o a dilTerent way ol viewing the formation of socialy
and actors, as owr perspeclivas are “permealed by our concepls, our interests and our
historncal conditions, Our encounters willy cor social and natural cnvironmant can be
dascribed 10 hal exient and one micht even say, exparienced in dilTereni wavy™

Hughes and Shareock (1997, pl2) 1ake this areument one slap further, and see sociely as
betng beller described as the producl ol nebworls.

“qocial lile i3 neither someathing constituled solaly by individoals, oor
comprized ol sell-subsisient social whioles, hal is, wstead. a networl ol social
relations. and ensemble ol given positions and associaled activitizs and
practiees, which are occupied by individuals who are agents capabile ol making
decision and chowces and who. . way ranalorm the stroclure that they or others
will subsequently oooun™

Thus we can see avarvilung in sociely a5 being mterdependent. nluencing how ooy
15 wilerprated and reproduced. Tlis leads ws on Lo considar liow he sooal network
thzary descrihed in the previows chaptae can be applied o this methodological
lramework

England ¢ 1994 and odliers reject the ooluon ol pure impartial and objective-lree
researcl, and arcuz that s impessible 1o gal aveay (rom the pervasive politics ol
cullure, sociely, acadznua and perdonal experience/prejodice o create complataly
impariial research. TU s also aroued thal here 13 an iharent power relalion in research,
with researchers having power over heir subjects in iheair abilily 10 direct questiong,
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have the linal say o inlerpreting
the data, and Mrming ullimate
conclusions (Nasl 1994, Smith
<996, Mavall et al. {1999)
recoenise thal all research 13
political, althouel thes nole thal
researchiers raraly havea the power
1o influence policy. There are many
ways Lo mitigate the ellects ol this
povwver relalion aver participants,
for example by rejecline positivist
and quantialive appreaches which
are sean as patriarchal (Oaklay
999 and using participalory
methods which encourage

dizady antagad people 1o take more
coutre] ol the research. Repardlzss,
thera are sull underlving issuss,
eapecially witli the power
researchers have ovar analvais and
publication (Mullings 19999T1 s
opinion 1% rae, than the hest course
of action for researcher: who are
aware 0l the power relations in
their research. 13 1o acknowledee
that there are always hiases in
research. and allempl 1o minimise
thewmn, ar au the vary least make the
opiniong ol e researcher claar

Figure 4.1: Positionality statement of the
researcher:

Fom a whive, miiddle-olass, able-hodicd
heterosexnal male. born and ralwed (7 Fhaglond io
SREFEAE WA e hodt i sacial core priojessions A
BUHAEr B Barse by chidren s frospioe, perhons
feadine to or imeresy (R palfiodive core. il my
foerer i g medioeor b e NAESD M) poditical wiows
are feft of cenwre, o T ow ane aefredst

Fsradied Humen Ceograplhy oy an wedergreadiete,
andd wv divseriation wos hosed cvoned o Rupothesis
thor! HIV rotes were Righest In the most developed
areey in suh-Sethran Africa. However, f hed o
vivited cav part of Africe befove §atoced this PRE)
project. Fhave Roed an inieresy in HEVSA508 issues
Jow the Jast 6 peoes. both wr an acadesmic contist aned
i wermpivaing, Roving been involved in orgaaising
HEEAATS eowarenesy evenis of Uaiviersity omd
divect pofiticed Tobhving.

M persona! feelines about e coslent of 1) thesis
ae diun Hiere 5 g encud imporianee ploced o
the weliore of people alrendy fiviing wik HIF:AIDS,
aiud gt anfi-retoneiral Breaimentt dhould be wovided
vl thal necd it Fodse feel o peopde fioove theve
P frsd spedicod peeds I he epddenlic, svrce iy
decision fo research soclod suobar.

{Crang 200353 The positionalily statemand given i Fugure 4.1 15 an attampt 10omake the
potential biases ol the researcher ransparant, notl jusl lo readers and people wishing o
inlerpret the research, butl also 1o the researcher hiumaell Yel Boardiew (2003 areoes
that researchizrs should go furhar than his, and recocnise that just as the lives and
actions ol those haing researched are socially coustructed, 20 are the mathods and
instiutions (rony which the research is wstigated . Researchers should recoenise thal
acadamic disciplines and departments 2ach have their own norms, braditions and
aoctdlly construcled methods, and 1o achieve [l reflesivily one muost alzo iake s inlo
accounl. In acknowledging the prvilesed position ol the researcher, the aion s Lo ensure
thal the rasearcher 1akes sieps o miligale the power relations, hias aud prejudice in
researcly, and proside ersater respect o the people who are the focos of this 3ludy.

The use ol a mulli-meilwsd siralegy Tor research s o well with 2 mathodological
relativism epistemoloay, as it will proside alavel of comparison and multiple ways ol
exiracting dedails ol lived experience. These methods must liowever have a concaplual
Iramewark that allows tham o Tacilitale each other (Greene 21 al. 1989 one slioald ool
pick and clinose Favowrahle results Tromy multiple methods: MeKendrick {1999) woaold
dascribe tlus as tactical deploviment. Triangulation, although olien erconzous]y applied
i research (Mathison [$88) needs 1o ha specilied helore induction ol e daia collection
1o draw inlerences Trom muliple dala goucces. Here 11 iz an impoclant method of
analvsiz since il will ha imporiant 10 draw comparisons aceess e dillerent data
colleclion methods, especially the locus groaps and diaries of PLYWHA. There are a
variely ol approaches o riangulation, which can be used (o either consveres and thus
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validale common themes, diverce o exploce dillerences in exparience and data
collecuon, or brackaling 10 more closely specily Tndings (Gresne el al. 1939) Brawer
(T80 noles that the triangolation process adds inelflect an aaiea laver ol analysis as the
researcher lias o evaluale issues of convercence and diversence belwean the dillerani
micthods

A distingiion nogds 1o be mads bare betwean molli-methad and mixed-mathod
approaches. Mised-miethod tvpically exemplilies the use o holh qualilative and
quaniitativ e methods in a research dasion, whiclh way provide Talle validabion and
explanation. Howesver the mixing ol conllicting paradiems inlo one study Tias been
criticised by gome (eg Smilh 1983, Multi-meilind oo the alher hand uses dillereni
approaches, bual oy the same hase theorent Brewear (1989 pl7) views multi-meathod
research a3 a reaction Lo the acl.nowledgemeant of imperfection th methods, and
advocates using “an ardenal of methods that have non-overdapping wealunesses in
addilion 1o thewr complameanary strengilis™.

Samipling Is another problematic 1ssue in qualitative research, especially in researching
gensilive topics whare randomly selecling peopla rom a marginalized group may he
praciically or ethically nmpossible. Gerson and Horowits (2002) note i these cases that
il is dhe rezponsibilile ol e researcher (o he cautious i the selection ol parlicipanis,
and be conscious ol and thos aware ol posaitble hiases thal may undecmine a lair
gelection. Thay state that in all research “the opal 15 10 select a group of respondents
wlio ara strategically Tocaled to shed Tighil on the lareer [orees and processes under

i estigation” (Crerson and Horow i 2002 p204). For the purposes ol this research
project. we can consider three dilTerant types ol sampling., 'thearatical sampling’,
selective sampling' and 'chaw-relercal sampling’. Glazer (1978, p39) describes
thaoretical sampling as “the process ol daia collection lor generaling theore whearehy (he
analvsis jointly collacls, codes, and analyses hig|sic| data and decides which data o
collect next and where to i iham, in order o develop his theory as 11 emearees™, and
goes on 1oslate the imporiance ol the daia collection process being contrallad by the
aubstantve ar foemal thecey underlying the wark, (o develop grounded theory. Tn
thzaretical sampling the rizk 15 that 1" he rasearch 15 not well groundad with a pre-
determined theory, the research can bacome tanzential to the onginal aims of ihe
project. resulling in unlocosed and unscientilic conclusions.

Ti 1 impoctant ool 1o conluse theoretical sampling will showhall 2ampling, somedines
relerrad 10 a3 'chawt-relerral sampling’ which explores natworks whereby an individual
recruied 1o ihe siudy recommends paers rom the same oroop, Jor examplz other drug
wsars, penple witlt HIYV or those whin use the same (acilities (Biamackt and Waldorl
L9981, Snowball sampling 15 olien considared 1o be aless than ideal sampling method,
becausa il may only sample parucular people who are tiends’associales and well Tinked
aocially, nol a heoadar random sample. Howes er in reseacch with sliematized and
sendilive groups, i1 s olten e only practical way Lo recruil Tor research, and s well
advocated (Watters and Biernacki 1989, Faugier and Sarceant 1997), making i1 a
auilabla chowce lor this rezsearch wilh peaple with HIV:ATDS, as they allen are ool
public aboul hair slaius, and il is importan 1o protect their conlidentialily.

Seleciise or purposalul sampling 18 based o a conscious, bul informad attampt by ihe
researcher 1o select recipients thal will meel the colena lor rasearch and that cover all
required variahles. such as age. gender and athncily (Covne 1997 Advocaled by
Schataan and Sirauss (LF73), selective sampling 18 a regponse 0 pracucal lmitations
on a resgarcher's Uime and the accessihilily ol subjects that resiricis he ability 0 use a
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large candom sataple. The researcher should be (amiliar with the subject area and
population, and prelerably have undertaken sullicient studias or reszacch nlo the lhe
lield sile o he able w select participants 1o meel the auns of the research (Schat<man
and Slrauss 1973). For (s reason, the researcher made a one month scopine e o
Botgwana during ihie research desien process, 10 selecd suitahle ailes and caogs (he level
ol support [or the project with cerlan support groups and oational organiEations.
Following fhis, some ning mondls ol faldwork weare conducied. of which mweh ol ihe
(i Gew months was aken 2electing and building a rappord with oreanisations and
individuals. While zelective sampling could he done much more guckly i other
circumslancas, as leve peopla were public with thair HIV stalus, i1 wag a slow process o
idaniily suitable eroups Tor the projecl

4.3 Field sites
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Figure 4.2: Location of Botswana and ficld sites

Ad inlroduced in the previcus chapier. Bolswana 18 a relatively wealthy country in
aouthern Alrica, with a small populatien. but a laree HTV epidamice. T has a GBI per
capita of $5 280 (World Bunk 2004). althoush this disguises a large level ol mequalily
and high rates ol uemployment. Healtheare and education have bezn I'ree unii] very
recently, when the ooy ernment Inbroduced a small school Tee. Litaracy 18 allicially at
T 8% (CTA 2002 1 alilwugh il s ouch hieler in vounger people. The main language 13
Sotzwana, the mdigenoos language of the Tevana. who ane the lareesi cthnie group in
Botgwana, and were the Tocus of ihe study Hoveever Foglish i3 the ollicial languaac
uaad in legal, national government and business eireles, Mozt people are Muend in hoth,
alihaugh proficicney 13 higher in Selswana, Sinee independence as a proteciorate of the
Ulinled Kingdem m a6, Bolswana hag been a peacelul, and stable mulii-pary
democracy, although the conservaliy e Bolswana Democratic Party has zo far alwax s
held a mayority in parliamant (Toith 2003)

The conditions of the research permil CAppendix vind granted permigzsion only Tor g fow
apecilie Tocations, soiwo Neld ailcs were choson 10 give a conlrasl belwoen urban and
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rural experiences ol supporl. The whan swe, the capilal cily Craborong, was a logical
choice bacause iU is hy Iar the Lareasi setllemeanl i the comitry will a populaldion of
208000 (Govarnumen of Bolzwana 20031 and has many weall established suppord
oroups and commuily areanizations. As almest all e Toomal oreanisations and
governmen! departmeants are based here, i1 wag also where inlersviews would he
comducled and was the main area ol research. As e capulal city, people are emplovad
in a wide range o occupations, althoweh mliormal 2mploymeani 13 common, aspecially
Tar women. This may comprise ol runnng streel s1alls selling Nl or snacks, or 'piece
Joha”, zssentially howseworl or odd johs. The research Moused in one particular Tow
income area ol the cily, O1d Maledi. This was essentially an uperadad squaiter
geltlement, which had been improved with permanent hoosig and sanitation i e last
20 vears. Although he govermuent census does nol provide statistics Tor disoiicts willin
Ciaborona, 115 estumaled that (1d Nalaedi has a populadion of between 20-30000
(Lindsey et al 2005 ). Most people renled simall houses wiih Litlle Tand amd were on low
incomes, althoueh would mantain close links with thair exlended Gamily in rueal
villages where they hiad access 1o more land. Considering some districts of Gaborone
are vely alllusnl, the low income and hieh levels of inlormal emplovmend i Gld Naledi
make comparisons easier with a rural site, where there are sinularly high levals ol
inlormal employ ment and less disposahle income. Howevealr, some supporl oroups were
chozen [rom semi=rural oullving reeions of Gaborone, which in some ways had simular
aocio-acononuce characleristics 10 aubuwrbg in other cities: iddle class people seemead 1o
have moved lo these areas o has 2 bieger hooses and morz land, and people lended o
commule intg the cenre oF Gaborone Tor work, This allowed Tor some basic
comparisons between reoions of dillerent socio-econonne sialus, althously since data 3
only available [or Gaborone as a whole, 1L s dilTicult o quantily ihe dulzrence in
ingomes batweon thass g

A lTocus on Gaborone prazentad a shewed vision ol upport, as 1L represanted an
envirnmant where a laree number ol ollicial and unollicial services were oparating. To
contrasl a more rural area was n2eded 1o show the exparience of PLWHA oulside the
whan seing. The village of Bohooog, in the Morth Base ol the countey (Fiewe 4.2)
was dosen as the secomd lield site, since 11 was a large enough villags o have mosi
basic services, including a loneg-running home based care svatem, and had already been
idaniilied on tha scopine trip as having a well eslablished supporl 2roup. T has an
estumaled populalion ol around 9000 people (Mizre 2001 althooeh exact Ngures are
dillicull 1o assess, aince most people are ensaced in rural aoriculiure, and live on renote
Fars during parl o’ the vear. Tl is also close 1o e mining owo ol Salehi-Thilowe, and
aome people comumule there for work. Towas not ady izable o chioose a smaller location,
because while llus would have provided a beller piciure ol suppon [ ey rural
PLWHA, it would olTer 100 [ew sources of support 10 3idy.

The mosi recent Ngures availabla show thal Gahorone hasg an HTY prevalence in
precnant women measured al 34 2% while Bobuwa diswicl, where Bobonone 13
localed has a slighily lowar rale ol 29 8% (Government ol Botswana 2005) The
national average o praenant womean is estumatad at around 37 4% (NACA 2003), and
lar the eeneral population al 28%. Cleady both files and ihe country as a whole are
auwllering a major HTY 2pidentc, and the need lor investigaling support lor PFLWHA 3
easily juslilied. Thers are also a nunber al network bodies w1 Botawana which prosvide
many oppociunities for examning the role tha orgamsations play o botl supporting
PLWHA, and oiher oreanisations. The Wauonal Strategic Framawarl, (5 ACA 20037, the
main documeni which describes Bolswana's nalional policy on HIV/AIDS, describes
lour nelwork oreamsations whicl link 1o governmenl. These are.
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BOMNASOD, the BOswmma Noetwork ol ATDS Service Orgamsations, (aciliales
inlormation and chiannels intarational and government assistanes o 4 wide ranea ol
mostly Tareer WOGOs, but also inclodes many suppor eroups as membars,

BONEPWA i3 an abbreviation ol the BOEwmma NEtvork of People With AIDS, wluch
actually [ocouszs on represanding and assisung support 2roups mora han ndiy idual
PLWIIA.

BOCAIP iz anstwork of Christian AIDS centras. tha BOswanag Christian ATDS
Inieryention Programime, thal focuses on oulrzach and drop in coonselling, co-ordinates
Faith Based Orcanisations (FBOg) and alao runs supporl 2roups. Lasily

BONELA | the BOwimg Network on Fihues, Law and ATDS is very aclive in labhying
for the righits of PLWHA. and providing anti-diseromutalion leeal assistance, hul does
not co-ordinale other orgamisations.

The inclusion of BONELA at us leval in the Tramework 3 inleresting. While i1 13
cerainly a laree areanisalion with a remit that does nol overlap any of e other bodies,
il represents idividuals as well as groups, does not haye allilialion requiremends . and
does not pacticularly hay e a coordinating role over comuunity groups as the other
umbrzlla bodies do, The exclusion of COCEPWA (th2 now dalunel netwaork ol COping
CFnirgs Tor People With ATDS) Trow this Lisl may indicate eiiber that it was never
comsidered o be a major conrdinating hody ol groaps. or that it was already considered
10 be nan-lunclioning in 2003 and thus did not Gem part ol die goveramen lramewaorl.

The leldwork period was Tront Jung 2000 0 March 2007, wilh the scoping irip taking
place w1 June 2005, Durine the i Naldworls, the researchar 1ived incentral Galwrnne
with a Molswana (Botswanan cilizeny in governmend social howsing. & surong ellort was
made Lo learn Salswana, the main languaee ol Bolswana, through iz assistance ol
many Motswana, other researchers, and a cowrsz al the Tonivesily of Bodswana, This
pros ided, wlile not a Nuant praliciency in the short tume as alable, enough o he able o
form basic convarsations, and o widerstand moest of the importand words used in the
research. such as help, Family and treaumeani. Most ol the (2ldworl, was spent in ihe
Ciaborome area, veorking closgzly willy arowd 10 gupport eroups and comimuanity
oreanisalions who had agreed 1o lake pat 1 the research.

4.4 Focus groups

Suppart groups werg an inporiant focus and sowrce of inlonmalion [or the stody, and 4
aupport 2roups ok pare w the detailled parl of the study hal includad Gocos growps,
participant diaries, and ellinozraphic placement. The nameas of e eroups have been
anonyimisad 1o prolect the conlidendality of the respondanis, and o prevent the
possibilily ol idenulicauon, some exact details such as [omwding dates have been
approsimaled.

Ciroup | was attached 10 one of the hospices aparating i the CGrahorone area, ina
pradonunantly whan, low tncomue area. Tseams 1o have had the larezst number of
aclive wembers, with around 14 people aking pact in e [ocus zroops. There vare 100
many particypants Gor oroup discossion, 0 oao [ocus 2roups were conducled,
reprasenting Crroup | and Groap < Group | was conductad in a comuunity lall, an
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excallanl venue i whicly discussion lasted longer han thees hiowrs, while eroup 4 was in
a mare lormal setting which made for a comparalively more subdoed Cocus group. The
aupport group was comprised mosily ol women will pechaps two o theee aclivea nen,
an age range Itom approxdmalely 23 1o 45, This ecoup had a relatively high rate of
loroal emplovimeant, especially in ATDS NGOs, and was the highesi propoction of
church goars o any of the groups u1 the study, The constitulion ol the group staled e
main aim was o provide love, care and support o0 FLWHA. The eroup did ool have any
premizes or oflice apace availlable 1o il alilwugh they atlenipled o acquire a small
Porliacabin during the Neldwork period §fRessarch Diary F. This linted the places where
the eroup could meet, and the income genaraling activities they could perlanm.

Cicower 2 was in a less cantral area ol Gahorone, and was atiached o a nalional Gk
The menibars cenarally el i the home of one of the group leadars, whers the [ocus
oroup was conductad, and there are usaally & active parucipants. This geoup spoke he
least Enghish durog he discussion, which Tasted under two liowrs. The group had the
highest age ranee, willy voung people a5 weall as soma membars over 50, hol had anly
one regular male pardcipanl. The eroup had a slrone [oous on organizinge communily
oulreach in Ting with the operalions of the NGO, specilically on vouth and orphang and
vulnerable children {O%C) supporl. The group emphasized emotional suppor and
empowermeani raming, and included both PLWHA and allzeted Canuly carers. Tew ol
wluch veare primary incomea earners. The eroup was nol running eome zenaralion
projecis al the tume ol the research, and seemed 1o have minimal lhancial needs.

Cicoup 3 was anmhber aroup in wrban Gaboroong, and the ouly one in the sludy with
rentad land and ollice space. which acled as a drop i cenlre, with apace Ior a vezelable
gardan a5 an weome zenarating project. Thig was the venue lor the Tocus groug. and the
researcher spent most ime voluntesring vith this group. The supporl groap had the
highest average age ol all the groups, with most members over 400 and 1w o aclive male
mambears rom atodal ol around 7. The group ollered a greal numher al d2rvices,
includineg food, home based care, income eaneration and projects will Orplians aond
Vulnerable Children {O%Cs) This group also had the most equipment, and the mosi
amhilions lor expanding, although s comncidad witlt Jarge ongoing running costs.
Emplovment in the group members was very low, and wn general restriciad io the
inlgrmal sector,

Cicowyr 4 was the group (rom the rural area ol Bobonong, and had numbers ol active
mambears thal varied von 4-8 depending on the Farming season. There was a mix ol
aces. hout anly coe regular male participant The zeoup has land [or buwildine a drop-in
centre and ollice, which was being bult during the (zldwork by woluntzers. Currently
meaeatines are held in the ollices ol the local aovernment home hased cara prograiuns,
wluch many menthers are part ol The aroup has some crall basad ncome genarating
projects, with plans for new aclivilies, and does a 1ol of community cutreach an sliema
reduction. "ost mambers are employed in agricultiure, of w commuonily ATDS
PIOETITmS:.

Togethar hese sroups ollzred an opportunity 1o learn about the axpariences ol upport
ltona variely of PLWHA and hair carars, ncluding a wide range o ages, and groups
Trow dilTerent Tevels ol rural and whan gettings. The groups mcluded male and lemale
adulis {all awer 18), resident in the arca al the research Mor al Teast 3 moniha, ag there
was 4 danger thal peaple new 1o the area mayv nol be aware ol o have any axperience
ol many ol the availlable services. The aim of the croups was o gal the apinion ol
PLWHA and iheir carars on which were the key sources and tvpes of supporl they relied
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upay, and why people had dillerent nelworks of suppart. The vaned composition of
these groups helpad in addressing ressarch question 4. the Tactors thal explain
dillerencas ol experience for PLWHA, as the mambership included dillerent leveals ol
emiplovment, and practical and social needs. As the results cliapters will ilusirate, the
dilTerem experiences within and belwesn groaps, and the group nature of discussion,
allowed (or vibeanl debate on support for TLWHA.

Since these support groups provide a fale and comlorable environment Gor people
inlzcied and allected by HIV Lo provide pear support in a group a2tling, [Dous groups
were a nalural resgarch ool [or investigaling the experiences of PLWHA al a aroup
Ievel, Focus groups are an inclusive qualilative method that are used o many vaned
apheras ol social research. Cross (19963 describes the term as haing a contridion of
focused inlecviews in wliuch there are no struclured lines of mguicy, and z2roup
digcussion o which a selecied erowpy discusses queslions raised by a moderalor Tnoan
idzal l'ocus eroup siluation there should be an apen and inclusisy e forwm in which
“individuals reely discuss theic experiences and values while observers altempt W wler
unconscinud motivalions oo theo intaractions™ (Goss 1990, pl 13) However Bloor
aees [ocus groups dillerenily, he sees tham ag beie more of a collahoraliv 2 venlure
hetween the researcher and researched in which the auma ol the research are explicit and
2d back 1o the participants {Bloor 2000 ).

Bloor lias wrilien extensively on locus aroups. and sess them hath as a ool [or
“oeneral] ing] data oo the aroup meanings thal Tie behind. . collective assesaments” and a
lzadback mechanism designed 1o discuss provisional lindings wilh inlerested parties
(Bloor 2001, nl 7). Tndead lie explicilly slates thal ocws eroups are ool suitable as an
isolated method ol collecting data and should Torm pant of 2 mulli-method siralegy [or
daia collection, as wsed in this research. Morean and Kruger (19960) 2ugoest thal as (he
exparts in alocus aroun are the parucipants, they are hast placed 1o introduce new
researchiers o a paclicular leld, and the nmost suitable indiy idoals o present initial
results 1o the community [or [eedback and es alualion (Bloor 2000 Tudeed. dwing the
research many geoups commenled thal the [ocus aroups allowed the sroups new
inighis o supporct G TLWHA

The major strengths and wealaoesses surrounding focos eroups are hased on the nolion
that, as opposed 10 questicnnaire and inlers lew dawa locus aroups represent colleclive
opincen and dizcussion. TUis very important 1o realise thal focus groups are social_ lne-
limiled events, indeed Gross and Leinhach (1996, pl13) describe thew as heine a
“collaborative performance”™. Tn such groups one is ool collecling data on several
individuals sumullaneously, hut the collectiyve cesponses of a 2roup, 4 method that will
probably vield very dilTarent views and expenences 10 those shared in a one-lo-nne
inlery iew. Howeaver, since suppail groups are a ke focus of lhe research, gelling a
group cpuon hera s actually extrenely reles ant, and the partnarship wil diary
meathads allows Tor both dividual and growpy opinions 1o be recorded.

Theare are can also be practical limitations mvolved with eroups. espacially witl
transcription. The multitods ol v oices and parlonmatye nalure ol the eroups in which
peapla may uol luush senlences, (all. over gach other, or mak 2 sounds ol agreentent or
dizaerzemant, makes ranserplion very dillicoll and time consuming (Bloor 2001 ) To
addilion, these discoussions ook place o both English and Saiswana, adding an exira
level of complaxily. To ensure accwrate transcriplion, an experienced research assistant
wlio was (Tuent in Sat3wana and Enelish modarated and transcribad the sessions, with
the assistanca ol her notes and a recording rom a hieh qualiy digioal dictaphone.
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Standard methods Gor qualilalive data analysis such as indexang and analsvtic induclion
are a8 appropriale for Iocus oroups a8 inlecview or diary methods, hat again o 3
impartant o realise the plural nature ol the data, and thus appreciale e wider conexd
ol the debats,

Conducting rezearch o this way can be very uselul i cerian argas, aspacially in lus
acenariao whan ong is mendine 10 3ludy a comnunity response railbar than the actions of
key individuals. Coss and Leinhach (1958, pl 17 (ind that “with an audiznce of peers,
parlicipants are more likely o describe thair experiences w locally relesy and lerms™ a3
opposed Lo allermpting 10 Taller the terviewar or eive the researcher the answears sdie
expacts. In a well run focus growp, there 3 oo lecy dewer, rather a moderatoe, olien e
researcher or an assistand in s case hoth, who s not there 1o ask quastions or he
lalked o, bul 1o 1ake part when appropriale and (acilitale a digcussion between people
with aimilar experiencas. Bloor (20017 mentiong the unporance o arrangine chairs and
tahles 50 thal the moderator researchar 15 nol at the head ol a 1ablza, expacling responses
10 be directed toward himdhear, hud is posidoned in the same dvnamic as the resi ol he
group. The [ocus group sessiwons were always condocied in a circle, in a lamidiar
envircnmeant For the parlicipands wo Gacilitaie ihe dizcossion.

Focus groups are widely considared 1o be a valuable way 10 conduet research inio
sensilive subjects or disadvaniaged eroups like FLWHA G a mutilwde ol reasons. The
lirst s thal 0 a growg setting, iCa topic i3 being discossed which a parlicipant 13
unconlorable will, 2e can choose o keep sileni, while (he dzhate may be carried hy
other members ol the grow. For this reason and also doe w the less direcl level of

g uisthion, fmews eroups can ollzr greater contral over what inlormation is disclosed
and be a less inlimidating experience. Kilaneer {(1993) noles thal they allow stigmatised
oroup members 1o support each othar i discossing moiual feelines and views that may
dilTer from maimstream cullure. However Morean and Krueeer (1938 ) note ilhiat over-
disclosure in group setlings can also be a problam. They nole thal, especially when
dizscussing tahoo or sugmatised lopics i which participants may he able w speal. apenly
Iar the lirat tume, aleveal of release and anthusiaso can lead 1o individoals eoing oo far
and revealing more personal details than they intended 1o, Tn this research, attenipts
werg made o linul this by presentine grooups with a transcripl ol the [ocus aroup
aession, which they could appreoyve helore coding was compleled.

Focus groups are sull prelereniial l'or sensitive wopie areas hecause they can represent a
mora even power dynanuc, and allow mamhears of the aroup 10 engags i an xperience
thatl can ba indighilul and positeee o boil the researchar and the groap members (Crass
and Lainbach 19496, Bowsar and Sigher 1993) Tn ihe contesd ol deseloping couniries
Cinss and Letbach {1996), studving transmigeation in Tndonesia, also Found thal Tocus
groups were wall received i thaic Tocal comimunity, and that the acl of speaking oul on
dillicull topies created sreatar leveals ol lrusl in the eroup memhers as the selsims were
recomvened. In Bolswana locus eroups are especially appropriale, since the comersione
ol thair Iocal political svstan s the kgoila’, commuanily mestines whare avervone 1§
allowed 10 qpeak, fonr days il nacessary, 10 inlluence the leaders and decizion makers
(Dingake 2008). From this traditional practice comas the plirase dMmwalehe o hua
lagagwe' which lranslaies ag "Evervone's voice mallers'. Tlig was used as the e or
tha [eedhac) docwmeant presenied o participants, and the lact (hat the research was
intarasied in recording eversone's views wag slaled in the itroduction o the group
sessions. Thiz phirase also became a good huwnowred way of encowraging more vocal
mambars ol the group 1o allow others a chance o speak.

1



Tu a dilleranl contzxd Bowser and Siebar (1993}, working with people iving wiuh HIVY
ATDS in adevalopad coundry, [owid (hat [ocus groups were a critical methwndology thal
allowed the participants o (zel iruly invalved in the project. Their aroups, which they
lermad ‘consultan [ocus aroaps’, ooly hegan when

“participants (ully understand the nead [or the research, |and | I'eal thal they ars very
impaclant o the suceess ol he project and undersiand thai they can make a real
contribubion. Toour N'ocus eroups, paclicipants were encowagad 1o hacome personally
i esiad i the research.” {Bowser and Sieber 1993, pl0)

Their research wed [ocus groups w gel l'eedbacl, on the hypolhesis and conclusions of
the research as well a3 collectine data. These are bath principles hat were usad in e
focus groups For tus research on people living with HIV/ATDS as they seemad 1o ba an
inclusive and emypowearing method ol researcl. The Tocus aroups wers ool only sioalar
i slruclure o sorme support 2roaps that many people recerying care wse, bul they also
mirrar the tnlerconuected social networks al inlormal care given by people living with
T ATDE (o cach other

One obvious disadvantace 10 wsing locus oroups aver inlersdews and questionnaires 13
that there 13 less conlidentiality, due 1o the group oature ol the discussion. Tn lact in
HIV ATDS research where parlicipanis rarely disclose thaic HIV gtatus, the very
prazence of being i the groap pros idas mlormation we the othar participanis. Howeaver,
a8 pra-2xisiing supporl zroups were used o form the focos groups, this risk was
nullilied. the eroups were comprised of people who already bnow ane another, and
each olhear's stalug. Hoveever il is imparland 1o reiterale that these groups did ool solaly
include PTLWHA, parlly dug 1o practicality and conlidzantialite. TF groups Trad been
formad based on parlicipants' HTY status, this would have not ouly crealed eilucal
dizclosure and recruiiment duTieullies. but also may have dizcowaged saome lrom
participating il theic HIV status was not publicly kncwn. Being a2en al one ol these
group sassions would notl allow others oulside the eroup 10 assume tha ey weare HTY
positive, a5 they may just be carers. Also, by including care aivers and recaiy ers, the
research ool only includes the siews ol hoth sides ol supporl, bul acknowledzes that
these boundaries are ollan blurred, and ihat people may give as much soppoct 25 ey
recaive. The opinions ol caregivers are unpociant Moo the research, and they claarly had
much 10 contribule on providing supporl. Bloor (20010 discusses al ereat length s use
ol pra-zxisting groups of parfhaps (tiends or support eooups Tor conducting focus aroups,
and sugoests thal this appeoach can hasve many benelits. For example an already
acquanited group are likely o already have alevel ol trusi and conwadeship, whicl can
greally Cacilitale meetings. They may alzo be able 10 peompt other menthers by
reminding hem ol shared expariences thal hiad olbarwise been forgolien.

The sive ol the group and seleciion ol people in il can have a greal ellect on the armup
dvnamic awd amounld and level ol infonvadoon zained Tront il Recommendations s ary,
and are chviously dependant on the lopic heing discussed. hot Kitzinger (19935 13
tvpical i sugeasting croups ol 4-8 paople or sessions that Tast Irom hatveen one aud
1w hours. This was the guide hat was used Tor the Tocus groop discussions e
research, willy sizes ranging [rown 3 109 participants. Wilh regards 1o compansalion [or
participants, payment i3 nol erven for focos growps o acadenie research, hinwever
covaring costs lor travel, or chuldeare may be appropriate, bul was nol necessary Ior any
ol the aroups who recular]y mel in a simidar way [©r suppor 2roup meetines.
Relreshiiants wers providad. including snacks, drinks and sweals, which are seemingly
highly valuad a3 a treal 1n Botawana. The researchar also haked cakes Tor same o ihe
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oroup sessions, which ibe participants Tound o amosing and unpreasive, and aciled as
a oreal icebreaker. Tn ong case a rathae moted discussion hecame much more s ibrani
onece hey realised relreshmenis were provided. This small tokan wentl a long way in
showing respect 1o the eroup menhears who save up thewr tume o take part. Yel i1 13
impariant o ramember that as regearch wily haman parlicipanis shoold alwavs be opt-
i, none ol these small olTerings were inlendad as hribery or coercion.

Focus groups can ha valuable parlicipatory aclivities wlich shoold be usad 1o include
communities in he developuent ad discussion of research projects. 11 care i3 1aken in
thair plannig and implemantation ey can he appropriata in some research inlo
gendilive opics, and may pros e equally enlightenng [or the participants and
researchers. They have been succass (ully used m non-Westarm countres lor HTY
research (Kitsonger 1994, Konda-Lule et al. 19937, howevar wsually 10 233853

koow lades ol HTY transmuasion o rigl, nol gpecuically Tor social impacls. The notahle
excaplion 1s Kaleeba et al. (1997 who used Iocus aroups Lo assess supporl froom one
MW o HIV positive persons in TTzanda. Even w literawure in developed counirias,
mosl research has assessad social unpacts ol HIV inlection throueh interviews or
questionnaires (Friedland el al. 19905, Sowell ecal. [997)

Although there weare alwavs sonie participanis who neaded (o be encouwraged by the
lacilitator 1o contribule 10 he dizcussions, in 2eneral oroups were kean 10 discuss
aupporl and not alraid of expressing dillerent opinwms. Tlos led 1o vibrand and larile
discussion, J'ar both (he researcher and gooup menthers, and many ercup leaders
commeniled hat they had leamt alot themsalves. While some croups sel a spzalic Lime
lirmit on e discusaions, most sessions wend over Lmea with parlicipanis ware eager o
have their opudons haard: and one ge¢500n 2ven lagtad over threa lours. Howevel 11 was

necessary 10 pravide maleral for discussion, and 1o

ensura (hat thers was 4 comunonality hatweean church
aupport discussad e each aroup so thal comparisons 1
could be drawn. To achiese this, a parlicipalory & “\.
exercize was dasionad G the focus eroups (o be a [ _{i} kereke
atmulus for discussion
child care
4.5 Participatory methnds 5 ™y
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!

As s research recognises thal the people providing tihokomelo ya ngwana
and recaiving support are e experts, the [ocus
oroups cluded participatory mathods Qiat enable
thaim 1o aller the exercizes used. create hair own
calegories, and give more condral o he research o

pain control

thz people baine inveslicaed. Participalors
lechnigues are becoming popular across social
aciences, including in Creoaraphy, wheare community
mapping lechniqueas ace particulay relevant. Tlsing
visual mathods such as these have haen, perhaps
oplirmustically, considerad 1o be comprehensible in
mosl cultares and able 1o penmeale dillicalties with
laneuage and lueracy (Pain and Francis 20405

For this research, simple parlicipalorn exarcises
werg desioned, huilt arowid a sel of cards which
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Fipure 4,4: Group 1 parlicipatory ranking exercise

reprasented a laree list o 1y pes and aources ol support, with Blank cards 1211 [or
participants 10 add catgeories ol their own. The cards sliow 19 sources of support, 19
tvpes ol payvchosocial support, [0 ypes ol medical support and 1 by pes ol practical
aupport, with ilustrations and descriptions in both English and Satswana. These were
chosen by the researchar halore the exercise, hased on discussions with sarvice
prosidars w the scoping Uip and some of the Ineralure an suppoil. Examplas ol e
cards can ha seen in Fiouwre 4.3, and a Tull Lisd is o Appendix (). These were inlended o
he used aither i ranking axercizes, which crealed the most discussion bul ol too long,
or a sumpler sel-up whare groups had 1o decide whather a source or tvpe ol support was
important, or nol-unportanl. Participants quickly wated w pul some cards in the
middle, and some groups chiose 10 rank 10 30me extanl a5 well. The Nexibilily of s
exercige was deliberale, and lals croups have contral over how thay wani 1o engsace with
and design the research. For example, Group 2 thouglit the ranking or aorling exercise
auperTuous, and chose just 10 dizcuss each cacd o taen, which 2l provoked delailed
and enlighlening discosiion. Tha real oulcoms 1Tom the sessions was the discussion, not
the [Tnal ranking al the cards, uselul thooeh s was. Figure 4.4 shows a phictograph
taken ol e rankine exercise from Gieoup 1o which e most importam cards are on
the top 1zl in descending order ol signuicance, and least impariani on he Jar right. The
group chose Lo eroup sone cards ogeihear, and not 1o include some a all. Alihough here
ara i 821 methods Tor use o participalory research, thare are gome exerciaes that are
ollen used Lo stimulate research, Nor esample creating maps, Veno diagrams, lme lines
and Now diaeramis (Mukharpee 2002) T is imponani o remenhar that the discussion
rom these exarcises is more imporiant Tan malenals seneratad in the session, and 2ven
the exercises thamselves (Stringar 19903 A lLisl of several exarcises was anisioned [or
the [oeus groups, hut inthe end iz ranking exercise aloneg provoked maore than enough
discugaion
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Only one extra card was added by participants, iz was a card Lo represent suppord Grom
Cind. T was [ell important by the sroups 0 show this as dilTerent 'ram suppord Troo he
church, and highlighied an imporiant collural Tactor ihiat had been overlooled by the
researcher. Hare ihe Nexible parlicipatory approach ad allowed groups o correct s
oversighl, leadine 1o a more appropriate and accarale portraval ol their views. The
exercizas cerainly segmed uselul o the eroups. several participants notad there were
aupport saurces they hiad nay er considared helore, and wany croups requestad 1o keep
tha cards so that they could wse tham For later eroup dizcussion exercises. Clearly this
was more than a data-minine exaecise; the process of the researcl, even helare the
results had been presemed. proved wselul and wlormalise 1o the paricipants.

This v pe ol participatory mathods has grown out ol a popalar movement lrom
development practitioners callad I'RA or Participalory Rural Apprasal. which i lurn
orewe Irom Rapd Rural Assessiient (Chambears 19380, Chambers |99%). Tiitually the
researchers weare trying o devalop a metwd o quickly Tnding owl aboul livelihoods in
rural villages Iy using group exercises 1o creale diagrams and maps of the Tives and
aocielies of comnwniies (Chambars [984). These methods crew out ol adesira o
comduc! more inclugive research m development issues engaging with local people,
ralhiar ihan done research on them, and in a way hal was nach quicker than Tone tarm
anihiropological siudies (Chambers and Blackhorn 19944). They have become very
popular with NCOs. researchers and covarment institutions in developing and
developed country setlings [or cuiding service hailding projects, and are strongly
advocatad by the World Banl. (Blalnagar and Williams 1992) A key aun ol
participalory methods 18 the changz in power they should promote, where participants
instigale and control the foems and oulcomes ol research and subseguent decision
making (Wrighl and Nelson 1995). Holland and Blackburn ¢ 1998 1) describe this as an
approach ihal *auns o create the condiions Gor local analvsiz of existing realilies and
local owanership ol subsequent courses ol action 1o change those realities™. They are
primartly used o involve disadvantased people in policy Tormualation, those nswally
unahle 1o take part tn consultation or who have litlle political inluence (Chambers and
Blackburn 1990).

Mhlany commeniators hiave staled that it iz ool the methods themselyves hiatl make
participalory methods dillerent, bul the way they are used, and the attiludes of hose
laciluating e work (Cornweall and Jewkes 1995 Mulhedjee 2002) MMukherjes
dascribes this as an important conceplual shill i which the researcher musi chanee
atttwdes within invhersal [ 1o become a Tacilitator rathar tan leclurer (Mukherjee
2002). The movemant alao rallacds #hills al an inatitutional level, and an altempt in
development o move From op=-down approaches o viewing the local as a sloong
potzntial source ol knowledee and empowearmeant (dohan and Stokle 2000). This was
exacily ihe case i the [eldwork, the PFLWHA and their carers in the support groups
werg the experts oo support [or PLWHA . and by eetting ihe participants o descrihe
aupport B enselyves, 1 avoldad information being overloabed j1 the researchar did
not ask the right questions.

However, there llave also heen vocal crities ol partcipalion lechiigues, especially lliose
wlich gee the tenm participation a8 beine apphied 1o all kinds of research thal are not
participalory (Hagey 1997 TDS 20055, Some also speculate that true participalory
research when inslieatad by acadewmics is a contradiclion In tzrns; as the projecl,
acenda and oulputs are usuallv comrolled by the researcliar (Gaventa 1993, Stoacher
999, Thia s cartainly a valid criticiam in the cantest of his research, unlike in policy
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forming exercizes, a PhD study requires considerable dezign and analvais inpad oo he
researcher However including any degrae ol parlicipation tnto a resgarch project s
likely lo incraase wsar involvement and rellexivity (Kesby el al, 2003% Wheo inliating
a piece of participatory rasearch iU 3 critical al the instizaiors degien ways in which
the project can fzed back 1o e communidies thal Lale parl, 1o preveni b research baing
exploitalis e, and o aive paople a betler incentive o lake part {Alwood and CGavela
997, Because acadenus research i3 rarely insticalad by the people who il will sludsx
and alTect, il 15 crucial in a participatory Tramework 10 ensare that theee s no 'data
mining' elfect, where leldwork s used only Lo extract inlformation williowl beneliling
the people who lale part CAnsel] 200100 In conversations with N0 ollicials during the
leldwork phase, il became clear that any previouws researchers had used juost s
approach, collecting dala in the countey Tor a few waeks or even days, and then leaving
withoul providing [eedhack. Thos il was essental W lale 2leps o respect the paople
taking part i the project, both 1o gain trost and proside leadback 1o the communily.
Anaother crilicism ol paricipatory approaches, especially when coupled with
developmient concans. i3 that thes Tor part ol an over f'ocus on the Iocal, and can lead
10 projects thal create a hinary between localfelobal issues. and perhaps @ven ienore (he
inlluence ol the state or tdarnational actors i they do ool hase a direct wlluence on
alTairs i a gpecilic Tocal area (Mohan and Stolke 20007 Yel the multi-ruethod strategy
herz includes semi-structured inlerviews thal include the voices of e slate and
internadional actors as Tormal szevice prosvidars.

Participatory methods have been vsed successully in HTV relatad research in
developing comitries, hul agam not specilically in e conteat of social supporl. Keshy
(20004, 200000 [ownd that comparad 1o Tocus eroups. parlicipator diagramniing

pros ided more detail [or discossing HIY and gexual activily for women in Zimbhabue,
Kesty (200001 used (Tow diagrams o connect 183ues or causes 1o cenbral themeas and
noted thal these diagrama lall results thal were more aceessible, immediate and relavant
1o the commnily than a scientilic paper or reporl, and this helpad stimulale discossion.
The locus croup sessions revealed sumilar conclusions to published researcch using
quanititative and oher qualitative methods, allowine Keshy (200001 10 conclude that
participatory diagrammine vsed insindlar contexis 1o bhis research can reach accurale
and veriliable conclusions. Another standard participaiory approach wsed o HTY
research is the 'Siepping Slones' tool, a parlicipatory packacs used 1o educata rural
communities n developine contexts aboul HTY prevention, ivolving exercises ahoul
power, communicalion, sexual relations and eender 1z5ues (Welbown 1993). Tn that
example. pacticipalory methods were being osed o Gacilitale dizcussion and education
ol peopla abowl HTY, rather than spacilically 1o collect views as o this case here.
However the success of 2 project i halping 1o redoce inlection rates w communilies
augoests thal parcticipatory miethaods are suitable and ellzclive in raral disadvantazeed
geltines (Tewles &t al. 20060). Although other attermpts hasve bean made (o use
participatory aclion research concapis in HIV rasearch, (Slavens and Hall 1998) these
hawve again tended 1o Tocus on education and prevention rather than the experiences ol
peapla living wilh HTY. Thog it could be suegesied that this research 18 contributing 1o
the Ineratuwre an participalory mathods by usig them o analyse social soppor for
PIWTIA

Tu addition 10 the Jocus eroups, beeo workshop exarcises were conducted which also
pros ided valuable informaton For the research pooject. The lirst was 2 gession
comduciad atl the Bolswana PLWHA Weael. 2005, which included represaniatives lrom
aupport groups all over the country wlo camea togethar lar a programme ol educational
and ampowearing aclivities. The rezearcher helped organized this event, and ran mie
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gession w which represamatives Irom support groups lroduced themselves Lo 2ach
other, and discussad thair plans and carrent lunitations. This served both o share
exparience belwean the nelwork ol suppord groups, and alzo Gor the resgarcher o learn
aboal suppord groups oom acress e countey. The session hecame an open discussion,
and was [acilitaled by support group members themaelves. Tarlicipanis cave consent [or
thz session 1w he recordad for the use of the research project, and s prosided valuable
context lo compare the expariences o he support groups iz siudy sies.

The second workshop was run at the end of the leldw.ork a5 a leadback session, using a
preliminary report on e Nindings ol the project as a stunulus Tor discussion on
problems lacing suppor networks. Reprasenialives [rom eovernmend, NGOs, donors
and support ercups allendad, olien meeting each ollier Tor the (ral une. Again the
discussion was recorded and transcribed with the permizzion ol e atlendaes . stunulated
usine participatory diggramnung lechuguas in which parlicipanis were encouracad 1o
draw il suppord network ol particular secvice providers al dilTzrend levels, and digcuss
thair opuions with the rest of the group. To Facl iz discossion proved vary ileresting,
mostly because issues of lunding and suppert Tor oreanisauoons were ratzed inoan
environmeant wl which boil the lunders and recipients were present, Teading (o alively,
and informaiive debale

4.6 Interviews

Tilerviews have hean a mainstay ol quantiative and qualitative research [or decades,
and are esenlially 'conversations willy a purpas’ (Burgess 1984 pl02) alihough therr
lormal, gtructure and [onmality may wary, Tnlervigws ag a social research method lunee
around the premise ihat

“iL1s posaitble o invesiicate elements ol the social b askine people o 1alk,
and 1o galher or construct bnowledoe Ty Tizlening 10 and interpreling what
they say and how they say (07 (Silvarman 2000, p291-292)

Semi=structurad interviews were chozen as he hest approach Tor eaining inlornmalion
Trou oreanisations and eovarmment depariments, loosaly struciured around a sel ol kex
issues, a copy o which can be [ound in appendis (i), These included questions on what
aupport services the organsation olTered, unmet neads, the impact of ARY availability
on thetr operations, key sources ol lunding and nformation and theor opinwons on e
networhing ol AIDS Service Oreanisations (AS04). Tha aim ol these quasiions was o
not andy buld up a piclure of what support services weare available, bul also how e
netw ok was worlang, and how unpacis such as ARYs and Nuwoding hiad allected their
operations over lime. As b2 same themas wers ragad i ineeyiew, comparisons could
be made hetwesan dillerent inleryiews, while also allowing lor spealic guestiois more
auied o 2ach v pe ol oreanisation. Tor example quesuons on sources of funding were
muora signdicand Tar NGO than eovernmeanl depariments.

The level ol structuring I an inlerview 1s an impanant congideration, the maosl commnn
meathod, szpecially Tor quaninative rezearch, is siructured intery iews, in which reaponses
10 a pra=-writlen and siandardised questionnaire are recorded. The aim of this approach 13
1o maxunise the conaleney and therelore the comparabilily ol witarviews, hy
minunising the variaion weach mtarview (May 19977 Tn this epe of interview there
should be no allampl by ihe Inlecviewer W improvise or ask additional con-scripled
questiong, and shoould not prompl or nlzr any meaning lrom the respanses at lus stage
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{Foniana and Frav 1994). These restrictions can linul the ability 1o guestica in deptly
cerlain ralevand, unique or amthizucus wopes thal may anse, and does ol represant an
equal dialoeus babweesn the intarviewer and inlerviewes, thus having the poteniial Lo be
exploitative. Considering the wide range ol partici panis anlicipatad w the research, (ully
atruclured wlerviews were ool considered appropoiate.

Besearchers can al2o use aami-situctured of unstructured nleryigws. which az their
name implies allows varyine lesvels ol pre=scogpting and umpravisalion. T semi-
atruclured wervizws, “gquastions are normally spaeilied hut the inlerviewer i3 more lree
1o probe beyond the answers. |and | enter inlo a dialogue with the utervievee” (May
L9927 plL L1 Tothese situations the researcher themsell usually conducts the inleryiews,
or pros ides clear thematie cuides as 10 whal 1ssues are considered relevant 1o the
digcussion. This was the case in tis reszarch, a2 all inlerviewsss al ollicial ley2ls spoke
Nuemt English, and there wag no need [or a research asastant, Tn unstructured or Tocosed
inleryjews, the emphasis is oo creating dialogue batween ha researcher and ihe
inleryiewee, and allows lwose beine quastionad 1o “talk aboul the subyect in hair own
Irames of relerence” May 1997 pl 1L T shoold however e noled hat these less
atructured forms ol wilerviewing can potentially lead (o research being skewed in new or
wesxpectad directions. and al il dug i3 the case and followed through, il can potznlially
undernune the methodological widerpinnings ol the research by tampling researchars o
abandon their ariginal research aums and lypolheses and weile new onas retroactively,
Thiz could be considered poor research practice, and may oaly he suitable for citatimig
auch as pilotne research, some feadnisy or action ocientalad reszarch siralegies, or when
the (ramewar. s based on gromvded theory, This approach was not apprapriate for s
research, and the gemi-struciured inlerview quesiions hielped the imarviews siay locused
on e hev aims ol the research.

A digital dictaphone was used 10 record the sessions. allowing the researchar o
concantrate on guiding the discussion ralber than constanlly taking notes. This also
ensurad an accurale record of the session, pratecting both ihe ressarcher and (he
participant, and several imarviewses wal. wp the oller ol havine a wrillen transeripd of
the intervizw. These transcripls ware coded. and used later in analyais. The use ol e
dictaphone was made optional to parlicipanits al the stael ol the inlerview, Tl in the aod
only ame person did nol wizh o be recordad. Consent lorms wera collecied Tor all
participants, shown o Appendix (1) and served two additional purposas, cne parl was
lell with the respondent containing coniact details lor the researcher amd a hoel’
awmmiary ol the research. The resgarcher alao kepl conlact details [oc the respondant, 5o
thal they could be invieed lo the [zedback workshop al the end ol the projecl, and/or
recaive a copy ol the drall repor produced o inlfonu participants about the (est indings
ol thy rgscarch,

The inlervieweas were recrutled rom oreanizalions, WNGOs or service providers which
proside some Gorm ol support dpecillcally tarested at people with HTV/ATDS. These
included formal ar inloermal eroups, WOOS or govanument funded schemes, which

pros ided practical (eg legal, NTinancial) or emotioonal supporl. Tnslitutions providine anls
madical care were nol included. The study does ool inlend 1o pecilically siudy the
fctioning alhomeadical provision of care, excep o discuss w the [ocus groups how
Tequent and wniversal hair use is, and hance show the dillerzni experiences ol those
recaiving lreatment. Crganzations were largely selectad by allilialion 1o the Bolaswana
MWetwark. ol ATDS Saevice Orgamigsations (BOMNASCYH — an umbeella orgamisation that has
a database ol over a hundred oreamisalions praviding HIV supporl. Some non-allilialed
oroups ware also selecied o enswre [air cos 2rage of the care landscape. Tn the mie
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aitualion wlheare these imilially selected oreanisations were unahle or wwalling o
parlicipale, thvilations ware exiendad wo other stitawns ollering similar services o
ensura aw selection, how aver refeciion was rare.

Tilerviews were conductad aither with a senor mamber of s1all, or a representative wlo
was respousible for the execution o a support project. For ouety iew s 10 ba suceess[ul.
Mloser and Giraham (1983) sugeesi that the inlerviewee neads 10 have three Ley [Actors:
accassibility, ar a uselul ingighl o the issue, cognition, that they undarstand thair role
and purpose o the research, and motivation, that their answers and parlicipation u ihe
project 15 valuad. T mst be the responaitality of the researcher 1o [acilitale an
envircnmant in wlhich the mtervigwee leels willing and ahle o paricipate. Tn all cases,
th2 intervigws weare conducled in the ollice ol e inlz2rview e, 4 lamliar amd
comlionable apace (o) he parlicipani. Tnterviews bepically lasied om between one and
1w hours, and parlicipants were o all cases nowledgeable and happy 10 co-operate
with e rescarch,

Totowal [ Ty dranscribed inarviews wera usad in the rezzarch, all in the Gabarone
region. Thrae were [ton government dapartmands pros iding supporl sa2ryiees o
PLWHA. aue each ramy e conimunily home based care (CHBC ) team. (he hMasa ARY
programoe and the National ATDS Co-ordinating Agency. Tn addibion one indervigw
was condocled will a representanive Iroun the Bolswana Nelworl. of ATDS Sarvice
Oreanisations (BONASO), an NGO which co-ordinates AS0s. There wers live
intarlews with local NGO providing support 10 PLWHA in Botswana, including {wa
hospices, which provided a range ol services bevond pallialive care, two counselling
gervices, and a Gormear co-ardinator ol support eccups. Tn addidion here was an
intarlew with e local oflice of a major inlernational Tunding body, and a senior
minister rom an Anglican chiwrch which was ruaning several communily ervices [or
PLWTTA, Additional informal indery igws ware aleo candusled with bwo local
govermmenl ollicials in Bobonong o provide coniext and show the dillerence hetween
thz urban and rural Tocatians This mis allows the researcher Lo see the whole nelwork
ol support servicas, including official bodies, lundine oreanizations, as well as the
grass-rool nelworls that provide local services lo PLWHA. I also illuminates strength
and cliques in e natwork, showine whicl oreanisations co-operale wiill each other,
and those which arg outhicrs

Dezpite thair ubiguity, there have been vocal critiques ol the use and eapecially
intarpretation ol wlersiews in social science. Some leel thal ool enouch consideration
has been made 1o the social stluation ol witervizwing, and how the inlerviewee can
manipulate hisfher answers (e2 Briges 19800 THis unportani o consuder thai the
intaryiew i3 a social event, shaped hy e contesd ol the nlerview and the relationship
and social norms which surcouwnd the interviewer and inlecviewes (Hered 1993 Heraog
2005), Uiz also crilical 1o read ihe iarview in e correct way. Foddy (1993) aodes thal
commumication tvpecally consists of the disclosure ol messaces indicaling a concepd, ool
tha direct application of meamng. Thos he intzryiewar nosi decode these messages,
and pay atlention darning the interview and analvsis o both b content of the
communicalion and the sublexd in which il is delivered {Wengral 2001). To mininuse
this ellect. the researcher boih conducted and ranscribed the ierviews, and anly
lornwlatzd coding and uverpretation al the end ol e heldwaork, aller several rzadings
and a long peciod of immersion wn the (Teld which provided Gamiliacily with e conlesd
ol thz subject maller. Even so. an interview will alwavs 1ake place w the condesd ol
powear relations, persondl expaolations and sell=inlerest wlicch will clowd the meaning of
the communication (Rose 1997). Some [emunist researchars oo s Tar a3 10 3ay thal this
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ellectively means hal as no questions or answers can he Framead in a complately context
and olyaclive-ltee voay, we cannol asswme any resulls o he a complelely accurate
porirayal ol the subject, and have o avm [or relatis e tlarpretation {Lather [991). Tna
qualilabive sludy such as this one, s 13 an inportant concepl 1o keap i rmund,
eapecially when laler formulating conclusions.

These inlarviews have other imilalions, as even when semi-structurad, they are lime-
limiled events, restriclzd o a cerlain extand by the abality of the ressarcher 1o asl. ihe
right questions, and el encowage participants 10 provide uselul responses. While the
inleryiews prosdad a l'ormal siructore which switad the culiure ol organisations, they
were a less appropriace melhod [or askhing sensitive questions ol vulnerahle aoud
dizady antaced people. espacially in a what would he a rather inlense one-on-nne
gession. Another melhind was needed o gel an individual angle on 2upport, and
complement ihe eroupy and oreanizational perspecilives already collecied. The solulion
wad 1o ask suppocl croup members 10 haep daicies.

4.7 Maries

To get an individual perspeciive o supporl over a period of time, 2 parlicipanis from
the [ocus groups were ashad 1o e diaries Mor bwo weels, (o recond every inalance
whan ey eave or recerved support. The idea behind this was lo both validate and
expand on e inloradon about support collecled m the focus groups, and also allow
the researchar 0 eel an idea ahowl the kind al suppor thal supporct group nembers weare
giving in the community. Bell {1995 p72) defines thase soliciled diaries as “an account
prodoced specilically al the researcher's requesi, by an inlormant o infrmants™ a
dalinuion wliuch 18 vague enoueh 10 pogsibly cover somez Linds ol sell-aduminisiered
queslionnaire, bul g carelul o negate the use of previously wirittan personal diaries.
Parhaps a hettzr delinition mighi he hat diaries represent a sell-rellexive
aulabioeraphical record ol a perod of e wrillen o inform [ocused rezearch. CGoe
problem with this delinilioo is that Math (2003 found her informants also detailed pasi
events thay lell were relevanl, and conleslualizzd thetr reaclions 0 current ncidences.
However, hodh currend and past evanls were usalul Ior the research, since the emphasis
was on registering the tvpes and fons ol supporl used, rather ihan the ume-scale
involved Paricipanis were encourased 10 wiile aboul past as well a3 current evenlds, and
many chose o dio so.

Diaries are becoming increasingly popular ih madical and social research, beine deen a3
2 valuable way o collect accurale inlormation over Jlong periods ol Line, and o include
the voices ol participanis i the research process. They have bean used as hoth
quanititative and qualitalive 1ools, oltan sinullaneously, and hasy e became conimon in
madical research exanuning (ha livas ol peoplz living with particular illnesses,
alempling o axaming coping slraleoies or 2valuale new drues or ireathenis feg Waeoner
20023 Tn social rasearch they has e hean ollen uszd i the lasi decade in the Tonited
States Jor recording mlormation ahoul sexaal practices, droe and alcoliod abuse (Garry
el al. 2002, Laigh el al. [99%. Slopka el al. 2004). They have practical advanlagces over
inleryiews [or pardcipants, a8 the aullior has control over what s/he writes, and can wrile
whaneyer j» most conveniend lor them ( Thomas 2000). and the aulors can [eel ey are
making their opinioas on the resgarch topue heard.

Participants werg already awara o the aims ol the regearch oo e Jocus eroups, ol
were alse ziven addilional hreline oo the inlonmalion regured in the dianies. Each
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Guidelines for Diaries

Please write about all times when you receive any
kind of help, care or support.

For example, if someone listens to you or gives
advice about something that is worrying you, or helps
you with housework, or lends you some money.
Please write about anything that makes you feel
better about yourself, anything that makes you say

partcipant was given a pen and small
notehool, wilh a szt ol guidalines
Setswana, an Eonglizh translation aff
which 18 shown i Figure 4.3 T1
encowraged participants o owrile ahout
every Lime they eave ar recaived supporl,
no matier v small, and 1o nole who the

aupport came Iront, and what i1 wasg, This
was used o show whal kind ol support
was beine civen, amd the networks of
aupport heme vsed. aspecally inlonmal
natw orks of (riends and Camily. By
indicating the direction ol suppor, i1 was
also possible o show ihe halanee of
auppart, and he extand that il wag a lwo
way [Jow,

'Danke!' or 'Ke lebogal’

Please write about
» Mang?: Who the help came from,
for example a friend or nurse,
» Eng?: What kind of help it was,
» Goreng?:Why it was important to you,
* Leng?: When it happened

Try to write everyday and put the date and day at the
top of each page. You can write as little or as much
as you like, and you don't need to use any names, to
keep you and others anonymous. Please give the
diary back when you have finished, and after it has
been copied, you will be able to keep it if you wish.
You can also write about anything else you want, in
Setswana or English, but we are mostly interested in
types of help.
Thank you!
If you have any questions,
call or sms Daniel 72518793

T tarma ol recording currant 2yv2nis,
many sludies relerring o quantilalive
data have lound Jiarias (o be more
accurale than recall melhods, especially
when users are encouraced 0 wrile
gomathing every day (Crarre atal. 2002
One could also assumes thal accuracy
wiuld be betier i1 qualitatly e accounts a3

Figure 4.5 Guidelines lor diary auihors

well, bul 1o whad extend 15 some sell-
analvtical msigli zained when paople can conlemplate an event over a penod ol lme
belvre il 18 written? Tt could 2ven be areusd that the report can be zrihellished or new
conclusions drawn Trom later experiencas. Qo the opposile end ol the acale, we have no
way of knowing what aspecis of people’s Iives get lell cul Another [3sue 15 connggted 1o
thz individual nature ol these lexds, they represant only one viewpoind, and thus cannol
Alwav s be asswmed 1o be a Fac and halanced descrption of events in which the narrator
15 personally invalved. When used (o analvse meaning behind actions, these
mathodolooical $sues nzed 1o be considerad carelully, bud o this case, i1 is mostly
intended thai awlhors just 1og inslances of uppoct. Thos il @ impectand (hat entries Trom
tha diary are nod over analvsed, and wsed in landem with ather methods such as the
aupport zroups that can verily sone ol thelr Iindines.

Ilzing diaries i areas willi low or variahle levels ol leracy can lead o additional
praciical issues. heth's (2003) reszarch inle homeless women in South Alrica used
diaries, and was surphised 1o lind that most ol the pacticipants had sullicieent laracy o
keep a duary. However, [or thosa that did not, there were other oplions avalable, for
example aome paople had thew dauehters or olhar Family meathars ranscribe the diary
Tar thenw. Other options wclude leasing paopla wil tape recorders o verbally record a
Journal endey avery day, or visiling participants regularly 10 diciale a varhal diary. These
oplions all liave 1ssues, etpecially with regacds o privacy ol sensitive 183ues. 1) another
peraon i3 transcribine e diare, the sense of prs acy associated with a writtan diary is
Toat {Thomas 2006), and even wugh the power relation would be dilTzrenl may leal
muora like an inlery iew. Tape recorded dianes are more dilTicull o conceal han veillen
ones. and the author may be easy (o Idzntily by voice. The risk wilh diary methods 3
that they may axclods subsets of the populadion who have low levels of litaracy,
potentially shewing resulls.
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For this project, the researchier hrought saveral chieap MP3 plavars, which had a voice
record function and bl in microphone, i addition 10 an M radio and musie
plavlback. T was inlendad thal these amall devices would he given (o parlicipanis who
expressed a dilliculty o writing a diary, so they could record a verbal one whenever
they needed 1oo. These were chaap enouel (£12) thal ey could be lost or oiven as gilis
1o the paricipanis, were sunple 10 operate, sinall enowelt that they could be carried
everywlizre, and also should not draw altention. sinee they Tooked identical lo common
pockel radios. At the and ol the diary period, thz MP3 playvers would be returnad 1o the
researcher. who could wstanily transler a diedal recording ol the diary ondo a laptop
compuler [on ranscaption o ranslation. Tsaues such as the nead 10 lind a prvale place
1o record e diary and the risk of o being Tound by a F'amily meanitbar remain, bul are
algo common 10 the wrillen diaries. Yel oo parlicipant esprassed problams with wriling
in this particular selling, and in ihiz end this system was not needed, despile inlersst in
the idea [rom some ol the support groups.

The ve of diarce Tor TITY and =0xval health related rescarch iz common in he Toied
States and Canada as it allows Tor more accurate recall ol privale evenls thaon inlercs iews
(Crarry et al. 2002, Leieh e al. 1998) or [or measucing adberence o ARV drogs (Wagner
2002, In these situabions e exira temporal dimension that dianes allow s very
impartant J'or demonstraling (requency and accuracy. One stody in Malaw | used diaries
carried by local research assistantis 1o record casual 1alk they overheard or were involved
with aboul ATDS 10 bars and buses (Kalar 20043 This allowed researchers 1o haar not
only how people alked ahouwl HIY ATDS in dailv lile, but also demonsiraled ihat men
were making vary dilTerent stalements aboul HIW and sex in peer sallings (such as bars)
than in lormal interviews or [ocus groups. A sunilar [inding was observad in s
research project, peoplz expressad wiany problems and sources ol support that had ool
been mewtionad in the locus 2roups. Thomas (2000} wsed 2olicded duarnes o
auccessiully record expariences of women living with HIY in e Capriva region of
Marmubia who weare recervine home basad care. Tn thiz example many of the diaries were
wiiltan by a carer who already visited the individual ou a recular hasis, due o Tow
literacy levels. The diaries revealed a detailed level of emotional Teeling, and
docamended particular stances of conllict and parsonal dilicully which Tzl ped
contewlualize the other dala collection meihods olilized

Thiz was exacily the siluation in this siudy, where the diaries ollered a verv dillerent
view o the research opic. There were no problams wilh Tieracy, and avery parlicipant
wlio was ashed lo hezp a diary compleiad it although paricipants wrote vary dillereni
amaunis. The dianes addad not ooly an individual level of detail. hut as they are eveanl-
hased not anecdotlal as i the opimons exprassed w aroups, ey allowed Tor lhe
validalion of themes lront e Focus eroups. The wclusion of the dimenszion ol Limes was
a valuable addition, allowing the lrequency ol supporl use from dilTerant sources 1o he
sghown, as weall as taresting wsiglis hecause aulhors were allowed 0 writz what ihey
wishad. Although ool all endries were strictly releyant, il was very unporant that he
diaries lisled alot of support that was parl of daily lile not directly related o HTV/ATDS.
Thiz added an eszential context W the siwdy that would have othierwise been ovarlooled:
Mmoal support was nol specilic W the nzeds of peopla living with HIVATDS.

Kegping diaries seemead 10 he a posilive experience lor the participants, they enjoved
writing them. and in mest cases wanted Lo write anether. altlough pact of s oay hasve
heen due 1o the monelary compensation (aboul £83) they recerved [or their time. All
auihiors wanied their dawnes back aller they had baen iranslaled by he research assistan
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and transcribed. and there was a roughly e en mux ol diaries i BEnglish and Satswana,
and soueties both, A decision was also made lo give souie support group
adminiztrators diaries, which was invaluable i eaining sights indo links wilth oller
oreanisalions, ther altendance ol communily maetings. HIV awareness avenis and the
launching ol new organizalions. This dluminaiad the network o HIY ATDS
oreanisalions beller than many of the sami-siructiured witersiews. However, ihe

intary jews were sUll very imporlant sowreas of inlormation, and i1 woold have been
quile inappropriale to asl some sovernuent ollicials 1o keep soch diaries.

4.8 Participant obzervation

Tn addition o the parlicipant diaries, the researcher also kapt a lieldwarl. journal or
research diary (MeXuT et al 2003). detailing key events on a day o day basis thal
helpad log instances of support and nebworking seen while wolunesring with 2upport
oroups and X003, This wag the wmain welhod ol recording e absers atons of ihe
researcher while underiaking several months of volumzaring with suppart groups and
MW i Caborone as parl ol an ethnographie analvsis. D wag also a space o record
lealings, posilionality issues and Instances where there may haw 2 been an impact an
group aclivilies duse 1o the presence ol the razearcher. The purpose ol Hus was 10 ool
only see what services support croups were prosiding, and who they were nelworlking
with, but also 10 baller undersiand e comexd ol suppord Tor PLWHA. The placemants
werg also naeessary 1o earn the wrust ol eroups and individuals whio ad almost all heen
i olved in reseacch projzets helore, and had sometimeas J2l thal ey had ool received
any reciprocal henelic T was nol only riehl Dot o Gacl essental o doomore than a quick
‘dala minng' exercise, and thiz had clearly been the norm lor previows research. Tndeed
thz almpat universal rexponse tom eoverumeant departiments and growps was surprise
whian they [owid that the researchier would be in he countey Ior many months, inslead
ol a lew week s However daspile an inleractive voluntearing approach, this could not be
considered actico-orieniad research, as there was no attemipt 10 instigate changa into the
network (Gustavaen 20000, Tustead. in the basic roles ol secretary or driver, greal care
was laken that ihe researcher was alvwavs conunanded and not commandar,

Ethnographic sludy and participant abservalion has grown Irom anthropological
leldwork wlich “aims at deseloping an intunale an widerslandine as possible of the
phanomena investigaled” (BEekaan 2000, p24) throogh an immearsion in the feld Tora
period of months or vears. Atkinson and Hammerslay {1994 recoonise that there are
twio 1ypes of participant abservalion, essentially passisve and intaractive, the latier which
can be doserbed as;

“he conduct of an ethinoloeist who nimerses her- or limsell i a foreien
aocial universa so as e observe an aclivily, a rilual, or a ceremony while,
idaally, takine parl i it Bowrdieu (2003, p2810)

The am i3 1o obtain a muoech zreater undersianding and comprehznsion ol social
phanomena than could be oltained wilh purely descriptive survevs, ezpecially lhose
usine quaniitalive methods. However i this case the emphasia was oo inleracline in
very limiled roles, suwwe the groups peciormed sensilive and conlidential work which il
wiuld hasy e been inappropriale for an oulsider withoul propear training 10oake part in.
During the nine montha ol Neldworl., approsumalely thres monihis were spant wiih three
dilTerem MO0 and one suppoert aroup, visibing each oreanisation several lumes a weel,
aomatimes seeing all ol them in one day. The researchar ollered oroanisations assislance
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with a variety ol lasks, including
wlitineg letters 1o donoes, greanising
events, and prodocing promaotioonal
materials Sone of these activilics was
instigaied hy the resaarcher as an
atempl al action-crienied regeacch, bt
rellectad the ordinary projzeis of ihe
Eroup.

A kav componend in 2thuography 13 the
craalion of teals. recorded Torns of die
volces and inleraclions ol evervday lile
{Dansin 1997% Densn (1997 augoests
thal ethnographers vse methods

First head to ******** support group. There are
lods of peaple thers, cooking meat and ather
tI"Iir'IQS. and there is now |ats of furniture, more
posters an the wall and some very old
computars, which they say they have just been
leant far a while, but there is no PO er cable
far them. But the desks and things dare a
donation fram the department of supplies, who
apparently have an AIDS committee — or does
the group have friends in high places? We
wirite thank you |etters to peopla that have
helped them that yaar, and irvitalion letters for
an end of year party 1o peaple like local
counsellars, BONEPWA, CEYOHO, Crasiark
[3 clathes store)], the people that sponsared

the rent far the few months, and the local MP,
and some ather couples that have halped
them. Then we do letlars asking for donations
of caps and shoes and transpurt...

includine audio recordings,
phialographs and a3 well a5 wrillzn
transcripuons o reprasent the "other’ in
researcli. While this project has
cerlainly used all these approachss 0 a

o . | Fi 4 65: T le heldwork di e
limiled extend, the main compooant ol "Bure xample fieldwork diary extract

the ethnographic section of ihe research

wad the researchar's Teldwork diary, in which ey evenis weara recorded. A oood
exampe ol hig texl 2 aiven in Figure 4.6, in which the rasearcher was ahle (o record
the areanizations which ong ecoup as worked with during the year whila halping them
tvpe lhanl-vou letlers. This demonsurates the type ol volwieer worl. undanaken. olien
a3 a secretary and dover, since the researchier was privileged lo have a compuier amd car
As Dealarmond (2004 noles, wlule participant aobservalion may wclude occasionally
helping oul e mtention is wsually o waleh the work haing done, ool actually doal Tt
should be noted that croups were explicily informed thal the reszarcher was using thig
time o observe e group acilvities, ad suwce the oreanisations had all heen involved in
other parts ol (he resgarch, they had a prior understanding for the aims ol ihe ressarch.

Kals (1994 ) noted al the thne that ethnoeraphy was rarely a central part ol research in
ganoraphy, hul recently much more research has bagoun W incorporate an ethnoeraphic
(wction. There are even szveral studies thal have looked specilically at HTY 1saues (22
Hursch et al 2007, Sivaram el al. 2007), the latiar even soccasslully using parlicipant
observation o exanuna social nebworks, annilar 1o the aims ol this project. However so
ar this research has [ocused on exanuning nsh of HIY inlection, not the support neads
ol PLWHA. An alhuographic component was Ideal [or a siudy in networks of suppor,
hecause the rezearcher was ahla 1o obsary 2 which oreanisations visited and ware vigited
by oreanisations ovar a period ol time, detailing the netwaorl Tinks whicly could then he
mapped (zee secuon 7.1 Tt alio allowed the researcher o chazrve [rsi-hand the
collapse ol eroups. collecting dala in corcumatancas where participants wers 100 busy or
atrassed 10 be formally nters lewad. Aclly ey olumearing with the groups not only made
the long ime more worthwlule than just 2itling on a chair and observing, but also casve
the researchar a closer view ol the projects the ercups wara running, and how they
tackled problems. The diary alao became an important pecsonal record of the Neldwork
for the rezearcher. recoding memonzs and feelings Troo a sometines stresslul and
culturally jsolating axparience. Thase aspects arz discussed (urther o seclion 4,12,

Howevear, there are also problams inherant wilt this Lind ol approach, especially ina
danger ol the research hecomimg oo loosely Tocused. Bourdieu (2003 notes thal there

74



15 an tnherenl dillicull posiiion when the researchar auns o be tvolvad o the
expariences ol the social contexd thay are studyving, and becomes both subject and
obyect. Athiaon and Hammearsley {1994 also realise that the dilTerentialion hetween
521" and 'other' in ethnoeraphic tex13 8 a problematic issue. Bowrdien (2003) sugoesls
coundering s by axaruning e s21’ in the same way: since posilionality of e
researchier 15 20 important m this appeoach, ere nust be an attapt 0 pod ihe
researcher's ethnozraphic expearience throush the same sort ol analytical depth that 13
applied o the the dala collected more explicilly "on' parlicipanis. Howeawver, since the
approach waken o this project was w ool hecome involvad in the lunclional work ol ihe
group. this dualily s nunimized. However, it was imporiani o consider the iipact the
research liad oo the eroups. somelimas parhaps acling as a source of practical support
lar the areanisalion. and also rellecting on the research dizuy during the [aldwork
period o idzntily 1siues with posilionality. One such ssoe was during he oreanisalion
ol the PLWHA week workshops, where there was a rish ol the researchize hecoming oo
i olved in the planning process, and a decigica o slep back rom the process showed
how groups were dividine responsitalities themselves. Every data collection meathaod
allects the research process in some way, and it i3 imposaible o inleract with the Neld ol
gludy witliowl cawsing some kind ol inlluznee. Researchers should be avare ol this, aond
lake steps o minumize any inlerlzrance which coold skew the [indines.

Eventaking ito account these limnations, hare are impactant areas of e research
wluch the ethnoeraphic siudy can illuminale, especially in describing the operationsg and
sleucture of the support groups, and several inslances wheare aupporl groups experienced
dilTicully. Ethnographic methods are alzo inharently exible, and lor arzas where there
has been litle detailed research, [or exampla in the roles ol suppord groaps for PLWHA,
an open appeoach can be Muminating, and an umportant looadation Tor Cueiler

i esligation. As expected, the participant obsarvation led o a greatar undarstanding ol
tha reasons behind processes in e natwork, hut uy addition also allowed he researcher
10 acl a3 a 'My-on-tha-wall’ when two oroups eollapsad. As normal sources of unding
dried up, ihe researcher was able 1o watch the croups altempt 1o gain support lrom other
oreanisations and individuals, directly demonsiratiog the lunclioning ol the suppo
network [or individuals and croups. Resbnctions also limded the services the oroups
wera abla o oller, and by ohsarving which services wers the lasi o be cut, i1 was
possible o see the prionties of support thal were oflered, a5 well as how idiyvidual
aupportive 2lationships continuad bebwean aroup members alier the Tocmal struciure
had ceased 1o lunction. These dizcoy eries are delaled i Chapler 7.

4.9 Tran=cription and analyris

Transcriplions wera codad with the use ol qualitative computar assistad analvais, o lag
and code sections ol lext with key themes (Day 1993, Tope 21 al. 20007 This involved
creating a coded datahase ol a transeription, where senlences and words can he
highlighted 1o draw attention lo recarring themes. Tt should he noled thal althooeh s
process olien allows the polential 1o guana v s data, [or exampla by allowing
conclusions Wy he drawn Trom the number of times certain key wordsthenes appear,
this can be nusleading and unless a clear dedoclive analvaig (rameawork las heen
apecilied, can he conlradictory 1o the research desion (Popea el al. 20000,

Some researchars have advocated Tolerpretaliy e Phienomeanological Analvais w0 extract
perceplions of ived experience i haalih and paycholoey setlings, and s can ba an
addilional lectile approach 10 e analvsis ol transeripted texs (Sl Janan and
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Qsbarn 1999 However L1 commonly considerad thal the hasl way 1o gel a legl [or
groups and themes s 10 condoct multiple readines of the lranscribed sessions helore
alempling compuler basad analysis (Gerson and Horow il 2002 ), and this was the
approach talen in s resgarch project. al least thiree readines ol the t2ad weare made
helore coding and analysis.

Creating accurate transcriplions, especially [taom seami-strociurad or unsuruciured

inlery iews or oroap sessions can he problemaiic, even hpossible, Kvale (19960, pl13)
notes thal ranseriplions are “artilicial construclions 1Tom an ocal 10w ritlen moda ol
communicalion” and thal researchers wsually see wrillen tranacriptions as hemg lile raw
daia. the canwral, wiediled and hnpartial data soorce. To Face, Kvala (1996, pl 13) pounts
oul that “every transcription oo one condext o another nivolves a senas ol judzements
and decizsions™ and that 1L 15 very dillicull i a weitten ranseeipl 1o ged the Tull nuance ol
aspoken evenl. Coding schemes hat record pauses, mllactions and even sarcasm should
he consislently applied, and consideration given o who conduclds the transceiption, a3
the researchar or research assistani rather than a third parly wax he the bast chioice.
Altampting 19 heep the noances ol oral lexis s umporiant 10 caplure the complexily of
ethmoeraphy, and nol give prioniy 1o wrillen 1ex1s over oral lexts (Crang 20035). a
dulTicull balance o achies e o the conldext ol a ThD thexis. To keep the (zel ol he
tranacripls as close w the sesaions as possible, there wag lillle attenpl made o "correct’
the speach in tzes of erarmumar whan English was osad, and pauses and hesations
were noled. This can ool ondy show where pacticipants hasve pavsed hecause they are
digcussing a prohlamatic igsue, ol also pravenis the researcher making correclions o
ganlence siructure which might subly alter the rust of e arcument. The unuog ol the
transcriplion procass 15 also nupoclant, it eenecally consgwderad Lo doil a3 soon aller
the evenl as possibla, Weangral (2001 reconwmends immediately. This was precisely the
approach lalen hizre, same-soructored ey iews and ocus aroups ware ranscribad in
the same wesk they weare conductad wsing an aodio recordineg ol the seasion. This was
doue by e reseacch assistant for e focus ecoups which ware at least partially
Setswana, while e iterviews in English were tranacribed by the researchar, Diaries
were similafy transeribed by he research assistant when i Setgwana, and the
researcher whew in Enalish. Names and places were Inunediately anoavmisad, and
replaced wilth codes or numbers lor each parlicipant. Each sentence was kepl in a
separale cell in a spreadsheel. together with a nwmber, the code name ol the apeaker, Tor
example Respondent 5, and an approcamate lime 1o allow the researcher o checl. the
audio recording iI'the meaning ol a santence was unclaar When relerning 1o the
tranacripls o the results chaplers. each quote 13 identilfied Iy the groop ar wterviews, and
then e senlence nuwmber i the ranscription, for example §Grmup 3. 24535 allowing
each quole 1o be variliad fom the Tall transcriplion.

Asel ol 2] codes were used 1o 1a2 each senience in the l'ocus groups and inlery iegw
transcriptions, o allow analvas ol the complax tex18 which were crealed lrom the audio
recordines. These codes are shown w Figure 4.7, and geew [ton the hemes idanliliad in
each senlance. Allar franscription, a list ol all themes mentioned in each senlznce was
recordad, Gow example Camily, sllema or education. AQ2r this process had heen
compleled for all the wtervigws and eroups. he kev themas weare chosen baged on the
moal sienilicant themeas whicl occurrad in all e lexta, and the aims of he research
questinong. Another reading was made, this lime 1ageging each senlence wilh oue ol lhe
codes in Fugure 4.7, An example of a coded transcripl 18 found in Appendix (v ). This
process was an alempl o 12t the texd dsell suggest themeas Tor coding and analvsia, and
1o lirrud ihe Tnases ol ihe resgarcher when choosing themes. Even so, e researcher 13
aull makine decisions and imposing cataeories al this slage. bul considaring the
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reflexivity process, mulliple readings and | ARVT Anti-retrovirals
immiersion in the field, it is heped thal this | Comm - Cammunication
process is both transparent and informed. | Defta Change in situation
Regardless, this slage still represents a lack | B0 Donations

. . . Drctw Directives - farmal plans ar
ol participant condrol over the post-

. . . o documents
discussion analvsis, and this is ollen seen | gy

. ) o Funding
a8 a polantial weakness in participatory Fret Friction - something that slows
researcly (Moss 1994 Mullings {199 networking
also noles thal reseacchers almost alwavy | Gds Goods, equipment

hase more power than participants whan | Gndr Gender

codine data, and i i3 important Tor e Info Information

= ] T Int Internal issuesiroblems
rescarchier lo consider this in research

- : Kee A key quate

desien and coding. However others have |y Needs
arcuad thal participatory cesearch by 13 MNetEOW  Metwork with Govemmeni
desien and applwcation auwtomatically MetlND  Metwork with Individuals
involves some processas ol peer NetNGO  Metwarking with NGOs
verification and triangulation (Keshy et al. | Pl Falliative care
20015), as methods are used 1o discuss gfl gﬁ_ﬁ’lmﬁ Groups el
dilTerencas and provide a muliplicity of Sppt Sulps;:}rtuman capitd
dehated opinions, rather than ane angwer. | g, Services far PLYWHA

Willi regards 1o locus group analysis, there | Figure 4,7; Codes used for triansulation

15 an added need 10 reprezand these
multiple ndividual vouces i the analyvais, as wall as the eroup consensus. Calleral and
Mhlaclaran { 1997 note that coding ou 118 own cannol adequaiely capure encupy dynanucs
or tha Now ol apuunns durine the session, and advocate coding and noteaking dirzctly
onio the seripl in addition lo the selection of ey sentances For coding thal lend 1o lorm
limited isalatad snapshols’ of whal hey zee as a mosving process. For this raason, there
15 an additional 1ag used o code "Key' sentancas, parts ol ihe debata thal were
particularly interesting o vibrant and wouold be suilable 0 quote in the results chaplers.
Albracht, Johnzao and Walther (1993 see opuian [orming as being a progressive 2roun
process, and caution tal it iz impociant o ceilect his in analysis 10 obamn a deepear leveal
ol undarstanding. lience the inclugion o the results chaplers ol sevaral Tull debates
showing the muduple vizw pointz expressed o the group sessions. This nead 1o repraseni
multiple voices and the Likaly presence of disagreziment and overlapping discussions
makes transcribing [ocus eroup sessions nuch more dillicat than one-on-nne

intar lews, ranscripiion may lake up 1o Nve imes the actual leneth ol the session
(Bloor et al. 20003 Tdentifving voices may also be dillicull, 30 11 18 recommeandead that
tha Cacilitalor addrass people by name as ollen as possihle.

Trianguladion was used 1o draw the muli-method stralegy logeiher validawe [indings
(Mathison 1998 ) and 10 evaluate whiy dillecent methods of mquiry may sugeest dillerant
conclusions (Paton 1980, This tnangualalion was easy o parlorm with a compuler
auded sysleny once the vranscropts hiad been coded with e kayv themes. Thsiead of using
daled compuler aided analysis sollware such as NUD*IST and Wvivo, (015 now possible
1o peeclorn much gquickar analysis usine standard desklop search sollware amd SOL.
Thiz sollware allows the wser o search Mor words within [iles, and hichlights docoments
wlich contain the szarch lerms. Trangoripls were (v ped directly inlo a spreadsheet, with
separale columna [oc the lranscription, themes and codes. The unigque codas for each key
thame (Ior esample Sppl Tor Supporty did not ocewr any whare elaa in the esd, 30 using
this search package o searclt (e Sppl instanily hiehlights each transcoiption which
comtaing this code, not anly w one e, but simulaneously acroas all the Tocus 2roup
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and thlery iew ranseripts, and ranked according 1o the reley ance of each documend. Tn
addilion, the sollware shows exiracts of each text, highlishiing where he code was
wsed. Soon ellect, running a search Tor Sppt stantly shows every sentence [rom the
aessions lagged aboul support, and low ollen i1 was quoded in 2ach sessian.

Thiz approach can e wsed in a variety o slandard seacch packages, (or example
"Crooele Desliop', and "Beaele' lor the Linus operating svatem, which was used Gor s
progact. This innoative approach aaved many howes codine and Tormulating searches in
apecialised soltware, and allowed lor 2 quicker and more Nexible way 1o analvse e
daia. Trianeulation was demwansiraled by the occurrance of similar themes across ihe
daia sources, (ram which the [ull ead was compared and discussed in e Tollowing
chaptars. This approach was also used (o lustrate nelworking, as the researcher coald
gearch ihe name ol a particular oreanisation, and the sollware would show every
transcripl as well as every diary, research jownal entry and even ollicial docunents
whare (hal oreanisation was mantioned. These Lay ollicial docwmeants included
govarnmanl policy docaments and reports on ATDS services, anooal reports o ™NOOs,
and the canstitulion ol suppon aroups. These provided an addilional ollicial level of
purrmation. and allowed the research o examine the dillzrances betwaan the intantions
ol support sery ices, and how they were perceis ed by their usars.

Analvais ol ihe diaries vsed sinular techniques and the same code setl. hual addidionally
examined the termporal aspacl, by loeging the Drequency that specillc evenls or 188ues
arz ulilised or relerrad 1o, Aside [ront axdractine quotes and wriangulating with dala feom
the aillier mathods, this also allows (e craation ol visual pig cliarts, Lo shuow the balance
i direction el support, proportion of each source used and the tvpes ol suppon recaived
or eiven. This was nol quantilied with percentages or absolule numbears, sines this 3
primarily a qualitative research method, and it would be weong o inler quantitalive data
rom il Howes2r, they show the rough propoctions, and quickly infonn the reader as o
wlich sources ol supporl wera used maore than othars.

Citving transcripls o the oroups who parlicipated i the locus aroup sessions proswed
popular evan whan the exd was translatad 1o English, and ollered Turther appariuniiy
for dizcussion and ensurine the accuracy ol ihe recording. Thase branscripls were also
highly valued a8 formal records ol the meeting, giving e groups a leeling that they had
not heen 'data-runed’ and aven acted as a stimuadus Qor action and new projects. Tnoat
least ane case a group starled Laking Tormal monuees ol meetings e reactvon 0o e Tocus
and direction ollerad by the transcnbead discussion

4,10 Research assistants and translation

Conducting research in commuwudies whe spaak a dillerent langoage 1o the resaarcher
raises many @sued ol just i lerms ol practicality, bud alao nvterms of rellaxivily and
inlerpretation. Tranglalors do ool lierally [ind allernalives lor words, ol conceps as
well (Simaon 19963 and this will inesiably be stractured Ty dilTerend coltural willuences
between the languaess. The use ol Tancuage shapes, and 15 shaped by, the identily,
relieion and ethnicily ol an individugal and society (Temple and Edwards 200273 Thos o
15 dilllcul i 1o claun that a ranslaled transcripl has the 2xact same maanihe aul quance
a3 the original dialogue. jusl a8 inderpretation by the rexzarcher can allect the reading ol
atext {Wengral 20013, a ranslalocinterpreter adds an extra laver ol conscious or
unconscuous inMusnce. Snuth (1995) sugeests that translations he considared as a livbrid
texl ol Boll languases and coliures. To realising s, many researcliers are hagining o
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explicilly achnowladee the presence ol translalors!intarpraters in research, where
previously ey were a8 invisible as dictaplhicoes or vpewrilers, and some researchers
hawve even oivan assistants a vowce, biography and co-authorship in some cases (hMeth
and Malaza 2003, Roge 1997), Devarews and HoddinolT {1993, p27) descobe thair ideal
research azsiztant as having “perceptive wilglligence, inexhaosiible patience, unlaling
depandabilily and an abality 10 2et oo with all elaments ol the local popalation™

Recruitine the research assisiant can ollen be a dillicult task, and many polential
candidates should he mlerviewead For switalilite, Tnolhis case, alocal supervisaor al ihe
Thuversily of Bolswana was able wo recormmend several research assisiants bz had osed
on sunilar projects, who had all been previously selecied Jor thewr experience. A
research azzistant for s research, Ms Malehogo dMaloealemele, was recruited throaelh
thzae contacts al the University o Bolswana and her presvioos experience i [acilulating
locus oroups was very helplul. She was a nadve Motswana, and liad previoosly acled a3
research azsiztant or a larear HTW/ATDS research project, gis ing har ool just aluable
exparience, bul also an undaratanding al the sensitivity of the issuzs and respaciing ihe
conlidentialicy of participams. To croup sessions she wag quickly able lo earn
participants trust. She acted as co-lacilitator in the focus groups which were condocted
i a mixture of English and Selswana and translailed ihe research diaries which had
bean wrillen i Setgwana, All semi-structurad interviews were conducied in Enelisly, ihe
predominant language [oe ollicial businesa, and so did ool require a translator. With
regards 19 accuracy of translatiog, there wers cartainly a lew situations whers the
maanine of words in Selswana was dillicalt o vanslate, and the common wsaes ol
colowr[ul sumiles and savines could have been conluging liad they nol been 2aplained hy
tha research assistand, or sometimas e groups hemsalyes.

Becausz a translator or research assistant may have commwonalities willy the participants
i altributes hevond lanewage, such a3 cultural hackoround and ellnicily, the researcher
can leel isnlated [rom hisshar own research o people chioose 1o only inaracl with the
research azaatanl (Pasguin and Olaniyan 2004 ). This elTect was munnised by a basie
kinowledee ol Selswana by the researcher, allowing him o participale (1 sessions, 2ven
whian they wera nol in Enelish. This encowraged paople o talk directly 10 the researcher,
and explain things in clearar terms, rather than tall. amongst each-other or jusi wo the
research azziztant However, i a research asaistant s selectad [rom a social croap or
ethmicily that parlicipanis have had conllicl with, or previows had experience, this may
lead Lo participants relusing 0 work with the resgarch assigtant (Twyman et al 19949,
Ml Wakgalemale had praviously worked with HTVATDS research projects, and 2ven
peraonally knew many ATDS activists, an experignce the eroups apprecialed. and was
impressive o many group members. This certainly helpad the rost the eroups had e
research assistant, and acilialed Twd discussion. T was alao important that the same
research assiztant Macilitated and transcrihed the l'ocus oroups. a8 shie was abla o
undarstand separale voices and recall the throst ol discussion during some noiay

debates

Focus group discussions were ollen quite anumaled, and it was exiremaly benelicial for
tha researchar 0 have a hasic bnowladge o Selawana, oot just $o that discusswon could
be understood and directed lowards particular igsues, bal also hacause it made a huge
dilTerenca 1o muiual respact. Many eroups apprecialed and were even amusad by he
researcher's alulily 10 undersiand and speal hasic phrazses, it was cleary a greatar elTiorl
than amue pres ious researchers had made, and demmonstrated respact lor the participants
Y OICRS
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4.11 Gatckecepers and negotiating acecss

Ciatning access 0 iwdividoals and orgamisations 10 conduct research s problematic [or
all kinds ol research, expecially where the project may s olve conlidential inlormalion
abool businzsses or dealing willy sensitive soes, such as HIVAATDS . Obtaining access
requires nol jusl neeotialing entry 10 an arganisation hut alao ensucine thal individual 2
within the orgamzation will meaningully participale in the siudy and provude uselul
inlormation {Shanton and Havier 2004 (ateleepers are “individuals or eroups who
coutrn] information and can erant Tocmal or inlormal esiey and erecesy 1o the setling and
participants ” (Holloway 1997, p77). Holloweay algo noles thal ihare can be allicial aud
unalTicial satek zepers within organizalions, Tor example while managers may have
techinical responsibilily over accass, i1 3 oflen secrelaries thal mugi be won over [or the
researcher o cain access o individuals or informalion. This was cerlanly the case will
one donor oreanisalion, who made il dillcull (o directly contacl project ol Ticials.
Patience and a polite alliluds were essential locls in conducting ihe research, an
observation echoed hy other researchars (e Moser 2008). Somelinies even when
galekeepars have heen parsuaded Lo asaist i the researcly, hizy can sl deny acesss o
peapla who may be mosl relevant 1o the resegarch, may hasy e their own agendas or anly
recommend thaic personal THends (Yalenling 2005 ). Tndividuals can alao have
galehaepers. allen husbands act as galeheepers for hair wives, and nwst be consiantly
necotialad wilh 19 gain and maintan access and trust (dandel 20033 Tn siuations
whiare (he recruilment ol pecple with particular stigmatised medical conditions 13
required. doctors or medical professionals may acl as patebheepers, either (o details of
patients, or 10 wdividuals themselves,

Thus rezearch must have shratzoies for gaining access and negotiaung with patzkespears.
Pronciding informalion abouwt the research is a key siep, not only 10 consince people thal
the project 15 worlliwhile, bul alao al i1 mughi be o ther wierest 1o g2t involvad. Tn
aome siluations the researcher may nesd lo olTer incentives, pogsibly wilormalion, or a
loneg 1arm slrateoy with becomung parl of’ the relevant comnwnilty may he necessary
{5hanion and Hayter 20047, This was the case witl one ol the supporl groups, who were
reluctant 1o lake parl in the research belore the researcher had aereed 10 assist the aroup
by volunteening on a particular project as part ol the padicipant obser alion.
Cialgkeepers can alsa exist wilthun e academic commuanily, resiricling research into
senailive or conlroversial topics, and directine themeas and aims of research (Broadhead
and RisL [974).

The Tngesst problew encountarad in s area was ablaining a resgarch permit 1o
comduct the Naldworl., Clearly here were a greal number o applications [or research in
Botgwana, and making a convincing case lor a social rather than medical stody was
dullicull. This was comhined with lozisiical ssues, including applicalions lost in he
post. and the Bodswana research deparimani movine ollices, whicl led 1o a & manth
delay in gtarting leldwork. The research perniil was aranted with strcl conditioons on
whare lleldworl could take place, which while compatible willi the orieinal research
plan, limiled he oplions availablz lor recouiting othae suppor groups wlien wo
collapsad durine the zldworlk period. On a more posibive note, he resgacrch parmil
required the co-operalion of local supervisors i the T ersily ol Botswana vho were
an wvaluahle sowrce of support and ex partise. Once the project was acceplad, caining
trust witl some oreanizations sUll proved dillicalt, althowszl this seemed Lo be mora o
dor vl widar issues, Tor example some oreanisauions ware having with 8sues with
atahility and trusting athers, rather than a reaction w the research spacilically. Most
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oreanisalions wele very willing 10 ba wivolved, and zos ecnment departnients werz very
open abowl participating n researcly, moeh more $o than private fundine bodies, Tn
every case a eradual bullding ol trust was necessary 1o Macilitale access 10 oreanisalions
and wndividuals. However there i3 clearly research (atigus in Bolswana, and several
oreanisations caommentad thal ey rarely recaiy ed any resulls (ron research they had
participaled in. In ihese cases the researchar spent many maonths volunilesring with
MW and CBOs w eain Uast, an ingight into the workings of the oreanisalions, and o
improve the parceplion ol researchers or Iulore soudies.

4.12 'In the ficld' and 'Leaving the ficld’

Tu recent decadas, iraditional ways of conceplualising ‘e lield” and what conslituies
leldwark has been challenced, espacially by Femunist thinking which aimed 1o plucalize
and blur the old dicholomy belween leldwork whare dala 18 collected, and desh work
(Kals 1394} These aotions have highlishted the concepst thal not ouly can one he
intaracting with aspects of 'he Neld' throuelh elephone conversations, the itameal and
mainsiraam media, but also thal researchers are 'always w1 the Oald' (Kats 1994 pisTY,
thinking and studying where ever they are (England 1994 We must alao consider that
lield-sites and research instiutions are all inlTuenced by global Factors. ihe Tocal is an
exprassion of elobal Jorees, and muost be considered in ihis conlext.

For example coe mosi consider the relationship belweean the academic communily and
thz host country, which mighi ave political reasons wo he suspicious ol research lrom
loraign instilulions (Davarews and HoddinalT 1993, Although the Tormwdation of s
discourse may nol have a direct bearing on the researcher w question or the eroup haing
researched. ihe wider cullural and social conlext can liave an impacl oo the success and
possible depth of research. The ol oby lows example ol ilus 13 cultucal norms
auwrrouwnding race. gender and ethcily (Kobayasli 1994) and there are ceclamly 1s5oes
ol equalily based an eender, race and sexualily 10 Bolawana However, oraien worlers
and researchars sgam o be welcomed in genaral, and there seems 10 be Litle sligima
altachad 1 spciety 1o baing of black or white shin.

Devereux and HoddinolT ¢ 1993) recommend that researchers build links with research
inatilutions in the country of proposad research. 10 buld local support and enswre thal
lindings ol the research benelil ihe losi commuomty. Such links were made with several
researchers al the Tniversily ol Boltswana, who made vselul sugeestions. and had
comsiderable expanence on producing culturally relevant research. The degrez o which
one unmardes onzsell i the Nald can have a greal ellect oo the success and depth ol
kuowlades that can he exiracied Irom a pervod ol research. Ey en whan not conducting
ethnoeraphy a3 a formal research method, Des ereus and Hoddino 1 15993) uegest
living as close o the conumunily beine rezearched as possibla, as this can increasa trust
in the researchear, dunnishing their siatos as an 'ouwlsider and give a ereater wsighl inio
local processes. Conducting a cloge period of ellinographic Neldwork Tor seseral monilg
cerainly helpad the researcher undersiand the context of PTLWHA and support aroups.

Field research w1 the social sciences olten uivolves developing close relationships with
individuals and commumities For $21 periads of time. This can be problematic hecause
research can Nwction as an axpression of social relatioaships betweaen the researcher
and the researcl, especially whean in-demh qualilalive research mathods are used a3
hera. Close relationships were lonmad 25 pacially while valunieecing with areanisalions,
with the researcher being inviled 10 some social Nuncuons run by the aroups. This can
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potantially cause some ethical problems, especially whean the proxioity of (e
researcher o peopla Irom dizadvantaged groups can conllicd with noticns o impartialily
and ancoymily in acadenuc reseacch (Laine 20007, T these siluations Laine {2000
augoests that it 8 critieal lo continue a trugl basad relalioaship rom the ald o prind,
a0 thal e writtan ceport rellects the same sensidis ily and norms thal would he used in
the Nald. Considering ihal the research parnit st palates hat copies of his thasis are
made available 1o the Bawswana departiment o) Tialih and the TTaiyersiiy ol Bolswana,
thera is a uselul pressure when writing the research 1o ensure that the docwment (3
respectiul 1o pactici panis, not josl because it s the rigl approacly, bul alse hacause
participants could be expectad o read the conclusions.

Enterine the lield can be stress(ul experience. ihe rezearcher had Tew [fends and no
aoctal condacts o the st Few wesk s, although there was a groap of lellow research
gludenis front the Tniversidy ol Botswana and across the world who quickly Tormed a
model example ol a social support network. "Seltling in' 10 the Bolswana conlext took
tme, not just o terms ol loding accommodauon, transpocl and mestine practical needs,
butl lzarning Selswana and understanding cultural norms wera impoclant processes m e
(il ew months. Sharing accommaodalion with a Modswana certainly helped o learming
how o [0 in, hut wlormal support and assisiance, especially with language and adyice
wag also given by many people working with HIVATDS organizalions dwring the
course ol he ressarch

Theare ara alao issues inhieranl with leasing 'he Neld' alter an extensive pace ol
Meldwork. Oblieations 1o people who were thvolyved in research may continue, even il
thera is to [olloae=up, tn many cases social bonds are created. Tndeed i1 was dillicadl for
the researchar o leave ndividuals and oreanisations when so many monilis had heen
apent volunteenng and vorlking with heam, and once hack in ihe TK there were
occasionally Tealings of guwli hat iU was no longer possible o balp groups with
problems and evenis. Tt could be argued ihat the long period ol solunteering with oroaps
could have bzen harlul, dus 10 inlerlerence wilh the research, and dependency on e
researchier a3 a volunlesr. However groups ware alwavs aware ol the length ol the
Neldwork process, and knew when e researcher was leavine. While ollers ol ume and
gervices ware alwavs made o eroups, a cuideling of nol providing monedary assislances,
althouel al Lines dillicalt 1o adhere o, was undarstood by the sroops and reduced al
least this level ol dependency. As Tor inleclering with reseacch by having the researcher
hecome a lorm ol support W a cerlain extanl, this prohably had a munomal impacd, no
group mentioned he researcher as a source ol suppord w the exarcises, and assisiance
was usually on a procedoral Tevel. Tor example printing lettars or driving amup
mambers 1oomeelings. This support was alvavs requesied, and ool suegesied. Lo 2nsure
thal the researcher did not instigale something that was ool an ardinary eroup activily.
Alter the Neldworl, ol can also be dillicalt [or researchars o adjosi 10 2 more reeular
pace ol lile when returning o acadzmic instilutions, and they may exparience 'posl-
Meldwork blues' (Davergux and Hoddinol T 19937 when the job ol wrong up reseacch 13
not as challznging or engaging as I'ace o ace iterachion willy participants.

4.13 Rescarch in develaping contexiz: Power relations: and "{Mhering’

For researchers [tom developead countries condocting rasearch in dasaloping counlries
problemalic issues can arise due o the inharant power relations between developed and
developine countries, many surcownding ihe labelling of development’developing
regions and the 'development projecl’ (Escobar 1994). To conducling research, it 13
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impariant al least 1o be conscious of ihese power relations, and mediate tham or include
critical sell-rellexivily {(Kapoor 2006 and explicitly include in the design of the project
praciices and methods that allow the vouce ol the 'subaliem othar' (Spivak 1989)
Cliambers { 19977 atates thal il is imporland that the reality of disadyantaced groups 3
exprassed, and that they are allowed 1o eaprass thelr own voice, rather an having
others [rom mare privilesed hackerounds creata an inlerpretalion ol thewr reality,

Partwcipalory mellinds hasy e been inerpreted ag one wayv 10 redress power 135088 in
research in developing countries, and were adopled hare as ong way 10 mitigale hese
powear 153ues. Yel others warn that they do not oller panaceas l'or all ihe etlueal,
polilical and praciical issues ol Neld investigation” (Kesby el al 2003, p[43% Parparl
(2002% arones thal ool znough stodies have been made of power in participalory
mathods, and that they allen Fail 10 lackle overarching power inequalilies, either in
aociely or the research process, and can sull be inlTuenced by Tocal power slruclures.
Clearly participanis o this sludy are allecled by ihe power relations i Bolswana that
make PLWHA disady antaged, and addressing these (3sues in such reszarch could he
arougad 10 help address these mequalities. Howes er oiar thinkers, in particular Thapar-
Bidurkerl and Hanry (20043 s2e power relalions as baing mwoch more complicated and
dvnamic, and suggesl thal powear 15 continuously rengeoliated throueh the course ol a
research project. Tus (s well with e nolion of networks vsad in e siudy, in which
poveEr 15 4 Tw omway (low:

As s sludy was located o an Alrican natwon, 1t 1% advisable o engage will the
development literatuwre. However Botswana is ganerally considerad by econouusis 1o he
a nuddle-income country, with higher levels ol economie and social development than
mosl 'developing countes. [Chas o GDP per capila of $35. 280 (World Bank 2004), o
literacy level of 79 8% (CTA 2005), and decades ol peacelul democratic political
process, all signs thal Botawana does not 10 the Tabel ol a 'developing” cowntry, Thus
comdiderute il w this way could be considerad a Torn of posi-colonialism ar "othenng',
whiare i1 18 assuned thal because the domnant culiure and ethnicity 15 black-mon-
Wealern, 1l should be labelled dillerently. However Botswana evidenily shares sirong
cultuwral similarities lo olher countrigs in the region, and some sections of e population
have econonuc and social levels more akin o daveloping nations, bor example some
32% ol the population are underncunzhed (FAQ 2005% The inequalities in Bolawana
maan thal neithar a blanketl description ol deseloped ar des elopug adequataly deseribes
thz complexity ol sociely there, and one could arcus llus applies o many ‘developed’
coundrigs loo, Jouas (20000 sugeesta 1108 anly a popalar dichoomy that separates he
kind ol research done on disadvaniaged eroups in Fiest' and "Third' world nations.
Houtww and Naerssen (2002) daseriba this process as bordering' — the crealion ol
barders that separate people of dillerent development lavels, similar o the use of
'olharing' 1o distance penple rom odlzr coltures. They argue thal inherant o this 15 a
lendency [or ordaring, descoilbing ane group of people a3 baing superior. or closer 1o lhe
domunam society. This could he considered a post-modern crilique ol dayelopmeant
labels, but also an altack on bz obsession with dillerence in post-mwodern resaarch
(Houtam and Nazrssen 20023 and also ranking or hierarchizs (Marston el al 2005 ).
Thease 1s2ues have strong implicalions on ibe rellexivily and posilionality of the
researcher. and how they conducl rezearch. However, it 18 also imporian 10 aole thal
racial, class and cender issuss may not be the most oportant barrers 10 successiul
research, i [act Moser (2008) found that unversal qualities ol social skills, politeness
and genuine wtarasl, i other words persanality, were much more Inportant Gactors.
Thiz was ceriainly the experience ol the researchear in Bolswana, where commitmeant
and respact o partici pants was the key 1o Cacilitaling successiul partinarships.
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While the rezearch look place wilhin a context in which there are wany developmeani
progacis, the aim ol the project 18 nou o align dsell with a development approach, bt
consider the research as heing prunarily a social support 1sso2. Even though Bolswana
mayv liave a greal level ol inequaliy, the stale certaunly lias enough resourcas o pros ide
atreng iers entouns, unlike many deseloping nations. To adopd 2 proper post-
davalopment stance, the rezearch must acknowledge the devalopuent paradien and i3
inluanee, bul desion an approach, that while colivrally appropriale Gor e comasd, 13
not demeaning and tries 10 address power halances, Some authors have specilically
noted contradictions in the teeminalogy and appecach 1o HIV/ATDS epidemics in e
Weil and developing nalions. The HTY AIDS epidemic in Alrica 15 olten hlamed on ihe
pure "Alticanness' of people 1 the continent (Chiabal 199G). where the concapl of
Alrican over-sexualily has hacome an miguastionable trwsm devord of 118 cultueal
context (Jaross 19927 Most imparctantly James (2004 ) has oolded that researcl, on he
prosision of care and support for PLWHA i developing countrizs s lacking compared
1o the Tocus in 1he Wesat

Divel {1999 p243) speculates thal “new debates and inalleciual turms o docwocultueal
ganoraphy... |are| calling lor more nuanced accounis of the conldexiual shaping ol hzalth
and tluess™. Research needs do shull wwards consudering how culiures and landscapes
allect HTY posilive indiy iduals henmsely ea, and rellect w deseloping nations e
cultural turn n Geography {Cosgrove and Jackson 1957 As Parker (2001 noles, lhe
HIY epidemulooy has shilied oo Tooking at the behas iowr of individual 10 examine
the culiural and sacietal [orces hal lacililate the spread of e inlzelion, especially
aocially construcied notwons of sexuality and dasjance. The nexd logical step would ba o
oo bevond epidemiology 10 recoenise issues allectine the quality of Lle Tor people
inlzcied with HTYATDS, ag 3 the norm i hiteralure [ocusing on developed countries.
Thix, al Teast in terms of e boundaries of this reseacch. can be seen as a praclical way
1o move hevoud posi-devalopoient critigquas (svostad 2000 T could howeaver be argued
that thiz is possible because the remil ol the research does not directly address e
traditional development project areas ol 2conomic eoowlh, [ond security, Tormalised
educalion or Weslern health provision (Eacobar 20060 ).

Reapecting the culiure and especially relicion ol participants was vary unporiant, and
the researchar las taken eraal care 1o ensura that the discussion rellects he impoclance
1o the parlicipanis. and ool e balials of the researcher A good example ol this 3
impartance ol the church and Giod o many participants, a facior nol propery anticipated
by the researchier's own assumplions. The leadback process, including the production of
a prosasianal report and workshop o stimuolate discussion wilh parlicipants was one
galely nat 1o minimise bias, and the participators methods anolhar, bul as previous]y
atated i 12 impossihle o completely remove g influence ol the researcher [tom such an
emalive and perscnally engaging project.

4,14 Feedbaclc

Citvine information back 1o parlicipanis and the host community 14 an essendial practice
ol ellucally cansiderad research, in bolh developed and developine seltings. Feedback in
research could he considerad 1o be more crolical than in policy consulation, because
research rarely produces direct benelils to those who take pan o give their opinions.
Feedback can also be a wselul methad of zaming ereater undarslandine and a mare
accurale nsight, especially iCinilial conclusion documents can be produced [or
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discussion helore the pernod of leldwork ends, and comments gleaned fron s
malerial {Twvman 2 al. 1999). ot andy does dus hprove cellexivily, increasing he
accuracy ol conclusions made by the researchar, I may slimualate more debale on wider
issues thal had not been considared belnre. Thus the whole research project was
desienad 1o have a componant al woold 2nable recipeocal comment, and cive
parlicipants a sense ol inclusion.

To achieve thig in the conlext of doctoral tudy il is impactant that malerials are created
that are in an appropriate Goem Gor e pacdicipanis, who wouold nol have e Lme or
inclination o read a 80000 word thesiz wrillen in acadamic prose. Crogswal] aud
Curtice (1994) recognize hal withool thiz dissemination stase, thare 14 a rish, especially
with health hased research. hat the (indings do not reach the audience that the research
gludizd, espacially considarine the lack ol public access W academic journals which are
aomatimes e only point of dissemuoation lar research. Flaskerud and Andearson ([$949],
advocale a two-lold sirategy Mo dissermoalion. one addressineg the prolessiooal lield,
throwgh ihe standard production o journal aclicles, bools, and conlzrence presentalions,
and the second addressing the communiiy Nald, throoeh workshops and «isils o
relevant contmuily organisalion.

To address thesa issoes, summanes and diagrams reprasenting ey [ndings and 19303
werg craated Gor iz study, in alanguace and Toroa thal was appropeiale Gor direct
dizssemnation hy ihe paople who ook part in the research. This incloded verlal as well
a3 written malerials, vy condoucting a leadback workshop [or parbicipants, whare a shorl
reporl, writlen o non=academic language with diagrams and illusiralions, was used a3
an opparunily Lo the researchead 1o comment and inllusnce the conclusions of the
sludy. Bevond improving understanding, it was clear thal parlicipanis appeeciated us
process a5 valuing thew contribulions, and having someathing laneihle o lake away (rom
il. The report was printad and presenled (o all individuals and oreanizalions that ook
part, and alse made avallable on a webaile thal summarized the research projact

(wewow danlreak nevreszarch ) All participants wers alan given a copy ol e research
proposal, wrilten in both English and S2tawana in eenaral, non-academic language. This
included conlact delails, and encouraged parlicipanis lo condact the researcchear i thex
had comuments arising lrom the research, or Irom the [Indings ol the deall report. The
linal thesiz will also bz submited lo the Botswana Mimstery o Healih, as well az the
Thnversily of Bolswana as stipulated in the research permil. This 18 an ioportant policy
wluch helps ensurz that research conducted by foreign academics does nol remain

% ETSEN

4,15 Ithics

Tu all research projects there are ethical issues which can allect he desien, execulion
and lnal cutcomes ol the prgject, and these are especially apparani i studies such a3
this which deal with disadvaniaged people. These ethical problems arise hacaose “the
researcher 15 athically and worally responsihle 1o hisher participants, ihe research
aponiors, e genaral public, and hechis own beliels™ (Kitchion and Tate 2000, p35% Ooe
should perhaps alao add academic inatitotwons 1o s gl a8 wdserdilies n parlicular are
making etlucal review procedures and guidelines compudaory [or all new research.
Ethical problems or dilemmias arise when there are conllicling nzeds hatween wo or
muore ol thase parties, and e researcher mvst use hisher judgement on how o pwroceed,
ollen having 1o balance the nesd Lo complete the research and proteciing the mierasiz ol
those wvolved inthe research. Laing (2000 pl )y states that “ethical problems and
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dilemmas are a necessary part ol Naldwork™ and are inevilahle in social research that
necesailates alavel of proximily o subjecis, aspacially when researching sensilive

arzas. Tha aszartion that the researcchar is alwavs al the centre o ethical gsues made
the delinitwn Iy Kitchin and Tate (20000 15 alzo eclwed by Soobrasa (2003, pl470) who
alates thatl especially in qualitative research, researchers musl acknow ladge that “truth
and polilica in resaarch 15 i ellzcl a conlromation with onesell™ and ihos tat rules aond
guidelines For ethics can only go so far, considaring the dynamic nalurs of a research
procesd the notion o sall will alwavg have Lo he the vardstick Ty which allical

decisions are made,

When conducting [ald research in loreion cowitries, hare may he addilional ellical
comllicis for political reasons, ihe researcher will alae lave 1o ahide by gwdance (tom
local or national sovernmend, and this may be in contrast o the best intarast of the
researchied population, or the successul collection ol some data. This is especially
relevam with marginalised aroups who may he under-represented in polilical procass, or
in conducding research o slaies with opprassive regines. This could lead 1o prassure o
waler-down conclusions [rom some research areas, ar evan 10 leel obligaled 1o present
(udings i a cerlain way that iz henelicial 1o warginalised people. Covenunents may
algo ool value certain qualilalive methods, and may ha seaptical of conclusions that
dizaerse willl thew own research or ollicial Tine. This did not 2eem 1o be the case in this
research project, eovernmend emplovess were happy 10 co-operate, and (reely spoke an
the record abow problams in cerain projects.

Historically, people Tiving with HIV ATDS hay e (allan into the category of marginalised
peaple, aal just bacause they have an illness thal may make tham practically

dizady antagad, but also hecause they are a sigimalised group. Ansell and van Blark
{20031 have notad thal research on FLWHA can be strassiual Tor participants who are
aomatimes ancouraged 1o dizcuss dullicull personal and emodional issues. They iuggest
thal some regearchers aven try 0 avoid addressing enaotions w such cesearcl, hut that a
heter approach is lo male the Focus on a spacilic 1s3ue. in their case mieration nol
ATDS ilsell’ This was he approach aken during mocl of the research, wheare e Incus
was on supporl systems, ool directly on HTV ATDS. Tnaome group sessions people sull
sharad personal and ennotional stories, Gor examiple discussing sappoct (o spouses was
dulTicult Tor paople wlio had lost a partner 1o ATDS . As Ansell and Van Blerk {2003)
acknowledoe, athical problems ollen anse in such research, and the researchar should
not allempd o znore the enwlional aspect ol the $lody.

Tasgues of conlidentialily [or paricipams in this research were very unporiant, bacause in
many situations pecple do notl make their HIY stalus pablic loorwledee, and protecting
this s2crecy musl be a key ellucal concern al the researcher. Therelorz delailed elhical
guidelines were construcied belore Naldworl began, and appraved by all relavani
partizs: the researcher, the universiies of Shallield and Botawana, local government in
Botgwana and during the research, the participants themselves, To go 20me way o
ensure il participants hay 2 some control over the research, caralul ellort was made o
ensure tial the reszarch is a two way process thal continuously inlorms bath the
researcher and individuals and ercups. This iisell helpad 1o mitigate polential elhical
issu2s by ansuring hal participants are awara ol ther cighis 1o make sugesstions, aond
not participale in discussions they ezl are inappeopriale. The research dried 1o Mully
respect the righls ol individuals and groups o privacy, canlidentialily, consent and (he
abiliy o parucipate o the research voluntarily and withouwt hasving disteeas or harm
caused oy thenw Parclicipanis veere made avare ol these rights, the purpose of the
research. and ol their righi 1o opt out al any time by a hoeling belore the #an of aroup
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gessions or wlerviews. & consent form (Appandix v) delailing ihese righis was made
avallable in Setswana and Enelisl, describing the purpose ol the researaly, use ol the
daia and what was expectad rom pacticipants. A wolce recorder was used o
acknowledee verhal consend Tor eroups, and where individuals were unwilling or unahle
1o 2ign the writlen Torm ITnthe end thare was only one participanl Ivon a loomal service
oreanisation who decided aller sezing details of he research that they did not want 1o
lake parl. seenungly because they were unable to obilain the consent ol thewr superior

To protect e identities and HTY status ol parlicipanis, the dala in (s project was kepl
conlidential and secure, espacially the diary entries, which evan when anonyimised, may
contain alevel ol detail thal could enable ideniilication ol the subjecl. To combat this, (L
wias suzeasled thal parlicipants did not wse the real names ol people and places they
dizcuss i the diare, bt they were also aware tha all names would be changed an
tranacription. The pariicipants were assurad that no extensive or complete extracls from
tha diary would be republished, and told thal e diaries wouold he analvaed Gor ihames
in content, and only small quotes were 10 he ncluded in published repocls where
necessary 10 lustratz ey Nodings. The same precaulions were mada [or transcribed
intars iews Irom locus group sessions, and semi-siraciured intarviews. The names ol
individuals amd areanisations who were inlerviewed al an ollicial level aroup
participanta and supporl groups are all anony nused.

4,16 Conglusions

Thiz chiapier has oollined how a malti-mathod qualitative research strateey was
desiened and unplemeanied o answer e kay quastions posed hy e swudy, To start,
thzaries ol knowledoe and research, espacially the impartality ol researchers was
dizscussed 10 ensure that e research was planned, execuled and analysed as accurataly
as possihle within the lumits ol epistemological theory, The selection ol several inclusive
research methods vsed in the project was jusulied. includine the use of 3emi-suructured
intarsyiews, locus croups, and participant diaries. Considarations loc the practicality of
collecting and inlerpreling dala in this way was detailad, examining the potanbial rola ol
researchers and translalors i imposing their prejudices on research in a dillerant
aocielal conlext, especially when translation is required. S1eps iaken 10 address these
issues weare detaled, ieluding a positionality statemeant which allempad 10 mak.e the
prejudices ol the researchar clear, and a discussion of e inlTuence of the researcher
during participani obszrvation. Some problems with Naldwarl. ware explored. soch a3
necolialing access o areanisation and buwlding trust, ohlaining a research permit, and
how wutial Nindings of ha resgarch wera dizseminaled in a workshop 0 inloem the
COITUTI Y.

The leldwork pariod, alilinugh as alwavs slightly dilizrent rom the ariginal plan, was
ganarally successiul. Howevar Fewer focus eroups were conducled than hioped. 5 in
wolal, mostly restricled by he collapse of two support ecoups during ihe course of the
gludy, and e lack ol aliermatives n ihe leld locations stipulatad by the research pernu.
However these locus groups weare all with entremaly enlhuosiaslic participants, and
covared much more depth han had heen initially aniicipated. Sheer quantity ol 2roup
reprasentation was more han compensatad for by the welusion of a transeribed rasearch
wiorkshop conducted at PLWHA Weel. 2000, which ncloded contributions from 12
Aupport groups across the country. 9 diarizs were collecled, providing valuable aiglits
o urban and rural locations, a3 well ag suppord group admunistraters and ondinary
marmbers. 1 Jully transeribed semi-structwred inlecviews were conducied with a vanety
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ol lormal service prosviders, including counselling aroups, hospices, volunleer
creanisations, chiwrch leaders, [unding bodies, and eosemmeand departments Toc home
hased care and the Masa anti-retrovial programne. Volunteering with oreanisations for
gevaral months also conuibated a wide nomber ol nights into the operalions and
dullicullies of supporl groups. Finally, hringing together participants (rom all levels 1o a
wiorkshiop o discuss the results ol the project hecame iisell’ a valuabla source ol
inlormation on networking, throueh discussion and debale willy donors and recipiants
that in some cases lhad not mel formally o Ove vears.

Having sl oul the aims and approach ol the projeci, the next chapler will introdocs the

aupport groups a3 a cotical leatwre of the landscapz ol care, and gtarl o drawve a picture
ol the dilleranl sources of supporl asalable Tor pzople living willy HTY 10 Bolswana
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Chapter Five

Support groups

3.0 Inbraduciion

Thiz chiapler will introduce the support netw ok Ty exploring the role of suppocl groaps
in Bolswana, which are an tmporiant sowrce ol support o people Living with
HIVAIDS, and the widar conumunily. Their rale and struciucs as support prosidars will
be examinad using data Irom locus ecoups, diaries and participant obseryaton lron 3
aupport zroups In the Gaborone region and one oo a cweal Tocation o the north of the
coundry degeribed in chapler 4 The apinion and experience ol formal support services
and sovernmeant depariments will he used o huild a picture of T Supparl 2roups are
geen Itom the Tonmal sector iroush semi-struciured intarviews and wmalerial from
ollicial govenunent documeants and policies. Lastly the role of [ormial support nedwork s
ol support groups will be deseribed. 1o inbroduce 1ssoes raised in chapler 7, which
dascribes the decline v networking and co-operation belween suppon services. Al all
alaees supporl and resources will he examunad in e condexd ol a netwarl., descriting
tha Mows between individualz and oreanizalions, as well as Jactors thal are andaring co-
operation betwaen support ernups, witll a packicular [oous oo commuiicalion problems.

First ool all, the chapier will attermpt to deline support groups o Bolswana and lay owl
thz staled rolzs ol the croups, and compare these (o the services they curranily oller, and
how thair members and ollicials se2 them TL will also show how dillerant ecoups ofler
dilTerent sersy ices. The halance between prosidine practical and psychiesocial suppord
varias Pelween groups. and many are bacoming more like husinesses by slarling income
ganeraling progects 1o lund the aroup running cosis, o o eive money o n2edy
mambears. Several faciors that inlTuence wlich sarvices groaps provide or are nesded by
thair members will be considerad, including the availatulily ol other complemeantary
aupport valams o each area. Secondly e Tunclion o support 2roups will be examined,
easertially how they rot, and how they meel ihzir aims. The 12zt sechon will lock at the
problems that support aroups arz has ing, both Tunctionally o lerms ol access w0 ows
ol inlormation, akills and Moancing, as well as lhmitateons ol dividuals and groops
wluch includes personal conllicls and aspects ol irust. Leadecship and governance are
algo shwown o be jzsuss which many support oroups and ofhar organisalions need o
addrass 1o ensure they are proving uselul services o PFLWHA, and 1o ensure
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austamahility.

5.2 Support groups in Boatswana

Delining the role ol support 2roups s dilficull in any context, bul as described in
gecuon 312, they all olflar a pear-led support machanism [or people with a paricular
common illness or concern, i this case peaple inlzcted with ar allected by HTY.
However, (he services thay oller, and they wav in which they are run vary areatly from
group o aroup. Formal service providers, including represantatives lrom 2005, donars
and sovernment departiments, were asled aboul liow ey saw the cole ol suppor
oroups, and despite many mentwoaing prablems that they saw with growp operations and
undelined roles, they all saw them as being very impoclant Tor service delivery

“They are dalinilely a very important resowrce . in some ol e digteiets the
Inlormation gais lo the communitizs theough the sapport groups. And the
lact thal some supparl group wiembers have come up come inlo the open o
sav T am living with HIVATDS, thal i itgellhas given the epidemic a lace™
{Funding Body. 51}

They also had clear ideas about what luncuons they (el the eroops could peclorm “Wost
ol tha suppoert aroups like that are having the PLWHAS they give each ather support in
thatl they share experiences, bul they can alzo. . depandine on the skill. . ake care ol
each oilizr. thay lake care ol thwnse who are helpless, dependine oo what they can oller,
they hiave haen trained a8 peer aducaloes by (e Ministry ol Health in collaboration with
the councils, they have been trained. . as counsellaors, in basic skills.” [CHBC: 167 ).
One govenunent allicial l'ell that support ecowps should be seen as a ey plaver in
mamaining adherence 1o ARV “Because gy are more closar and Live wilh them and
koo, amd experiance some ol e lunegs that they would be able 1o share witlt them
and... Tthinl. adherance is parl of the support they could provide Tor their countecparis™
IMaza. 73} Clearly ihese formal organizations recagnised thatl support ermuops halped o
mael hoth the practical and psycholooical needs of PLWHA, and in the case ol hoth
Mlasa and the Funding Body saw them as parinzrs v improsine adherence 1o andi-
retroviral harapy, There is a clear indication that eovernment depariments and donors
aaw supparl 2roups as steong polential partners For seryice delivery, and an unporiant
part o the supporl networl. Yel as we shall see later, they also see sevaral problams
with the leadership and sostainabdity of some groups that rastricls the co-operalion
between the ollicial and comniuniy level, Another issue raized in e itarviews was
thal support-groups rarely have a process [oe iheir mambers by which they lease e
oroup fFarmear NG [R0=-1891. T s almost umplied thal people would siay o the aroup
for the rest of thair lves, a model which 11s when patienis are codically i1 and explaing
the importance ol integration willy the home based care svstent Howeasar, in ihe era of
anii-ratraviral trealmeand, this respondant suggesied that eroups should be taking an
approach where FLWHA are educaled. given the shills they need on posilive living and
peer educalion, and encowraged 10 20 oul wite e commwuty, ellfzelivaly uo longer
neadinge he suppart ol the eooup. ™o group membar want through a process ol this ol
during e participant abseryalion: al the end there were the samea mabers a8 al he
becinning. Thia rases is an umporlant quesuon: what are the roles of the groups in
garving their mambars?

Tu Bolswana supparl groups are generally allilialed 1o a networlaog XG0, the
Botgwana Network ol People Wil ATDS (BONEPWA), which prosidas advice,
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guidance and trainimg for suppord
oroups thal regisier with i In the
IS A, Poweall (19900 [ound thal sall=
help croups can provide their
meambars with greater hanelits ir
they have the experience and
guidance ol a nalional natwork.
BONEFWA estimaled thal sappaor
groups had arouwnd 40 regislered
meambers on average (BONEFWA
Annual Plan 2000%, a ligure on a par
with the nuwmbers [ownd in oroaps
that ool part in tlus stody, One thing |
thal nimediaiely hecame clear
during the paricipani obsery alion
was That most groups had lewer
active members han members
regiatarad. This i3 nol surprising, a3
one mighl expect most iypas ol
aroups 1 have more paper members
than paople who actively 1ahe part in
maatines and events al any one lune,
as othar lime commifimentz and
peraonal inlerests shull peioribies. Tn
addilion hese supportl 2roup
meambers, ahieh proporuon of which
will presumahle have HTV, will hayve hicgh levels of absence dus io sickness, droe side-
ellects, doclor appomntments, caring lor allizr menibars. and even a hieher rate ol
muorality than general oreanisations. Thus while Group 3 claimead at one point 1o have
aomea #0 registerad mambars, the number ol people allznding meetings al the time ol e
gludy was closer 1o . Tn each group il was eenerally a [ew oriomal [oundine and
commitleg mamibars thal turned up reculaly, with a small turnover ol olhers that vaned
aomawhal week b weel, |Ressarch Diary ).

Figure 5.1: Example suppott granp mecting

Thiz study only examines 4 suppoct groups in depth hicoush the use ol focos groups,
diaries, and an approximately 3 moath pariod ol v olunizering with groups which
allowed an extanzive thvestigalion of the aclivilies ol the grows, ulilizine an wlonnal
participant chsarvation approach (Kearns 20000, with an emphasis oo hangine ow” and
‘butlding rapport’ {Russell 2000, p36E8). This approach allowed a crilical wisiglht ol who
oroups worked with, and problems they encowntered, as weall as prosviding an
apporiunity o aive hack Ume. transpocl, and exparience (o the groups in @schanee [or
thair trust and participation in the study. Flewra 5.1 shows a laiely typical mealing ol a
rural support ecoup wliich was not wrolved in the study. This 2eow is forunate b have
a ot ol land (or a veeetable sarden and a Porlacabin wsed Goe meelings and income
ganaralion projecls. The poles i the Goregroond were donated 1o huild a rame Lo
aupport netung over the vegetable plod, which will proside eroup members will lresh
lood and goods 1o sell

5.3 Case study: Group 3
To aive an impresswom ol he bypical aclivities ol a support ecoup. an u=-depil aceount alf
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Ciroup 3 will be given, comprising of data collacied Do volunteering with the croup
overa 3 momlh period. Inlormation comas lrom the reszarch diary, ollicial docuwments
ol the eroup. and lettzrs and matenals that the researchae helped the eroup craate in ihe
course ol organising events, applying for funding, and requesting donations [rom local
husinesses. Tha specic details ol il eroup localion and parnear oreamisaliong will not
be revealed lo proect the idenuly of e eroup and s members.

Ciroupr 3 13 located in a poor whan districl, mostly surcounded by Tow income lomes,
thal are mosily rented. The group has heen established Toe over a vear, and 8 formally
registarad with the governument aml wohralla NGOs. Dwring participant observalion
perhaps [0-12 reoularly aclive membears used the aite, of whoow 3 woally volumeer
daily at the drap w1 centre, most ol whom are also commiliee members. In general these
ars woulken i hedr 309 and 409, and at least two alder man. but there are also a few
vouneer yoluwiteers w dheir early 20s Therz s a larear number ol menibars who come o
maeatings and necasionally wisil the centre, bul are not involyed 1o the ruaning ol the
group. These nombers are dilTicull 1o estimatz, ul ihe growes had arownd 30 regisiered
mambears al the time of the stody. Mozt of e suppocd group members Live willin
walkine disiance ol the ceanidre, bat it is clear that eroup members make hooe visits (ar
enoogh avay that they tak 2 a local bug there and back. Althouegh 1echnically the suppord
oroup 15 [or mambears of the Tocal districl, therr coverage area, estimaled 1o be aboul

2l of quite dense detached housing plots. 13 not exclusionary, lor example at least e
commilteg manthear oo Tongear lives wn the area, but 301 comes lo the centra dailv. There
15 alzo one other supporl 2roup that could he considered Lo serve thig area, alihoogl in
realilx the geperaphical ovedap 18 small. This other groop also olTzrs very dillerant
garvicas, will a focus on psychologieal supporl. Members probably choose e aroup by
activily, personal asincialion or repulation lirsl and prosuomily secoud. Tnosmaller rural
arzas this leveal ol choice 13 rarely availahle.

The erowyy recently acquirad a small plot ol land with a three room bullding, which
garvas a3 an ollice. drop-in centre and Litchan lor leading group mambars. Depanding
on demand, volunieer aroup mambars ivpically prepare two meals a day ina small
kilchen with vary basic lacililies. There is eleciricily, runnimg water and boilled gas, hul
no lotet, which combined willy the lack of space makes he premises inpossible o use
for the care of sich eroup mambers, or cliznts Irom ihe iome based care programme.
Thus much ol the eroup mambears' me is taken up by home viils, partally o care [or
gick community members, but mostly 1o chieck on the conditions ol people who may
haw e hean oul ol contacl with the croup Gor some tune. This 15 done i partnership with
the communily home-hased cara (CHBC) programme, so the group keaps detailed
records ol visits and clienws. These s isits check on the health of the patient and pros ide
maals, bul alao consider more gengral wellare, including pavechaoloaical well-haing.
They ensure the palient has a clean living environment and a regular source ol 2upport
rom a lamily mamber. Even g0, members reported some palients may oo Tor davs
withoutl any +i15il3 al home, 2ven when sicl.. While many clients and voluntears have
muohile phonzs, il is dillioult 1o Tiod money 10 hoy creditl Gor calls and 1exl mesiases. so
communicaling thal a client needs a visil is dilTiculi: the carers usually work on a
Nexihle rota svelan o eet around 2veryone every lew weaks. Should a cliznt hecome
very aick, the carer will try and eall lor an ambulance, hal again this requires cradil.
Olien a [rend or neighbouor 15 ashed w make the call. Clients who have a reeular
prascriplion Tor medication, espacially ARV, can have therr drugs collected Tor dhizm by
acarar Itoum the clinie. Tn the event of the death of a aroup member or clignt, the group
may alao gal invalved in funeral arcanganenis, or conduct 2 menorial seryice. Some
oroups also help oul with mongy foe hurial costs il the group miember was ool
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contributing o a hurial association, a co-operative in which members save towards ihe
cost ol a Tungral

Promotine education and awarenass ol HIY o the local community 15 a key parl ol ihe
oroup's activities. The growy's constitution and oflicial documeants express an aim o
provide edocation W communily meantbars aboot HTY and ransmission, nerease uplake
ol testing lor HIY, 1o encourage the public 10 be supporlive owards those willh HTY and
10 reduce sticma and dizcrinunation. Many eroup mambears have recaisvad ramine in
public speaking, and are well varsed in providing nlormation to the genaral public on
thaae 1s3ues, as weall as other relaled lopical wsues thal arize, such as legislation calling
lor employment ol FLWHA, a dehate widely coverad by the media al the time o ihe
gludy. They are invited o spzak al Tocal meelings and businessas, and oreanise unigue
commuiily evants in which public education is e key Twiction. Mewhars of the
aupport group also regularly visi clinics and tesling cenires whera they prosy ide
informal advice 1o he genaral public, a5 well a3 more conlidential meatings with
patients undareoing testing oy HIV 0 provide counselling, supporl and inlormation
aboal the support ecoup and olher services that are availlable. The group also sees ihe
promalion ol the Prasention of Mother to Child Trangmission (PMTCT) programme a3
very umporiant, and actively ancowraess expaciant mohers at anlenatal clines o enrol
in the schame, and also does Tollow-up visis 1o make sure women are adhering o their
PMTCT medication. Aside Irom work at the clinics, the aroup also olTars drop-in
counselling at their cenlre, and occasional meetings for eroup meambers w edocata hism
abool adherence, or nulrdion For example Somatimes a liealih worker such as a nurse
will comea o run a meeling,

The erowy: lias weekly meelings which are (or group members 10 comea and share
expariences and counsel each-clher, although hese are also conceried with planning
and awaraness of [ulure projects. Compared 10 other groups, counselling and
psychwnlogical wellare ol mambears 15 a smaller part of the services olTered; his croup
has a wwch higher emphasis on the malenial needs ol cliends o terms o Tood and
income genaralion, na douht because the area 19 ol low income, and wrhan so thal most
residemta do ool have plots of land Tor erowing oc reanng food. The lares amount ol
oulreach and educalion o the local community 18 ol wocommon [or suppocd groups in
thz siudy, and has prominence in the aums of the aroup constilulion. This s signilicant,
as i1 rellects the ability ol suppoct groaps 10 he dvnamic and o tone wilh e unigue
neads ol their members and contmunily in each area Male iy olvemeant w HIV lesling
and awrpor has been ideniilied as another area the group wants o promote. Although
this group has several aclive male members, wlich i more than some, mosl are women.
One project observed during the Oeldwork period was a outreach day cenired around
looihall, including members ol e natwnal Gootball lean. an event specilically designed
1o appeal w men.

As will many olhars, 1hiz supporl growupy also provides services to orphans and
vulnerable childreen in he local area, a servics which 18 not just resteictad to children ol
oroup members. Funding is parhaps easier 1o oblain or child services than adull care,
helping o suppor the running cosis ol the eroup, and increasing the visibility ol the
good work done by the orgarization. Children are encouragad Lo 1ake part in traditional
gineing and dancing practice, and parlonm al special evanis al the upport crmoup and
tha local area. This is an importan Tocus o the children consudering the lack of play
equipnient, and also a potential source of eroupy incomz through bookings W perlonm at
larger HIY ! AIDS awaraness events ar privale parles. Howeser most money made from
this goes hacl. 1o the children. buying them Tood or sioall gilis G laking pan. Saomea ol
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the more vulonzrahle children, or those closer 1o group mambers are also led at ihe
centre, and they have plans o opan a day carz centre will play equipment 10 expand
their respile care [acililies for Family mambears ook aller many children.

Already there are several areas which show the dillicalty ol dz2(ining and conlining ihe
activily o these supporl 2roups: they perlorm many dillerent roles, bolly [or members
and the wider community. Collings (1999) delines these houndines ol scale as baing
The lorcelul imposition of lerritocial Tomils tha are essential o the viability of regulaiory
apparaluses’ (Collinee 1999, p307), here the regulalory apparaiuses are the need or
oroups 1o deline thewr services and reach 1o secure lunding, oblain a lzeal #tatus and o
mael the remil ol the umbrella organiaations that assisl suppoct groups. Even so,
dalining the role of suppert aroups 15 unportant Mo the research project 10 siluate them
within the network ol support. Yel lhere are wany characiensiics ol the groaps which
make (L dillicull w impose scale or hounding upon tham n the three aspects ol scale
wlich Howatl (2002) describas. First ol all. ihe sis2. or spatial extant of the eroup s nol
clear. They certainly have a spatial area in which they operate, and hasve a demarcated
hase ol operations. However, they provide services cutside ol thewr ollicial premizes,
therr apatial extent is he whiole ol e commuoniily, 0 2 boundary which while notl clearly
demarcated, 15 delived by the varving levels of resources, plivsical and hwman capital
that resiricl e many clients thay can manage, and how Tar they can allord 1o travel.
Secondly ihere are alao other organsations ollzrine services witlun and bevond their
apatial extent, s is the relation componeal o scale which Howl (20023 discusses,
and the parl whera oreanisauoual nelworis lluence processes. Thirdly, the level ol
garvicas 15 also dillicult 10 deling, including who he services are allzred 10, for example
those inlecied or allecied by HIV, children ol clients ar all vulnerable childran in ihe
wider comnwnily. Certaily, ag the Iieralure in chapiar 3 sugessied, the sive and level
ol erowp scale 15 dilllcult ty demarcate, and 15 important o acknowledge here the
cribicisms ol scale and bounding that Marston el al. (2003 and othars recogmse. Later,
we will examine the extent 1o which hese groaps are parl ol a global netwarl of (ows
and connections, which [uriher male the scale ol actions ol these ecoups dilTiculi o
daling. Wel it will be argoed in chiapier 7 (hat the relational and network componant of
the aroups is sull privy o hierarcluzs and power relations that make a total
abandonment of scale prahlemalic. T will alsa be shown thal group oparadons, and the
correaponding nebwarlks of support are condtantdy ina state of s, parlicular]y
depandent oo the Ninancial resources of e aroup.

The constilution states ihal Group 3 13 established ag a charie, and as swel aoo-prolil
making, hul Lo raise noney lor projecds. aclivilies aod o cover cunning cosis, the group
15 devaloping many eome generaling projects, ncludine sewing and jan makine, [or
wluch (hev have recerved lraming 2ponsored by local XGOs and even some local
husineszes. The major challenge with these projects is o reduce the cost ol raw
malenials so that they can be praliable, and also o (ind alarcer markel. Al e momeant
the aroup sells o occasional visiors, mostly Trom international > 00, hot las ool
managed 1o ud a proper outlet. The croup alsa has plans o craate more service hased
husinesses 1o suppocl e running cost ol the group, such as a laundey ser ice, [or which
they liave approached a foreign enthassy Gor Twding. The groap has also applied [oc
(wnds 1o cover running costs of the home hased care and OV services, special
educational events, as well as expandine community oulreach and educalion
proarammeas. Applications have heen made 10 the Tocal government District Multi-
Secloral ATDS Committze (DMSAC) [or lunding, a3 well as some ol the NGOS that
hawve small crant [unds available. These applications can be quite technical . requiring
daiauled costings, measurable indicators ol prograss, and must be completed halore
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cerlain deadlines. Evean il the applicalion 1s succasslul, i1 ollen lales a lone time helare
muoney 15 releasaed o the eroup.

Mhloch lime 13 taken up by the eroup in lving 10 securs donations mom businesses,
eapecially o lood, which 18 a major expamditure. Most busingsses raquire wrillen
leders on headad notepaper wo requzst donations, which must he wrillen, printed and
than deliverad. olien by hand, which uses me and bus money. This hecomes a great
burden in the cun-up 1o a bie avent, as donations are also neaded Mor equipment and
promalional malerials, and letters muost also he daliverad (o Invite poliicians, hey
commuily memhers and ofher MC0s o the event. Monay 15 donated from waalthier
individuals, including loeal politicians, bu much seems 1o come [rom the pockels of
oroup members who have sporadic access o mcome. Troring the leldwork period, the
mayor source ol income [or the group camea [rom a larea resgarch progect loaling al
PLWHA, wlhich involved many group members and the wider communily. The raseacch
required several workshops, and the group was paid by he researchiers or providing
catering 1o participants i e Tocm of basic coolad meals and relreshments.

The suppart zeaup budeet Gor one vear otalled approsamatels B3 OGO (£400), excluding
trainng courses for income ganaration projects whicl were pawd Tor hy ha local
DMWSAC, More than a third of (s was rent or the cenire, and he second biegest
expendilure was food. The group also memtioned e cosl ol running public eventls [or
wlich they receiy ed spousorslug, bul dedails of expanditure were nol Tortheoming,
daspitz a nota of thanlks 1o lisled spongors. The bodgel s clealy oot complets In many
ways, sevaral laree oulzohes were nol included, such a8 bos Tares, phione calls and
armall payments eiven 1o volunieers during evenls: a comuman expectation considering
most of the group nmembers are nnemploved. The randoomess of detals included and
ondtled Trom the budeat iz suzgestive ol aversielil and a lacl of thoroueliness rather
than deliberate manipuladion, ol sill lughlightz the dillicalty Mhat small eroups have in
accounting for money they recaive and gpend, amnd ihe lack of trammung in providing
reports which Iruslrates donors and eovernmeand departiments. Aller the heldworl, was
concluded, this croup was accused of linancial icreeularities involying the misuse ol
lunds, which has had a congiderable impact on the eroup activives. T is ol umimediataly
clear il s resulted (rom actual misappropeoation o Tunds, or parhaps ooz likely, an
inahility 1o provide recards and aceounis Mor donations and purchases. While some
operations related lo the sroup are apparenily sull operating rom muoch smaller
inlormal premizes, a major loss of capacily means thal lewer s&rvicas can be provided
1o mambers and e communily. The collapse ol groaps, alllvough not alwaxs o such
circwmatancas, s reasounably conunon, and will he discussed Tuthar o the nexd chiaptar

Compared with others, Group 3 has made more ellor o esiablish links o cenain
businessas who are recular donces, but has less inpul [raom the networking organisations
BONEPWA and BONASGO. This parucular group does oot have conaaclions will any
churches, or se2m o have members who are actively involved o a congresalion. There
is a cood Now al wlormation with one ot support zrowp, which se2ms mosdy dus Lo
a persoual [riendship belwesn commitles manhars, as hare are lew ollicial
collahoralions belwezn the two groups, or any absioos sharing of resources o
equipnient. The lack of a Cax maching, while aol uncommon, 15 a serious lundrance (o
obhiaining nlaormation, especially lrom oflicial channels such as larger NCGOs or the
local DMSAC, and were 11 not Tar this inlormal Tink wiih a lareer support eooup, i 13
plausible thal he growy would not hay e been avare al cerlain evanls and apporiunilies.
Thix I a ley issue which challenges the notion of abandoniog hierarchical scale
introduced jo the framework of chapier 3 (eg Marsion et al. 20035), as il the growp 14
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ellectivaly isolaled by a lack o comuunicadion resources, how can it e able 1o
inlluanee a elobal network? Sweely the oroup is directly impactad by the aclions ol
glohal mos ements thal decide Nunding and strateey for PLWHA, hutl at Niest alance i
aeems ad 1 warking hack against he power structure 13 more duTicolt. Has ihe
increasingly globalised HIVAATDS movemand become molated front small eroups of
PLWHA who hase bean 1201 behind as Alunan (19949) sugeests? These issues will he
explored in greater depth i Clhapler 7. Firsi il is necessary lo compare the
characienisiics of s sroup 1o others, and o examine a larcer nunihar of eroups, W0 iy
and examung lvpical charactenstcs ol support groups, and common 1ssues in
communication and nelwarlang that hinder or Tacilulale the prosision ol support [or
PIWTIA

5.4 {iencral group characteristics

During the course ol the sludy the researcher also had the oppoclunity o be involved in
the arcanisation ol a nalional conlzrence of PLWHA. which hrought together support
oroups (tom across he country, This providad ihe opporiunity Lo run a workshop with 9
aupport geoups rom dillerant regions, and for hizm o share wilformation oo theie
activities, plang and problems. & representalive I'rom each oroup wag asked 1o irodoce
hisler support 2eoup, and prosde detal on sone areas tial were ol intaresl o the
Aludy, mcluding:

Whal does vour eroup do?

Who do vou work with?

What do vou have?

What do vou need?

2 Whal problems do you have?

10 %Whal plans does vour group have Nor the (uloaee?

-~ Thoh

fr_a]

Wil thewr consem the session was ranscrihed, and westher with information collected
later [rom 3 other eroups that were unable o altend, a hroad picture of supporl grougps
acrass Bodswana emereas. summarised in Tahle 3.2 This (ahle sluows kes inlormation
aboal suppord zroups and serves as a eood introduction 1o the dilTzrences and
aumilarities betweaen eroups, as well as a (Irst look at the common problens that are
mentioned

The lirsi point ¢l oole 15 the commmonalitias i the toles described Ty ihe groogs,
eapecially terms sucl as support, love and care, and education. From this we can
quickly see ilial a supportive psvchological elemant 13 a hey role of Support 2roups in
Botawana, as Is education ol eroup mambers as well as ihie widar communily.
Titerestingly no groups listed wellare ol thew members as a specilic goal ol the group,
whien many of ihe projects and daily activilies are clealy gearad towands s, a8 will be
shown later. However il shiould be nodedd ihat this labla really represenis the view ol an
individual group member, and nm a writlen constilution, 30 while this @ oot an ollicial
line, i1 is sull interesting 1o show what roles members peccaive thewr oroups 1o have.

Proyects [requently includead 2ome aspect of Home Based Care, either wilh the CHBC
progect wcluding elinie releceal al people who need medical assisiance, or hone +isils o
cliends or members on hair own mialive, and counsalling, rellecting the as ailabilits
and neead For counsellor training. Youth oulreach, and especially care programmes [or
Orphans and Vulnerable Children (OV ) are common, perliaps doae o the [unding
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available lrom the eovermnment for OV aclivities. Just over hall the groups in lhe
aurvey wele nvnlved mosome kind ol icome generating projacts, by which groups aim
10 raise monay Tor the operations ol the group and even Tor the direct wellare ol their
group meambears. Many croups had vegelable plots or eardens where they erew [ruits
and vegetables either Ior sale W raize mooney, ar directly Tor their manthars. {nher
activities ncluded sewing and konung itema, rom ATDS ribbon hadges 1o pillows and
climhes, again [or sale wherever a markel can be [ound.

Cicoups lad a variely ol equipment and aceommodation available 10 them, bl nearly
hall ol thent had oo equipmeant or premises. In terms of other tems, a lew 2eoups had
hasic equipnient such as sewing machines, Nuwniure and coohing aquipmeant, bul most
did ned meantion zic aroup ad any possessions, allhoush [oc both equipment and
pranuses, mosl oroups siated these things were n2edad, and Tormed pard of their plans
for the nexd 2w vears. The (1ve groaps thal were [Drlunale enough 1o ave a base ol
operations senecally had a 'porlacamyy’ alao loown as a'porlacabin’, atemporary one or
twio roou ollice, some with electriciyy and waler. Sonie also had thewr own land, or
govarnmen! donaled plol, which usually provides spaca lor the accommaodation and
land for growing vepelahles. Howeser many groups are 31l without a plot, and ol lhose
thay did, only a lew had sullicient huildings J'or thewr operations. This 15 an unporant
point 1o note whean considering the notions of he landscape ol care’ outlined in seclion
3.0 Thwas postulatad that i developing areas are 15 2 sbrongar Tocus on networks ol
aupport throueh people and svatenis nelworks than through physical spaces which are
siles of therapeatic care (Tare 20037 Suce Ay suppart 2raups are anahle 1o allord a
plivaical presence, vel clearly sUll provide support, he network ol suppart pros ided 13
maora lan the physical evidence suegests. Repardless, il may sull be the case thal
oroups willl a phivsical place ol care are abla 1o provide moee or helter sersices than
those willvoul, but considaring that groups with premusas lended (o he eslablizhed
longer, and have aceeas o other equipment, it s dillicult (o ascertain how unportant
pranuses are 1o he quality of suppoct al eroups provide. As Smyih (2005 recoonises,
places of Marapautic care are nol always obviows, and it @ inporant 0 have an
approach thal consuders non-Buchidean netwarks ag well as place and space.

Tuterms ol wstilaticnal networking, it 13 interesting thal more upport 2eoups listed
BONAND as a partner than BONEPWA | the argamaation thal networks suppart 2roups.
Mlost eroups stated thal they worleed with Tocal elinics or liespitals, and many had good
links 10 their local DMSAC, althooch ather groups expressed dillicully in working witl
them or the Digtrict ATDS Co-ordinator (DAC), a8 will be discussed laier in the
problems section. Ooly one zroup in tis session mentioned links wil other support
oroups i the region, altweuel it should be noted that most of these groups come lrom
amall isolated villages, and the [eedhack [rom aroups i Gahorone sugessted thal some

Ciroup Location Regular Assaciations Key activities
participants
1.4 Llrban, sami-poor 11 Local Hospice | Pswcho-sacial care l'or clients
2 Kemi-uthan, 4 Pari ol & major Youth education, outreach,
middle-income NGO ceunsclling
3 Llrban, poor 4 Tndependent Home based care, cocking,
MCHTE Zeneralion
5 Rural. poor 5 Tndepandam Honie based care, counselling

Table 5.3: Key suppart groups in facn= group analysis
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do have links willy othar supporl 2roups, although mostly inoan mlormal cather than
larmal manner

The analysis al suppocl eroups will e Tocus on Toor key eroups, chiosen 10 provide a
wide range of dillerznt group philosophies, experiences. and locations. Specilic details
abool these groups sl temain omitled 1o protect the conlidentiality of 2eoups and
thair members, 5o the oreamsation and also localion cannol he named, since there are
law suppont eccuyps i some of e rucal Tocations. However Table 3.3 quilines some of
thz key characieristics o he dilTarent eroups. Two Mcus ecoups weare conducted with
one AL erowp, as 11 was w00 laree lor one session. Thus quoles altributed w Group |
and 4 come JTom the same supporl 2roup, bul are two dillerent [oeus groups comprized
ol dilferent members. Using delauled [ocus oroups. apinuons on wider supporl, as weall
as the [unciions and problems that support eroups [ace wara collecied in participalory
gessions. In addition the researchar spand lime voluntzering wil each group o build a
picture ol activities and prablems over a longer iume Jraune thal were nod mantionead Ty
menibers themsslyes

5.5 Support groups as seen by members

T is wordly notne thal e all hese Tocus geoups e chacrperson or leaders ol the group
are prasent. and in some cases, espaoially in Group 3, they pravide many of ihe
comments o the discussion aboul supporl groups, ol iously tom a buased perspaolive.
They are unlikely o eriticise thew own aroup or thinl at §opport ecoups are nol
uselul, or they would not he involved w1 the creation or operation ol one. Again mie
musl realise thal the focus groups 25 a whole will alse bz shawed in Gvour of sapport
oroups, a5 chyviowsly the group dogs ool represent people who do not use support
groups, or have notl benalited (rom them, a3 such individuals are unlikely 1o remain in
thz aroup. This 15 why 1L is unporanm 1o consudar the commeanids here in tandzn willy the
diaries, v which groap members should hasy e had more Ireedom 1o descrihe ihie
activitias of the support eroupn. as well as inlerviews with othar service providers who
give a parspactve ol suppon aroups Tom ihe owmzide. Tdeally opinons ol people who
werg HTV positive hud not wsing suppord groups would he included as well, butl [or
reasons ol conlidentialily ol was nol possible o openly recruil these raspondents. While
this limils the abiliy o opartially evaluale suppord groups themaelves, s doss ool
maan thal thair position in he landscape ol support canon he assessed, nor that their
lanctiong and ralz canot be datailled. Croup conmmanis must be considerad tnoether
with the opuions expressed in e senu-structured intecjews with service providers,
wluch take a much more crilical slant. Tn fact, considering the small body ol Titerature
on support aroups [or FLDWHA i Sub-Saharan Alvica, a detailed immecsion sludy of
this kind is verv valuable as a groundwork [or a larther #lody.

For many paaple, their st experiance ol halp from the supparl group i3 whean ey are
diagnosged witllt HIY, and paople iold lwea o iad helped tham overcomes deaperation and
aligima.

Al [rst whean vou slart realised you are diagnosed with HTY, yvou siarl
having variations ol thouelhis... Than vou Jare| conpellad 10 Taok Tor
supporl and hence il was there, [ormead already. . T was easier for me o
Join i becanse we were advised 10 do a0 however, by the care supporlers
there as nurses and counsellars.”™ (Group 5 [84-5%
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Thiz comment also shows how many people (st hear aboud support ecoups. when
recommendead by counsellors ar nurses at clinics or hospilals. A counsallor Trom another
group alae menuoned the same pail of eniry, and s sugeests that individuals Tind ow
aboal suppord groups as parl of the Gormal network of support they lave already enterad.
Suppocl zroups do not seen o be the [iest step in people deehineg help with a possihle
HIV diagnosis, bu since some croups, especially Group 2. ollered HTY counselling al a
local clinie, hey are oltan the (irsl sowrce of psvchological supporl. People seem o
entar e suppocl nelwork theoueh local madical services, and duz 1o close linka (hoth
plivaically and co-oparatively) willy clinics, he services ol suppor groups are
immeadialely available 1or those that choose them.

Mol all locus eroups discussed the rale ol support groups in detail, o dese that did
dascnbed them ag ollzeing benelits that were efther practical or psvchological, Twas
clear thal eroups had dillerenl underlying philosophies thal dictated the balance ol
plivaical and emetional help. For examipla Groop 2 was volved at a vary [oomal level
in adocation prograrmunes and with providing counselling al covarnment clinics, wlile
for Ciroupy 3 the role of the suppoct 2roup was o provide praclical support in lenms ol
food and income generation, by providing daily wieals Gor members and a vanety ol
crall making activities. Ou the othar hand, Grooups |, 4 and 3 all stressed he impoclance
ol love, care and emobional support e than physical needs and services. Yat all
groups meanlionad holly emotional and praciical assistance, albait with a dillzrant
halance, o1l 15 ool e case thal groups only provided one ol these bwo [unctions.
Participants lroom all groups were very avare o e emalionally supportioye role support
oroups provide: A support eroup encourages peopla inlected with HIV not 1o gel
discourages s, They mabke tham aware of the lacl that they are haman baings like
evervhody else. Thay encouwraes the inleclad paople not o cive up on Tile™ {Crroup 4.
331 "we give each other love, care and support and couns2] each other, we visil each
other at ouwr liomes, we encowrage people 10 2o o the hospual ™ {Group 50 13} “We have
1o suppor gach other and other people. . most of the e vow will Tid that o viou get
aupport rom soemeaone whose situatvo o8 sinular o vourg, ke Bor islance,
counselling .. vou will nolice thal people who have bean counselled by an HTY positive
peraon accep thewr statos belter” {[Giroup 33 4071 Clearly thig wag the most unporant
role ol supporl groups 10 8ome members.

For others, overcoming slizgmia was a key ooal ol the support aroop “lhere was alot ol
digcrinmnation. . towards people lving wily HTY and ATDS. And we hwughi among
ourselves, thal how can we g2t rid ol this stigma and dizcrinioation, so then we decided
thar we would form a suppoct 2roup, whaerehy we would be having meatines whearaly
we will he giving each ather love, care, support” §Group 30 1881 A parlicipani from
anothear group asreed thal “Redocing stiema and discoomination™ fCeoap 1253510 was a
keyv role. Support eroups weare cleafly a Torum for oulreach work, 0 educate ihe public
aboal HIV and reduce stigima and discriminadon by providing a public Face 1o ihe
gpidemic. Bul a3 a pre-condition for this, grouwp mambars must he comionahle and
public with therr HTY status, belore they can give talks o larce sroups as HIV posiuve
peaple. Thos wany croups encourage et mambears o overcome slioma by sl gelling
members 1o accepl Mamsals es, thus overcaming the nternalizad shame which iz olien
(211 in parsons with siizmalized conditions {(GolTman 1963) and apecilically those with
HIY {File and Wright 2000, p33) Members muost accept theorr identily a3 HTY positve
peraons, “we are praclisine o accepl ouwr suatus™ {Ciroup 30 1921 and then have ihe
conlidence woalk i public about (L “as e support group meanhers, we are nol alraid
ar ashamed ol ilelling othars about our status. We just lell Jihem] that we are living with
HIVT (CGroap 5 163, While this s an imporlant seep I'or memhers’ wallare, i@ also a
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vilal alep by enable them o 1alk o others and the wider commuonily ahoul HIY: *T could
not speak openly abool my slatus and T eould ot 1alk o my Tamily abouot the iz that T
was living, hold T am what T am wday because ol a support group. Thave been able o
1alk opanly because we share experignees on how we osed 0 live owr lives al these
aupport aroups. Rince than T have realised how imporlant support eroups are hacaonse T
hawe hean ahle 10 go out into the cormunuity™ jGroup 2 7).

Mo attempl was made o quantily the nuwibears of suppord group mambars who were
public willy thewr HTY slatus, fince i1 would have amounted 1o direcily ashine members
i ey were HTV positive. Evan zo, in croup discossions and participant observalion
alighiy lass than hall the members ol each sroup made clear indications that they were
public willy their pogitive status. by zither discussing theic medicauon or oulwardly
gaving they were HTV positive. Howeser il was clear ihal most mambars were siill
reluctant o disclose lo many people, especially certain fnends and Fanuly members, and
thus that they could not do public oulreach as an HIV posillve peraon in case word
apread 1o friends and 'amily, Sludies w didTerem countries sugeest vary hieh rates ol
dizclosure for PTEWHA, all arownd 90% (Kalesha el al. 1997, Nachepa el al. 2005,
Shogmar 2006). However these [izures are Tor dizclosure o any pecson, nol puhlic
dizclosure, with Skoemar (2006) showing thal many people only wold ety parners and
less ollen members of heir Gamidy. Although a petantially awloward lopic o add 1o
group discussions. o retrospect. cainng a lurthar wsight o how many participants
had disclosed thewr status. and 10 whony, would provide a oood way ol showsing Lrusgt in
key support providers, and Ty showine how many were fullv public wilh their slatus,
thz exteni 1o which supporl 2roups had persuadad members 1o ake up public spealing
and sutreach Twould alse Mumimate mdividual 5" netvworks of trost, OF cowse it also
wiould indicata the level of stigma in the comnwnity, by inlerance ol the fear ol public
knowladea. Qualitalivaly, il was clear that while some mambears, aspacially Crom Group
3 were used 10 public speaking as aPTLWHA. and within the grouap shighilly mare talked
Irealv abou thair HTY stalus, moest eroup mambars wera ool widaly pubdic wlly their
Slalus

Feat support ecoups w the sample alao have members thal are nol HTY posidive: “it's ool
only the HTY posilive living people who can locm a support zeoup. Even os who are not
HIY positive need Lo support thant, help them with some ideas hecause we could be tn
thz same siluation as them and end up being the same kind of people™ (Group 20 1L E.
Although some aroups had more than others, all ol them segmed 1o have members who
werg HTV negalive, al least pullicly. A clear advantage to allowing HIV negative
manihars Is that i1 protecis e conlidenualily ol e growp, a5 association doas ool
aulomaticalls equale 10 HIYV slalug, and also thal manibars who are nol comoriahle
revaaling hat they are HI'WV positive can joo and gam trusi and acceptance helore they
1ell aroup mambers their stalus:

“They come tn as «olunlesrs. And when you seg this person, viou ash
sourzel o alt. why do you really want 10 volunleer And in another,
another group sessions, those mlormal ones, when evervoona 15 lalling and
thera arz a couple of tham who are very pablic and they walk aboul... when
they lested and all Mhat. And the parson slowly. . shills Dom the eroup ol
heine a volunteer o heing a member™ {Former NGy 15073

Having a policy that allows HIV-negative carers, the allzctad as well as lhe inleclad can

clearly make 1l easier lor people 1o jodn. especially hose who are not ready 10 reveal
thair status. Al least one eroup seemead 10 have a dillereni approach. thair eroup seemed
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much more concarnad with prosidineg conlidential pavehalogical support, and ery lile
education of the wider commiunity, or encowraging maobers 10 be public will their
atatus. One member said “hat slaius is mune, s conlidanial™ §Geoup 1 218} and i
aeemead o he e onlv group currenlly not doing outreach. Tn this respect i can he
condiderad 1o be closer 10 groups like Aleolwlics Anonvimous, where therapy is hehind
closed doors. Groop | does nod ltave a cenut 1o provide income or food Tor eroup
members, hul 15 associaled with one ol the hospices, s0 11 mieht be consgiderad (hat the
hospice 1abkes care of chenis' pliveical neads. such as food and sheler, and he Tunclion
ol tha suppoert aroup 15 purely psvcholoeical wellness, This again illusirales e
dilTerenm philosoplues that wnderpin dillerent croups, and howe seographical proxinuly
may aol he as nuporant as bz bvpe of suppocd oflerad, justilving ihe lack ol catchment
arzas and averlaps Ior most ol the groaps in wrban settines. Bul one group mewmber also
mentionad that the urban settng ol the eroup limitad there aclivilies “You 2ee eardening
and all that. ecal rearing, chichen rearing, poultry, orphanage and all that... Th Jan urban
arza] vou will [ind that the problem with support grouwps. - here 3 no space” JCrroup |
R

Sharng ideas and information with group mambears was lrequandly discossed as an
inpaciant role ol support sroups: “We can also 2ive @ach other advice oo how one can
live thewr Lives wilbow Losuig any hope™ {Craap 4 61 ) and “sharing knowladoe 13 very
inpaciant”™ oy 37 348 One aven gels e impression thal o many, this Qow of
kuowledes is one ol the key [unctions of the group: “we come wogelher, discuss their
expariances, discuss eir views, sharz whatever ihizy have and also come up with ideas™
[Gooup I 888 “when we join a support group, we ity o share ideas 20 thal we can
learn Irom each other” {Girowpy 4 3221 Another groap member pul i succinedy, “we
g2l educated al our supporl group™ {Croup 2. 343 % sueeasiing thal the hnowledoe
gamed i the support eroups 15 enpowenng, and someathing eroup mambears are prowd
ol Within groups, hzre s clearly a tighl aztworl ol rust, in which information and
aupport Tows Treely, This would be espacied. suice reeular contact and a supporiive
environmeant Facilicate frust and (riendshiup, However ihe polential Oip side ol this 8 thai
the networks could Form a clique — tghily clusiered, bt exclusionary, During
participant observalion, ihere ware surprisginely lew instances whare new meambers
hecame active mambers of ihe group, althooel many alliers occasionally attended croup
gessions, bul did not aclivelv participate. Tt s dillicull 19 distinewish how muoach ol s
wad duz 1o a percarved exclugion (tom the group, discomlon o lalkine apenly abowl a
gensitive subgect, ar just ool having the e or inclination wo cegula v allend.

For many members, here sesemad o he (ew odher places o Lalk opealy abow HTY, or
helore joining a suppor ecoup ey did not has e e conlidence 1o do 200 *T could not
apealk openly ahoul my status and T could oot dalk 10 my Tamily aboul the life ihat T was
living but T am what T am teday because of a support group. Thave haen ahle 1o 1alk
openly becausz we share expariences oo how we used 10 live cur Lives al these support
groups. Since then T have realized how impordant support eroups are hecaose Thave
heen ahle 10 2o cul into the communitly o express my leelines™ {(Group 2. 7-9) Many
group meambers weare v olved in such commuidy HIV/ATDS awarenaess, which other
research lownd was “aither Lo prevent lurther infections or o challenge ATDS-related
atigra, ar botlt” (Taxton 2002, pS62Y So paradoxically, support aroups seam Lo he
aomawhere where peopla cowme 1o gain koowledes, hul alao o [orgel abou e sliema
wlich exists i the oulside world. “You even [orzel thatl you are HTY positive, you won'l
even thinl you don't have money al homea 1o bay food, vou won't even think that vou
|don’] have accommondation™ §Croup 123215 T don't evan tlunk my man waill run
aveay [rorm e or e s gowg o bl Jme| . Tdeo™t thiok of anvihing. . T just heep
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mysell laughing here, for that tme s very wee for me™ (Group 125322}, Funand
laughing was ona of the cards wsed in the focus eroup dizcossion, and members ol s
group all acrzed his was an impariant thing Ior PLWHA, and was clealy associaled
with thair supporl group. “Teopla who are nevar serious on whal they are doing, in e
aupport erowp, ywou lauel vouwrsell oul because they are never seriows” SGroup 1 3321
While thug eroup may uol have provuded formal counzelling services lile some allars,
thay cerainly had a sirategy Gor impwos ing menihers' emotional and psyvchological
wellare

The diaries ol suppert eroupy mambars, w1 comhimation with parlicopant ohsars ation,
give an insighl inlo the day Lo day activilies of active supporl group memhers, as well a3
thz operations ol the eroup over a senzs o weeks. Examining the diares in lerms ol
allicial instances ol suppar, as cpposed 10 parsonal evenis, shows a wvary clear
delineation betveeen the croup members wlo are heavily ivolved with the actiyvities ol
thz support aroup, and those al are mostly just vsers. Diares 203 45 7 aud 9 are
wlillan by commmutiee members of heir respeclive supporl groups, amd show 2 good
range ol worl. dong in terns ol adnumstrative work For the runcine al the group, as weall
a8 paricipating m eroup activities. Tarlicipant absersation rasyvealed tune lareely split
betweaan writing lunding proposals and planuing oulcgach events. Doring the weel. ihe
diaries weare written, all these authors mentionad bewg s olved inomwlliple commiunily
education or outrsach activitizs lor HIWAATDS, idicating thal his takes up a eood deal
ol time Tor actis e groap members. Four partiicipants mentionsd doe coonsalling, olien
at clinics, the group drop-in centre, or al home, and these zame [our also all conducted
home visits o sick clienls. Only three ol the diaries indicaled that the wrilers were

i olved in the admuustrative asks of the group durine this peciod. The ecoupy manmber
wlig wirole Dhary | was heavily involved in domg ouireach, muoch of il seemingly on
thair ot iniliative, despile heine a junior member of e 2roup. However home-vigits
and counsalling require more training and thus i1 seemed that fewer supporl 2roup
meambears provided this Lind ol support. The researcher alao ohsarved Fewer members
domg these more invalved activities, with the exception of Groaps 2 and 3 in which
gevaral group members weare pros iding Tormal coanselling at local climes. However
aoma eroups which percervad stigma as being a critical issue iy thewr Tocal commiwity
had many group members dowe public spealking abow HTY ATDS.

Home visits ollen wvolved visiling sich clients 1o check on thewr condition, *T went out
araund nee community chackine on my clients™ {Diarvy 8} and calling Tor medical help
i hair condition had deteriorated. T eave help 1o a tecmnally i patient by phoning the
hospulal car o come and 1alke Tum o the hospilal™ §Doary 94, “T want o check
aomahody who s 2ick, she wanted 1o go 1o the hospital bul she don'l have Money Tor
tranaport T ollered o T O-G0 (80p) 30 that she can see the doctor”™ {Diary 25
Providing counselling was alao an important code Dor support group mambers, many of
thz problems seemed (o be with couples who wera siruggling with HIY diagnosis.
“There was alady who was HTY posiive and having a man who has now iestad. As (he
evenl hias 1argeled maen. T happanad o he called upon by the lady in question o do e
counselling a0 the man can 1esi and konow his slatos, Tdid a long couple counselling on
thzm and [inally the man agread upon underecing Tor a couple lesling” | Diary 81
“Counselling I'or un-mareied couple vwho are [Blaming each other|, that who hrooght
HTY 10 ihe nther coe. Bul al the end ol the session hey were anderstandine and willing
10 izt e requentlsy™ {Duary 33 Encouraging patiends 1o adhere 1o their ARVs and
madicalion was also mantioned several lunes, “Frovide adherznce counselling™ {Dhary
21, which [or sz eliznis was quile a challenge:
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“4A1 the hozpilal T helpad the palient 1o adhare on her ARY hecausz she
delaultad for three months, T heard the scenario (rom the support 2roup
member, then Tdid a Gollaw wp wtil o was dizcoverad that she wsed o hicow
thz pdls o the wilat, She came Tor har refills proparly but ghe never wol. the
drugs (drank) she believe ihat they gave hiar diarchoea™ {Diary 9.

The same group member alao hielps ensurs people 1ale hair madication by collecting it
for thant from e digpensing chine T collected e drags Tor twao palieals who
reluctanily oo J'or thewr 2001 o doe ime. They are iy netghhours so T heep oo checling
thew i herr ralill dates are doue so T managed 10 give a great help since I noticed thal (he
other one was roanning shoel o pills. ™ (Diary 93 The home basad care aclivities ol ihe
aupport groups in Bolswana seem 1o be similar 1o other eroups i Southarn Altica, Tor
examle tha Hillerest ATDS Cantre in Soully Alrica also has voluntesrs who pros ide
hasic care and also reler clients 10 a team of nwses i1 they need madical altention
{Hillerast 2007). T these circumstancas group mambars are praviding much mora ol a
formal service lo the commuonity, indzed some are even pald for il This does hlur the
houndarizs hetween volunleer members and prolessicnals, owever LS nmportani o
note that recaiving peer support (rom someone who can enpathise i3 likely o be weall
received by clignils. Hare, the network ol supparct has expandad o the community Tevel,
but the strength ol lies 13 potentially wealker than between supporl group meambears, and
the clientcare workar lanouags used by participants rellects this more [ormal
piolessional approacly

Parhaps e most Itequant activily Tor diary wrilers was a variely ol community
culreach and education projects, maony o thent organisad Ty oos enunent depanmants o
husinessas, bul relvine on testimonias lron HIY postlive group menhars. ©Attand the
Botgwana 40ih anniversary Independance events wluch was held al the bus-rank. The
activities was done by non-govennnental oreanisabion. whal we doing in our
oreanisalion | was| passing the messagee by mosic and drama”™ [ Diary 21 "Twenilo a
local prizon and spoke 1o one ol the wandens o (ind oul how moch the prisoners koaw
aboal HIV/ATDS™ fDuary L, “T was called o inviled |10 speal. al a mine]. The
invitation was all aboul aiving a tesiimony or motivational apgech o the emplovees™
Duary #}. One croup member once meantioned hat eowecnmenl depariments were
alwav s demanding PLWHA spaakars or evenls and mlarnal awareness proeranimeas,
but were nol always willing o pay speakers [or heir time or expenses, a senlunanl
echoed by a glabal sample ol ATDS aclivisis, who slated ey sometimes 2l explonled
by some ATDS organisations (Paxion 2002, p563Y. While group wembers witl
HIVAIDS clealy want 1o sea stiema and discruminauon reduced in thair commuanitias,
il was [requently stated thal a Ley aun ol the outreach projecls was o pravent new
inlzciion, and that eroups wers dedicated towards achieving the ambitious eovernmant
larged set oul tn the National Stralegic Framewarl. of having no new HIY lections hy
200G Clzary the povernment sees support group mambers as haing a sirong resource i
tackling stigma and the spread o HTY, buil seems 10 have ool recognised hair nead (or
compansation. This could be s2en as anathar examplea of the unevan power relation: in
the support network, wheare individouals and smaller eroups are seen as subservient o
national programmsas.

5.6 Issues and challenges

When Tooking at all the dillzeent sources of suppor available, and counsiderine that leas
than 10 people recalardy attznd each support aroup, il seams that supporl groups are
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actually not widely wsed. This hecomes perlinent when one considers the lares namber
ol peopla that seem o use inics, social work coansellors and chiurches Tor supporl.
even iz hospece had more patients than most supporl 2roups had active members. The
counsellor inlervigwed lor the study ftated that awareness of groups was oot he
prablem: “Maost ol the people know that support eroups are there.. T guzss they are nol
o0 condortable with supporl geoups. T think i1's because they don’l really undarstand
what support ecoup do™ (Counsellor: 323 “hut we try alwavs 10 eaplain... anly
encourage them_ . Come, i you don't Tilee 1, vou can can even stay, 10 vou like 1l vou can
qoin os. Tvoudon'l . i's even up o vou Come and jousi 2ze Tor voursall, s just a
bunch al’ lovely ladies. . [that| share exparience. support.” fCowsellor. 3251 Saveral
group marmbers aldo commentad that hiere was a problem wih people ool
wulerstanding the role ol suppord groups, T dunk they don't 2ee the imporance ol a
aupport erowp, ey don'l know wlhiy they shiould jow a support group and they don't
krow what they can cain [tam a suppant groap, what help they can ael [tom a support
oroup” {Ciroup 4 81 Ouce peaple have enlered the netwarl. of support, il seems thal
thay are aware of most of the dillzrant 2ources available, pechaps since these are
promated by allicial channals, such a3 counsallors or nurszs. However examples and
expariences ol supparl are nol being shared i the network as well, otherwise peaple
wiould probably have a bettar idea of what eroups did, and how they could be of benelit.
Addresaing this lack ol mlormanon w the wider community could have a areatl lmpaci.
in Burkina Fazo, Tasiaka et al. (2001 lound that women wers keen 10 22l involved with
commuiily suppart oreanisations once ey ware awars ol the sarvices they ollered.
There 1% alan a parcepuon that one's prasence nughtl conpromise conlideniiality,
“Mlavhe sowme people don't join a suppord growp 2specially lose wlie are allezcled by
HTY. . becausz when vou are i a supporl aroup wday he vou share vouor stalus™ JGroup
4 LOR}. However croup members seemead heen 1o spread e word, “they need 1o he
encouraged] and be 1old what a supporl groop 18 really aboul 3o thal they can be
meambears. Tvou keep elling thent whal a support ecoup is all ahoul, what we gel
involved in, in a support group. thal person ends up undersianding and ends up
[Joing|” roup 4 321 Overcoming this liesi liwrdle of trusd Tor news members is an
area groups nead o recognise and work o

A clear perception [ram hoth group members and oflicialg @ thal suppor aroups are
misundersiood in e commuidy, and this is a seroas problem restricling access [or
many 1o s form ol support. When st pecple “aren't awarz ol the services they can
gel” dCounsellar. 289% 1118 clear that their suppartive possihililies are linuled.
However 11 s almost certainly not the case that evervone who understood the role ol a
aupport eroup would jown one, 1t is obyviowsly ool [or eversong. Considering thatl many
pecple living with HTY are not open with her sialus, and just by 10 zet on willy their
lives, il 15 pogaible al support groups consisi of people wlho are 12ss able o cope than
others. parhaps because they have no olbar sowrce of emcticoal or practical support,
eapacially hnance. On the other hand, some research soegests that PTLWHA who choose
ol 10 (oin a support zrous are more likealy 1o wse avoudan coping strateoies rather than
engags with their problams (Kalichman el al. 1990). ¥et it needs 1o also be realizad thal
i the network ol suppore, many paopls will have joined a support goow hacause in
aome way (hay [zel thev are not getling enooeh supporl From thair existing social

nalw orks. Although examnining the condext ol bereavanent supporl eroups, Lavy and
Dertyy (1992 p638) Tound ihat the main reason wliy people did aol join suppocd groups
alter a stresslul evend was that they el ey had “aoough fiends o 1alk 1o withool
ooing o a group”™. While PLWHA croups in lower incone countries clearly ofler a
muoch wider range ol suppart an jusi counselling and comparcaship, parhaps most
pecple diagonsed with HTY can gel the support they nead rom their exisling social
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nClworks,

Mhlany eroups Lalled aboul problems with ransporiation, which seamed o @i hree
dilTerenm sections, [rstly the need 10 rzunburse voluniears Jor trangpon mones, e
atandard bus lare being F2.530 (20p). This was also a problem G group members who
did Treme viguls, and hare was also dillicully In gelling a sick patient o hospial or the
clinie. “Transport is really imporiant becaoze 1 vou lave vour own ransport, we wouald
he ablz lo take patients whean they are due Tor hair check ops. We will also e abla o
check our patients' records and he able lo Leep trach on whio is due [or 4 check ap. The
aame applies Mor petting quedations, e, We have 1o walk a long distance. Triagine
having (o walk 1o dusicial sies.. askiang [or donations™ {Croap 5 3471 Saveral
members ol this group expressed concern thal poverished patients nugli be aolated
al home becausz they could nol alTord ranaport (ram neighbowrs fCroup 1. 36] “people
hawve come o chiach up on how vou are doing, they are chatting wilh vou and [or a
gecond you have lorgodlen that vouw are ool well and vou are conlined 10 vour bad. Your
visilors have noticed a deterioration in vour condition and are even sugeesiing that vou
be 1akan 1o the hospuial. We need ransport 10 take vou o the hiospulal™ (Groap 1 695
Only one of the support 2roaps had a vehielz which had been donated (o thaim, bt
hecause ey could not allford road 1ax and insurance, il liad bean ow ol use [or several
vaars fResearch Diary . Howes er CHBC and the hospice have velucles Toc homes visils,
T am l at home and my [riends, comisallors or even social workers have coma 1o
check up on mie and they have come with their privale cars™ (Giroup 1. 89 and in
critical cases il should he possibla o call an anbulance should a patient need Lo he
hospialised, althouel this phone call is ool Tee.

Ona group member nowed hat volunteers doimg home visis had 1o walk a great
distance: “it is very painlul For hem (o be walking aroond. .. making the patiant Tollow
up. Showing the spots on her Feel”™ {Group 30 416} The pwoblems sesmed mostly o he
in donge reeular check-ups, clinie visis, which were essential not jusi [or checlh-ups, bl
also lar collecling madicalon. and lor the day lo day operalions ol the suppor 2rowg.
Conceplually, transporl raisas Lwo issues, the st i3 the spatial extent of a group,
particulaly [or Group 3 which 3 in a rural area, hisg can he physically Taree. Trarlicipant
obseryation showead that roads in he area were wsually dirl racks, ideally requring an
expanaive dad vehicle 1o reach rural members. However one member had greal success
visiling cliems on a bike that had heen donated 1o the eroup. This raszs the second
issue, thal the physical scale al which groups can operate can be constricied Ty
resouwrces, amd an increase or reduction hare can change the scale ol operations ol a
oroup, poteniially stranding outllving manthers. This was prohably less ol an 3o [or
the aroups in wore urban areas, where at leasi there was public transport and other
oroups nperaline in nearby areas. The combination of hoth phivsical [actors and Mows of
resources can mean thal eroup aclivities are often in Qus.

While voluntezring with groups e ihe participant absers ation, providing brans por was
one ol the mosi valued services, since the researcher was ahle 10 drive croup members
1o meelings, and lo deop ol lelers [or aponsorshoy and grant applications. The idea ol a
cormmunal vehicle [or support groups, al Teast i Gaborone was sugeeestad, and
apparantly thers was ong available at BONEFPWA, howeaser durine ona obsersed
incident whan members o Geowp 3 wanted (o lake a sich ecoup mambear 1o hospital,
they were inlormead that BONEPWA would have 1o charge for ose ol (he vehicle, an
amount hial was ereater iban the taxd lare [Research Diary . This incudent demonstrates
thay a ‘cost=recovery” atiiude imposad co NGO can linl the services they are abla o
oller 1y the network. Meambership or alliliation lees chareed by WG have alao had a
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aimilar negative ellect ou support aroups, and will be discoussed 0 the nexd chaptar,

5.7 Gender, age and membership

The regcarch showed that at all levels there was alack of male involvement Thisz was
manilesizd i ollicials al a eovernmant and XG0 level baine mostly women, some
eniiraly lemale support eroups, and hone based care services lareely baing run by
woner. Even in support groups, while there was notl an ahsence ol man entirely, maosi
meambars were wonien. This does mean thal reseacch parlicipanis were laregly wonen,
however s could be indicative ol support users amd provuders tn general and at all
levels, O more concern s that this demonstrales a landscape ol care i which mien were
a munority. Most ollicials could anly speculaiz ahoul the reasons behind this, “il's a very
dilTicull area tor work on. . dlere hasn't really haen any study o (ind oot some of their
reasons lor [men| lageing hehind i the health care syslem™ (Wasa Ollicer: 431, but i
geems o be pare o a masculing culture that expacis mean 1o he independent, and not seek
haalih care or suppocl. “Cuys thunk o vou lo 2o the hospital when vou are sick, vou
hawve 1o 2o at the poinl whean vou think sour heart i3 about 1o break. Yoo are dyving . vou
think ul's not macho, you kaow, 10 20 for [reatment|” {NACA ollicer §8-90] “T just
think u's their nadure... Twould sav 108 worldwide” INACA allicer. 82, 843 a
contention that seems 13 backed up by research in Wesiern countrigs, including the TTK
and TI8 A, where male use ol healthears lags sienilicantly hehind womean (Banks 200 1)
Research by Hardon et al. (2006, pL1LLY T'ownd that paple in Bodswana thought that men
were mora reluciand 1o talk about HTY compared 10 women, and Tess lkely 10 accepl an
HTY positive statos. Anoter possible reason exprassed [or the gendar dillerence s ihe
aocial norn that responsible women use health services, espacially when pregnant, hul
lor men seekine medical help iz less culiurally acceptabla: T Tor a woman |and] T'm
pregcnant. And Thaswe o go for antenalal care, T oo alone. . il's expectad thal 's me who
15 pregnani. '3 me who needs e service, s0 T oo witlioul my pariner”™ {Funding NGk
LR}, This Nnding 15 conlinmed by anothar siwly in Bolswana where parlicipants
commented hal a man accompanxing his parinar 10 the antenaal chinic would he
tusual in Setdwana calture {Kehaaheiswe 2007 ).

The ellect ol this 19 that men in Botswana are nod participating Tully in prevention,
lesling, ireatiment and supporl sarvices Tor HIV. “Nale parlicipation in prevention ol
mother o child transmiasion. 18 sUll very Tow. Male parlicipalion in tecs of enrolinent
ol ART |Ant-Retroviral Therapy |, ar even 1 HIWAATDS testine 8 w2y low™ fFunding
MW TEAY . Another ollicial recognised that this is also the case Gor other health issuss,
auch as TB. cancer and haarl disease: “T don'l ihink [HTY wervenlions are| the anly
proarammes whers man come oul al a lower percentage™ §xasa Ollicar: 4358 Tlus
ollicer also said that men account Nor anly 29% of paricipanis o the ARY programme,
with approsunalely 0% childien and 6 1% women {3Masa Gllicar: 333 This should he
considered against the rale ol lzclon for men and womean which s 1 8% and 24.2%
respectively, estiimaled Trow the 2004 BATS TT survey, tn which saamples came lrom all
hospual and clinie vsers, no just antenatal users. Tnlonunataly, these loures may he
akewead hecawse they do not show people who have never vsed hzalil 2ervices, which
include ihe men who do net seel help thal we are so inleresied . However the rale of
male infection, while substantially lower than that [or womean, i3 nol a3 low as ihe
ligwres ol male encelment in ARY treatnient. Extrapolating this data shows that HTY
inlzclion rates [or 2 mayhe 30% lower than for women, bul fwfee gs many women
than men are enrolled an anti-retravirals, This dicates a clear problem in gelling men
onio the Masa programume, and conzequently this woudd suegest thal more men than
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wioinen are dving unnecessarily Irom ATDS.

However ihigre was a recoenition thal men had aol been largeded o the righit way, and
that policy was o a cartain exient 1o blamea [ortareeting women rather than man, “You
aee tham now. laking responsilility and saying, Hev. Yoo leave us oul hMavbe even
wlien vou design some of hese programnes”™ (NACA ollicer. 78], "we have created
thar culiure o 24y 108 women's iasues. We don't bring our men alone™ (Funding NGO,
L8}, Ornher research has also idendilied that HTVATDS programmes il Bolswana tend
1o locus on womean, and ooled that there is a need o include men in prasendion and
trealment, as well as wider gender 1siues (Dalla 2004 There was conerate 2videnee ol
this approach w include men during the study, [or exanple eroups ad bean encourazed
by the local DMSAC 10 conduet activities 10 educate men, and ane aroup was
oreanising a foothall woarmament, al which they would promote HTY awareness.
Tncreazing the perception ol the 'masculiniy’ ol support groups was considered v ery
imporiant in rasearch by Lytilaton (200 whe noted that i Thai support 2roups For
HIVAIDS, there was the ame dominance o womean thal 15 Nound in hiese croups. The
Botgwana governmant was engaging will this problem by targstine the 'men's secior:
govarnment deparimeants dominated by men, namely he police, army and prisan
garvicas. “They arz iving o work willt the men's seclor 10ty and mvoelve males and
they are irving o od dillerent ways ol involving men.”™ {3asa Gllicar: 41} There way
also a perceplion that the situation was improving, and some disiricls had seen a ersaler
use ol services by men; “Taoally 11 like women are the ones who are leadine, bl with
the imervention of communily mohilisalion, ol male participation, educating the wider
cormmunily, we can see that now all of hem are on board ™ {Fodiong 5000 119}
however (hig ollicer nowed hal in her district untd recenily “There had never been a man
holdly zavine, T'm living with HIV™” (Funding NGO 109 althousl there are opealy
HIY positis e men in ather disiricds, for examiple the director of BONEPWA. Yel despute
this, one quote [rom the diary of a voung man shoveed that most people 31l ihowsle thal
HIV was more ol a wormen's igsue: “The prison warden veas so impressad and also
shocked thal a man could be well versed about issues concerning ATDS” [Thary | F.
Since creating a supparliva corumuanily raligs 9o haay i1y on the wpul o supparl 2roup
members 10 speak in public, 11 is clear hat alack o male role models is hindaring
acceplance and awarenass of HIY, Thare miay also be an ellect where the redominantly
lzrmale landscape ol care in Bolswana is eaclusionary towards men, even il
uinlentionally, and that endecing the supparl nelwork 18 dilflicall, or unappealing o
many men in such lemale dominated area. Howeaver, during the parlicipani ohsers ation
period, there were oo wcidenis w whiich men seemead 10 baing exclodad Irom groups or
particular actisilies, and tus altilode exiendead 10 the male researchar hunsell

Tuterms ol the age ol support group members. hare was a very wide range, st people
were in heir hirties, nol surprising since this is e eroup with the highesi cata of
inlzction (Ministey of Health 2003). Yet there were alio many peopla in thair bwentias,
and owvear 300 Tn cenaral il seemead thal e voungast and older members wera mostly
thera as allected by, rather than inlected with HIV/AIDS . they 1y pcally had relalives
they were looking aller, and neaded supporl as carzeivers. This Noding is supported by
Linzey 2t al (2003), who found that alder women and voung oids werz ihe maio
prosidars ol care lor PFLWHA in Botawana howselinlds. Howeyar some older women
clearly just want io help olthars and the communily . espacially mambers of he
Botawana Relired Nurses Association, which recognisad a need lor skilled healthcare
wiorkers during the HTY epidemic, and 21 up a sociely o prosvide respite, palliadive and
howme based care 1o the corununily. “We sad, well, we have e expertzse, we have the
expariance we have the knowledge, why can'l we make a contrihulion™” {BORNAS: |}
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This aroup, entirels comprising women over 30 some well iow thair s, shows the
positive impact which paople ol all ages can make. At the olhier end ol the scale,
CEYOH). the Centre Tor Youth of Hopz, auns 10 include voung people w lackling the
epideic, usig peer education and encouwraging cluldren 1o produce plavs Lo aducate
the wider communily ahouwl reducing siema and discrinination. This organisation also
runs a support eooupy, willi a woe mix ol oldar and vouneer membsers, wlo support and
encourace @ach other, and have [ownd a common @sue which brings thea logeihar,

hlany proups expressed concern with retaining active memberslip. a5 groups have lew
lacilities and sarvices 1o oller, and with Low levels of income. the costs ol oivine up
time o the ecoup are signilicant. To was also necessary 10 make paople leel as 10 ey
are an impactand part ol the group, by 1alang care 10 wmclude new members i aclivities,
and resist e forming of exclusionary cliques. especially ol oldar menbara, or hatween
commitieg mambears, a problem which was quile apparent in some eroups. Wilul, el al.
(2002, p300) notad tha new members ol s2li=help eroups muost be made 10 Fel ugalul,
and be alblz 1o take pare in olTzring support 1o olhars o ensure thewr continued

i olvemeant. Another 1ssue already discossed was that many people do nol consider
Joinig asupport geoup because they are unclear aloul what the eroups can oller them.
One group previously had Tows of memhers, when social services had ollzred enrolmeani
on the oo bashel programime, which prosyided bagic coods and Mod 0 people judoed
10 be i a valnerable situation. “Every ember who jomed the support group. . had the
opparunily of getting the food hashkel.. We vware around 85 hy then.. %o they came
because gy heard 1 vow are a member. vou arg aoing 1 gel he lood baskel ™ {Group
30288 Bul once s programme was stoppad, membership lell suddenly, and people
1211 that they had risked being open with their siatus:

“Members of the support group were koow, ey ware aasily wentilied
because they were mewhers, e social workars knew them.. 5o they said,
aee, we exposed owrselves, we are veall kuown and, they jusl cul us because
they koo ws. Then they say 1l any apportuilies come han we are easily
ideniiliad.” | Crroup 5: 298]}

However this did not #op people (rom using the group servicas, n [act they initially
became even maore imporiant: “they came in laree numbears (o he counselled lor thal,
because most paople ey were relving on the food haskel. Even theair hiealth slatus,
relies ou thal™ {Ciroup 50 299 Willow s source of [ood, many people wera lorced 1o
apend tune inding jobs o working in the felds, whicl is wliv only 5 people were ahle
1o take part in dus focos group. A consequand Tack o Taboor 15 ong reasan that the plot
ol Tand belonaine lo the same growp remaing undayeloped despule building materials
walling on e 10 ba used. Thus we can see that there must be a reciprocal elationship
between a group and 13 menthars, a eroup cannol funclion o carry ool plans withowt
active membership, and PLWHA will ool engace with ihe group unless they can zee a
direcd benalit [or them that 18 worlly more uan the sk ol haviog hair sialus exposed.
This example seams 10 sueeesl ihal [or many the expacted henallls are mostly matarial.
Thix Is also noted in The ATDS Suppord Oreanisation (TASCY supporl growps in
TTeanda, whers 34% ol inlarview.ees statad that they expectad malerial assisiance when
Joining the eroup (Kaleeha et al. 1997, p23)

During the participant obsery ation period, the researcher saw the callapse ol two
aupport aroups, with a lurther support 2roup describad o this stody elTeclively shulling
down aller the (eldwork was compleled. Tn th2 two observed cases there were several
impartant Jactors noled, liest thal hally had Taceely hzen decimated when the larger
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oreanisation thay were parl ol Tost [unds, or had manazemant ssues. This shows that
groups which are allilialed o oreanisations may be more valnerable than independently
peer run croups, 10 they prove wo depandent oo the largar hody. Tn boily these cases, the
aupport zroups were ablz o run a greatly redoced service [or sevaral months, with the
inlendion ol hopelally lding new sustainable sources of income, and also snswring that
vulnecable oroup members wers ol lell wilhoul supporl. However, one ol the groups
was unahlz o keep the support serices 2oing, even when former employess aud
counsellors eave their ume pro=hono oot ol concern l'or the wellare ol the members. The
other group 31l operales, bul al a ereatly reduced capacity, and has lost wany reeular
alendzes. Acan, impariant issuzs are ilumimnated by ihase examples: both he
inpariance ol nlerdependence o the network, and low i some situations oblications
ol support exceed prolzssional oblications, and (he boundar: between peraonal
riendship is blurred, questioning tha level o which the employvess in prolessionally
assiglad sroups are members or pears. However Nixon (1997) noles thal this process
may happen. and @ not nzceasarly wappropriale, since counselling muost be a nutually
agreed parlnarship, and should only and when both partnars agree thai the procass 14
finizhied,

Social nelworls are a key lMactor allecting the membership of oller areanisations, [or
examle political or social groups, as word about the expariance and henelis ol jothing
a croop will spraad throweh networks of (tiends or famdy. Evanlually idividual s
become an ermheddad network ol groop members, which miakes (L dillicull to leave a
group. and encowrages penple o keep allending (FPorla and Diani, 20063 However in
this contaxl, il @ hmportant o ooole that joming sopport eooups Tor HTY i3 usually a
conlidenual decizion thal is nol dizcuzeed with ong's 2ecial nebwork of Tricngds amd
Caruly. Therelore mosl indiv idoals are ol likaly 1o hasye koown anvooe else whois i a
aupport group (Levy and Darby 19923 and the ouoreach warl done Ty many of (he
groups can only lelp spread informalion abowt the role ol support 2roups, and
encourace new membhears. Despule the conlidential stalus of individual group mambers,
Witul et al, (2002 node thay Tor eroups o suevive i1 s crucial that they maioam a hieh
level of public awaraness. 2ven theough media and adverlising.

5.8 Funding and income generation

Tncome gensralion was seen as an umporlant way [or support eooups 10 pros ide serices
wlile maintaining suslamability, gain some aspect ol nancial independzanes and
prosde Tor impoverished croup members “TU's unportant e us, a8 a supporl aroup. We
nead 1o bnow liow w2 are going 1o generale income, baing trained on how 10 cenerate
incaoms han just sittine and ool knowine how we are soing 1o genzrale icome.”
[Ciroup 3: 1743 There are currenily laree pressures on dupport aroups and othar N0
10 hecome less reliant on goverament and international donors, parly due o a redouclion
in available lwids aince Bolswana no longer qualilies a3 a developing nation. A aradual
shill in goveriment siralegy ainee 2003 slowead the bankrolling ol Taree NGO projects
aller pareeptiona ol poor returns, inadaguate reporting and misappropriation of some
(wvds. This alao hit swaller croups hard, either divectly, or throueh a reduced capaciiy
the nelwork bodies thal are supposed o support theon. The reseacchar observed that
these ellzets ol some wme o ipact dewan o e level of small aroups, bul when the
oreanisalions supporiing hen ware wiahle o provide Tands, many suppocl oroups were
wahle 1o find olher sowrees of luoding ram the network. This could either have been
hecause Tunds were alraady scarce, or they dud aol have wide enough Links in he

netw ork 10 2eeh allernative sources of Tunding I wme. These dependant 2roups were
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nort ahle 1o adjusi o
becoming sall-
sustaiine, and were
ohservied 1o cither
wlally collapse or
sevarely reduca their
seryvices and hecame
reliant o the goodwill
ol volunlecrs

Ciroup members
seemad keen o leam a S
#kill and gain a source B e

ol income, eilier [or = Eiﬂﬂli&"’:\#w"" S
the sustainability ol the | = il (]
grouy: or themselsy 2. i _ . .
[nemplovinent is high Figure 5.4: Sample income generation goods

i Bolsywana, estimatzad

ollicially at 17.6% (Daily News 0702071, Tl is likely 1o be moch higher in practics.
Despile the law generally prasenting emplovees heine [ired puraly because ol a posilive
HTY status, the Boswana Nelwork on Eihics, Law and HIV/AITDS (BONELA)Y 12

i olved in several lecal cases where HIV positive workars 12110 they had been
dizcriminatad against (Daily News [702/04), and i1 i3 assumead that thare are mare
cases that are nol publicly reported. Some support aroup manlears weare weall aware of
tha risk olhaing lirad [or beig HIY positive, and thal they could seel leoal advice in
auch suuations “You mieht end up Tosug your (07 because ol your slalus, you niight be
dizcrimuinated aeainsi 80 legal halp o2 inportant. Yoo can even seel halp lrom
BONELA™ {Group |1 234}

Tl should be noted that most suppord geowy members seemed o haye no Tonmal
emiplovment, and a slody of FIWHA on ARY wraatnient in Bolswana lound thal 42%
werg unemploved (Hardon el al. 2000). Therelore icome genaraling projects are
impariant Jor wany group members as a source of unmediale ineome, and a potantial 1o
devalop skills 1o lead 10 Mhancial independence. Groups hiad a variety of activities,
including arowing and selling + ecelables, sowine and making cralts, shown w Figure
3.4 makine pois, and even running amall slalls selline sweets. Crall projects and
growing vegatahles were common aclivities across all oroups. and are also common
income-canaration projecls lor aroups oulsida Botawana (eg Hillerest 2007 Some
groups had even bean zent on workshops 10 t2ach membars 10 make jam and bread,
aomatimes organized by BONASO Jor therr mambears (BONASO. 221 o hy applving
lor Tunding from the local DMSAC. However croaps had hig ambidons for money
making projects, lor example Group 3 applied wo an intecnational enhassy [or
equipment 1o sel up a complate laundry service, and Group 5 wantad induostrial
machines for mass producing envelopes {Group 32 4370 Groap | on the other hand
only had plans Gor an additional sewing machine. This raises aon Important i#sue, are the
aupport eroups cliarities or businesses? Cernanly at the level of selling sewn HIY
riblons J'or extra income the waue is unlikely 1o be controvarsial, but this hacones
dilTerent il groups start running manulaciuring businesses 10 support e running costs
ol the support aroup. Some groups see incone generalion as par ol a process o
individual independence, and in tzrs ol caiming a skil: "l was starad becavse a lol
ol tha clients, you koow, mavhe aller they wera 111, dido't have a livelithood. S0l was
bazically 1o support he clients, you know in lerms of e2tting a skill, and baing abla 1o
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g2l money [or ihal. Sa the goods amd ihiees thal were produced. |we| wouold prosyida the
matenal, hay produced the soods, and a certain amount of money when the gonds were
aold would 2o 1o the client thal produced those eoads”™ fHospice. 271 Simular schaimes
haw e been detailed o Ueandan support croups lor PLWHA (Kaleshba 21 al. [9971, with
the notable availability of micro=loans Lo help start projzets, whicl are not available in
Botgwana There iz a governunent assialed schene called CEDAL T s 1ends o 1arged
exlanding larcer buginess oparations, the apphcation procass 18 complex, and delault
rales are huel (Ducham 2007}

Tncome genaraling projects had problems relaled 1o leasitulity and proposal weiling, bl
the higgest prablem [or sl projects seamed Lo be [Indine a suitahle marl.el 1o sell
goods, and alan competituon Tom olher eroups. T Facd we can say thal thera 15 no
markel locally here, We had 1o zo o Bolswana Crall o go and szl our things. Al st
they were ool able (o take heny, but T thinl Tor compassion sake. . hay 0ol hen .
hlost ol the tounae visil Botswana Crall |a large gousenir shop|™ fHospice: 49% . This
group racogoniied the need "o mnovale and move [rom producing what evervone 13
prodoacing locallv, and produce something new™ {Hospice. 321, Anodler group hiad also
atruggled 1o s2ll their wares, “Sometimas a clay pod can Ay 2 months withool being
houghl. We don'l have a place where we display owr clay pols vel. . We are shill looking
for a markel where we can sell ow clay pols, hul we are 311l hope(ul hecause the co-
operatives have askad us o hrine our clay pots 10 them and hopalully they will Tind
buvers ™ FPLWHA eroup. 1343 Supporl groups themsales recoenised the need for
traimng in husiness and marketing, ag well ag learning new shills, and lo their cradil,
BONAN has been crganising training and workshops with a major business colleoe in
Ciaborome (Reszarch Diary . Odher research has found similar daliciencies in e
austamahility of support groups’ income seneration projects in Lasotho due 10oa lach of
expariance il business managemeant, and sugeesied thal eroups partner witl local
husineszas W eain working loowledge (Seulzar 20027, This approach had not been
adoplad by any ol the supporl 2roups in dus study, which is pethaps sucpeising
condidering iz PublicTrivale Partneship (FTTY approach to HIY ATDS inlervention
advocated by the Alvican Comprehensive HIVATDS Partnership (ACHAF) in
Botgwana and the covernment policy W nclude husiness in the lieht against
ITTY/ATDS

Suppart groups eive thair members an opporotily 10 take par in raring and
wiorkshops that equip them with information aboul HTY and trealmend, public speaking
aballa, advice mv ruwning e group, 45 wall a5 learning how 10 8lart new income
ganeraling aclivilies.

“Traming is really huportant. Nowadays vou will notice thatl we experience
anuwmber ol diuliculties. For instance, o' T have HIV and T need 10 be taken
care 0l how will the caregiver hnow how o 1ake care ol an HIV patient
withoul being eiven proper trannng? T may he liavine open wounds. Thal
caragiver would 1ol koow how to handle an HTV AIDS patient 1 they are
not properly iraned. The olher thine 3 thal, t sapport groups, we do
dilTerend things. We need vaning [or things like how 10 prepare proposals.
Attanding workshiops is alao a [orm ol traning™ SGroup 10 386

Thiz quaole shows that FLWHA are able (o raceive ranng on a widea range off
alalls, and this education is ughly valued by group members. This croap member
algo seams o undarstand the limilations of whatl eroups can achieva il ey are not
propecly ramed. Howvever the nunber ol workshops seemed 1o lhave daclined
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belre and during the Oeldvoork period, in part due to e reduction in activities alf
twio networkine orgamsations, COCEFWA and BOMEPWA, which will he
highlighied in chapter 7.

In looking al support evoups int2rms ol Nows of resources, such as inlormation,
equipment and «olontears, one muosl also considar a zense ol elliciency . he Jactors thal
let groups make the best use ol what they have 1o oiler Al some level s comes down
1o atreng govarnance and training of the individuals wle run the suppacl groups.
Anather aovarnment ollicial described the prohlem

“the challengs is interms ol oreanisational skills, vou have (hese people
with a passion lo do somelhing |bu| they don't hasve the experiise 1o run
aome ol the crganisations . 5o this 18 ong area hal we nead (o address. like
lar instance we have BONETWA . they have a passion. But ihizy need
techinical support 10 come up willy viable programmes. . Tligy try, but
hecause nost ol ham are ool educated [ramed|, they are limited™ (NACA.
2R4-280)

This was a corunon opinion expressad by doaors and ollicial areanizalions, and was
even acknowledead by an administraior that used o worl. [or 2 major WG “Thare 13
naed (o capacily, O he directors. Bul vou lnow. . a 1ot ol people quastion the
gualilication] 5| ol these people . the directors. Bul they [oreat that these are the people
whio lave infiated [ihe oreanisation]™ {Former NGO worlier: 327 1 Democralising
amall WGOs and support croups 1§ a conimon @aue across charilies and NGOs, 1o he
dizscussad aL lenetlt in the next chapler A kay 19sue 18 that the Mounders somelines see
thz areanizalion as being their own, and here 13 a need o shill o a mambear owned
perapective “T know the direcior Toved the powear, ol being a direclor. Bul mavbe. . they
will understand (ha need o have someons else who s more empowered™ Former NGO
worker, 3310 Witnk el al. (2002, p302) noled in a wide siudy ol sell=help groups in the
115 A that sharine responsitbility nn a group helps retain more actis e members, as well a3
reducing the rish of hurn-oul for the eroup leader The gsue of powver sharog willinn
and between eroups and NGO will be discossed o the nexd chaptar.

Aside lrom general governanca, hare are many other oparational skills that maony of the
aupport eroups lacked, specilically linancial management and accountling, wriling
proposals o acquire Cuods, planoie, and project managemeant shills, especially creating
reports and evaluations. Wlule these skilla are not essential Tor the primary aio ol ihe
groups 1 providing support, as well as compelent counzellors, eroup menthars muost
also he competent adnumstrators o acquire [unding o keep the group and projects
operational . Setswana sociely is vely [ormal with respect (o law and regeulations, ool
awrprising since the country was bunded by a lawver (Transparency Thiernalional
2007 While flus means hatl business and eovernment ave low levels of corrapuion, il
does mean thal sociely ollen operales w a sery bureaocralic way. Belore a suppori
group can do warl willy the local DMSAC o he he recipient ol any Junds or donalions,
il musi he registerad with central eovernment. Groups ace usually incorporaied as a
legally binding trust, in which responsibility Tor the organizalion resis on a board of
trustess, with a binding constilution and managemeanl commitles. This ensuras hal legal
actuo can he taken should the oreanizalion dasiate (ram the constitution, or iU members
ol the comunilies or managcemeant desyiale lunds, and also sels responsibililies [or
dizposal ol debils or materials shoald the oreanisation be dissolved. However (his also
craales a lugh star-up cost For small orgamzations, such as the huodreeds of suppon
groups across the country, This 18 oot just w lermsz o tume and indine comnutted
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trusiees, b alao 1 legal costs and advice. Tn additon croups nead 1o alse decida il they
will alliliale with any ol the netwark odies, BONEPFWA, BONASO and BOCONGC,
each al which lias dillerent requirements and membership lees: “vou nead 1o be
alliliated (o thant. S0 we don'l lave the 300 T'or alliliation. Thera s oo [way| thay can
help us 11 we are notl alTilialed 1o them, that iz the maio problen™ {Crroap 3: 33}

To exarming the dillficully of sething up a chardable group in Bolswana, the resaarcher
apent several months with a group that was bving 0 52l up an orphan care centre.
Although e cenire had haen rannine inlonmally Tor some iume and had been promised
equipiient 1o help it expand. this could not he denaled o] the oreanisation had a bank
accounl, and For thig reescalion was required. This pwocess wok owver 6 months, and
over P2000CE 1807 ol Tegal and application Tees. notl counting phone calls, Uime,
pholocopying and requent trips 1o Gaborone, a3 the group was Trom a distani rural
localion. This s a dilicult 'chicken and ege’ scenario. groups cannol eel funding
hecause ey are nol registerad., bul canoot eet reeislered because hey have no fnding.
Cietting over this [wst hurdle wsually reqoires donations (ram the commwanity, group
members, or weallhy benelactors, who may preler thewr monay 10 20 towards a nore
tangible assel, rather than w a solicitor Conllictiong widly this was advice Irom
BONEWA who slaled thal il a geoup alliliatad o them, hey could apply for Tunds
through thant, which was nol the case lor some donors, and some groups weare reluctant
10 rast & nuddlenan. However il seamed hat small croops wlio weee ool ollically
registerad werz stll oparating and providing seryices 1o their mambars, bul could not
apply Tor funding Drom eosernment or NGO, aor were ey peivy 10 advice, training
and informadion Trom fhe network bedics

Onee regisiecad. aroups muosl then apply Tor [unding, which may coma Dom a variely ol
aources. The eovernmeani genarally pwos ides granis throagl the DMSAC at a local lavel,
or directly 'romn NACA for larger national projects. Todirect lunding comes [rom the
network bodies, especially BONASO and BONEPWA who adminisierad ihe simall erani
programime ol the CGlobal Fund, aliliousl some organisations el monasy diurectly Irom
inlecnational NCGOs, chiwrches and embasaies. hMosl aroups alan ask mambers 10 pax a
amall subseriplion, tepically only THO (9001 a vear Bul applving Tor funding from
ollicial channels requires detailed proposals, which are time consunung o create and
usually must be typed w1 English. The prolicieney i the lormuoalaic and 1echnical
laneuwags required Tor successlul gram applicalions varies greatly hetween groups. Tt s
not insienilicant thal twveo ol the groups in the stady ashed [or assisiance in wnling
proposals, and leders 1o solcit donadions lrom businesses: “Weve ool a prablam witl
proposal wrinng. . We have problems in leltar writing and all fhat”™ {Geooop 1 931 )
“We wanl proposal writing. .. We are sluck because we don't lnow whal Lo write™
[Ciroup 3: 906=97} This clearly linita the activities and sostamability of support groups,
lakes away tume from 2iving support 0 groop members, and reprasents a high entry cost
For new groups Inokine 1o establish themsal sy es.

5.9 Metworks of suppmt groups

Tn declaring a'war® on ATDS In Botswana (Guardian #7102, the governmend el oul
the Malional Strategic Framework a compreliansive strateoy lor tackline the problem
(NACA 2003) ol which akey aspacl was establishine a netwarl. of comimunily based
{CBO) and non-eovernmeanial (NGO oreanisations o relieve presawre on the
govarnment deparlimeants and also a: an independent vowee I'or FLWHA 10 call on e
govarnmenl. Ong eovernmeant aniplovee lestilied that helore this mlervention, the
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concepl of commuanity oreamsations such as NG00 and CBOs (o HTY was unheard of
in Bolswana {CHBC: 308, and i1 was specilically the aosvernment proeranuue that
alarted the movemeand hal now hias hundreds ol regislerad chariable oreanisations
assisting PLWHA and OV s (FCHBC: 144

Kev o this strateoy was the establizlunent ol networking areanizalions o co-ardinale
MO activities, and provide advice, and zuidance. The (ieat of these @ BOCONGO, he
Bolswana Council o ~on-Govarnmeantal Oreansations, wluch pros ides assistance o
MW operaling in all lealds. Acting parallal 1o this is BO'NARQO, the Bolswana Nelwoarl
ol ATDS Service Qreanisalions, which as the name sucgesls, ollzrs alliliated members
in the [ield ol HIVAATDS euidance. educauonal workshops and also acls a souwrce of
lnanece Irom INGOs. Last i the trio s BONETWA, (e Botswana Metwork o People
Living with ATDS, which lias a reaut o sapport and acl as a volce For PTLWHA across
thz country. and especially 1o gupport and encourage the creation of suppor groups. Al a
local level, each distriet hag tveo bodies o the Mintey of Local Gioveroment which
pros ide assistance and swidance in HIV/ATDS work, iz Distried Muolli-sectoral ATDS
Coowmiitee (DMS ACY which consists ol covernment, husiness and PLWHA
represaniation, and the District AIDS Co-ordinator. the DA, a government ollicer who
wiorks closely wilh the DNMSAC on Tocal wsues. I his descnplion seems 10 rellecl
clearly delinad hierarchies ol scale, this 18 no doult celleclive o’ the way that
governmenl policy and procedure is designed. Thare 1% a clear attempt 1o daline
boundedd hierarchies ol scale. with e President and eovernment depariments at e o,
and communily orgamaations ac e boliom. T s dillicult 10 see s struciure 25 haing
deliberataly totalitarian, espacially since individoual PLWHA are represented al
commitieas at the hiehest levels. el s significant hal doring e leedhacl. warkshop
one participant [rom a comnunily oreanisation made an olThand remark that thay were
alwavs placed al ihe holtom ol diagrams, a chares the researcher was also guilty ol
This struciore was designed 1o facilitale the low ol power Dom government o0
oreanisations, and wlormation aboul problams and possihle solutions 1o Now the oler
way, willt the sovernmeant prelerring Lo deal with a lew nevwork bodies rather than
hundreds ol individual eroups. While a logical struclura in terns of Tunctioning, il does
lacilnate inadequacies n power relalions, and a8 will s3o0n be demonstraled when the
natw ork bodies are not Nunctioning correctly, thare 3 poor communication hetween
governmanl and e grassrants.

Mlowe dedails ahoul e Tormal instiations in Botswana will ha given in the nelwocking
chaptar, hut Tor now 1115 worth brielly notine the lzvel of supporl ibal groups e
wiorkshop recaisve [fom these groups. Only wo mentionad having linka with
BONEPWA, [our wilth BONASC, and [ve with heair local DMSAC: all ol these were
Irony rural localions. Since e NGO networking bodies (BONEPWA and BONASO) do
not haye ollices nuside Gaborone, this rend 12 nol surprizing: st groups are
natworking with aorcanisations closest 1o iham. A more detailed discussion about the
nalworking ol overdeeite bodies and suppor eecups will Tollow in the next chapter Bul
il 15 worth noting hat eroups can nelwork oulside ollicial channels. Thare max be
meanhears or even laaders of dillerent support groups that have good links, dus o
personal ar olher prolessional ties, COCEMWA had trained many peaple Lo siar sappor
groups, and hare 2Ull exiats a cerlam camaraderie belwean these [ormer mambars,
many ol whow are sUll running active groups. Tarticipant obsaryation showead that s
was A auong natwork, providing many advamntaess and connections 10 mambars, that
had puilasted ihe COCEPWA areanciation n8ell’ Tlus seems vary aimilar 0 the nelwork
benelils Hanson (2005 deseribes Mrom alumini in Ghang, bul notes thal sueh networks
oltan Form exclusionary cligques thal can prevent aceass 1o owlsiders. For supporl 2roup
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leaders thesz mlornnal links certaimly actad as Nows of inlormation, bul rarely of
TESOUTCES

To recaive assistance (rom the networking oreamsations BONEPWA and BON AR,
oroups had o pay an anooal alliliaton Fee, w the region o THOO (E8 ) ar P3O0 (£24)
respectivaly at the tume of the sludy, While this may appear 1o he a zmall lee, many
groups had sirugeled (o (ind this amoont o mocey Fom thewr membership, and so
gevaral were no longer recaiving nebwork updales or i ilations 10 workslinps and
events. This also made them ineligibla for Tunds that were channelled through the 1wao
bodies. T some cases memhership (ees had not been paid puraly due 10 administrative
ercor. Group 5 were under the umpression that the CHBC co-ordinaior had registered
thewr croup “the co-ordinalar, she jusi kepl on saving thai she had alliliaced Jior us And
a0 we Jound oul thal she didn't . 8o we didot manage Lo alliliate G bwo vears.™
[Growp 30 3673031 This growpy had also nol managed 1odo the paperwork 0 register
with BONASQ, wluch maybe was in parl due 1o thair remate raral location. Members
ol Crroup 2 had complained about their problems in zetung assistance (tom hase bodiey
“We could o g2t any Tunds Itom BONASO because wilh BONARQ, vou need 1o he
alliliated (o them. 8o we don't have the P3O0 [or allilialion™ (Group 3: 333 TIniil
recenily, BONASO was responsible foe administering a Llaree number o’ small grants o
HIV AIDS service areanisalions, which wers a primary resource [or supporl 2roups
lonking o deliver sarvices or hoy equipmeant. This zroup had exparignced a dead end in
applving [or the Global Fund eranis as well.

“We are nol eattine any hizlp I'vom BONEIWA because we had applied 1o
Cilobal Fund and with CGlahal Fund, BONEFWA is (he areanisation whicl 13
auppozad 10 recommend us. - Global Fund could not assist us loancially
because we had no place where we walre oparaling [rom. Now, when we
tried 1o ask Tor aggistance agai, we wele wld thal elohal (o oo longer
gave oul Junds, hul BONETWA 2 not helping us o any way.™ {Crroup 3
431

Thiz veas dexpite the group noling thal “Two vears ago, ihizy trained two ol our members
10 e counsellors™ §Group 3. 453 Interestingly Coroup | did nol menuon BONEWA or
BONASN at all, and whean asked aboul crganisations that Tobbied or advocated for
PLWHA, only BONEL A {Boiswana Malworl on Elucs, Law and HTV ATDNS ) was
mentionad. One member ol eroup 4 12llinely thought hat BONEWA was now an NGO
“BONEPWA does now foarm part ol thesa.. vouw can eroup il under envemmeani
intiutionza™ {Crroap 4 2420 Claarly, some of hese eroups are ool [ully aware ol the
role ol e nelworl. hodizs, hodh in eems of the services they oller eroups, and the
advocacy role they should play with govarmeant. There 15 even a zense thal some
oroups ouly see BONEPWA and BONARO as polential sowrces of lunding {Dhary )b, as
many aroups whan planning evenls would only wrile o them lo ask Do Noancial
assistance. Howes er despite someathing of a personal il betwzen one mambear ol Group
2 and BONETWA. s eroup seamed well aware ol the role and heneliis olTered by the
networking bodies “in these arganisations . vou gel e empowermeanl, voo will he
maora involved mostly o many things even in planning.. . even nelvorkine wil other
PLWHAR netwarking with other CBOs or alhar XG0 50 Tor the best lessons you will
g2l Irom others™ {Grouwp 20 1089} Anolher group member stated how NOOs including
the support aroup she was a member ol had halped har, “Whan we talle ol charity
creanisations and’or NCOs, T peraonally have henelited front them because T have learni
alel ol things that T didut know belre. Toesver huew T would be where Tam loday. T am
whial T am 1oday because of the NGOs. Since Tiested positive, T liave learni a lod ol
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things. T have bean (or Peer Education draimine, Thave heen throueh TAB | Tonior
Achievemenl Bolswana| training as well™ §Group 20 1510}, The ollicial response (oom
BONEPWA when accused of being inaclive with cerlain eroups, was thal 1t dud not have
enoogh Tunding from goyvemnmeant o cary oul i3 aperations (hMmeaen &1 2:00) To a
cerlain exient this was cerlanly he case, a5 covenunienl and international donors had
cul genzral I'unding and shilted towards specilic projzeis, and during the course of the
gludy there was a visiblz drop in lall and day-1o-day aperalions. Yel some armoup
mambears lell thal there were leadership iszues willun the BOSEPWA comuniiee.

510 Conglusions

This chapier has inbrodoced ths broad and vanied rale ol support eroups, which are
shown 1o ba an imporiant sowrce ol support and encourasement (o heir mambars, T
includes much detailed inlormalion ahow the operalion of groups, nacassary inparl
because tare 15 30 Tildle (o the hileratore oo support ecoups Tor PLYWHAL Groops showed
a oreal variely i the support gy ollered, sesnungly according io the neads of their
clients, whiclt in gome case werg more psychiological and olhars more practical.
Considering the wide range ol functions ey prosided for mentbars, the communily,
and by inlzrence he nation al laree, they serve an inlezral pard ol the wider netwock,
and are clearly impacted hy the lunding decisions ol the global nelwork. Many people
alendine the oroups are o erished, and some groups spend a oreal deal of their
resources w providing lor the bagic needs ol mambers by prosiding food and monex
Itoun lareely unprolitahle income eenecation projzcis. Howes er, the croups were all
atrugoling with s2veral recurring issues, espacially in raRing awarenass aboul he
gervicas suppart groups can oller o PLWHA, and Tnding sources of Tunding [or
runninge costs. All the suppor groups seaoed o be moestly run by wormen, bul thers are
clear gender izsues in the whole landscape ol cara. will a hurden placed oo woien a3
primary caregivers (Lindsev al al. 20035, and a lack ol wvolvenend ITom mean al any
dlags ol the medical or support svalemis. This problem i@ not just restricied w0 HIY or
Bolswana, thare may be global cullurcal norms on mascalinity which discourage men
Itony wsing health and support secvices (Courtenay 20000, acain 1ssues are raised which
are glohal and houndless. For support eroups, this resulis in lew aclive male group
meambers, and a consequent lack o men civing and recaiving supporl, and educaling the
commuiily on pravenlion: a circle of indilTerence thal i dillicudt 1o hreal..

Some ol these pwoblems seant o slem [(tam a lack ol practical assistance, especially
managemani trairung [or upport eroups lrom NGOCBO network bodies ar local
governmen! conviiess. Theare are alao signilicant barriers 1o entry w1 the network [or
aupport erowps, especially w taems ol usl costs of reeitcation willl wnbrella bodies
and a lack ol basic commwnication equippmeant. Theze transaction costs' (Williamson
(985 ), exclude groaps [tom ows o information, redocing awareness ol vaming aond
lunding opporunilies thal could strenghien thewr suslamability and service provision.
Chapiar 7 discosses in oreater datail the collapse ol he Tormal suppocl nevworks [or
communily oreanisauons, the alliects of bad govarnance, and he lasting Inpact botl can
hav e on the vulnerable paople whom organisations are charged with secving. Firat the
landscape ol care needs (o be expanded w1 the next chaplar Irom the group exparianee o
include e wider netwarl. of support Trom individuals and oreanisations, demonstraling
tha varizly of experience participants shared in focos groups and diaries.
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Chapter Six

Experiences of Support

&.1 Introduction

Thiz chiapier will widen he discussion o lhe landscape ol care [or PLWHA in Bolawana
Tron locus eroups 1o the whole netwarl. of support, 10 include detadl of supporl given
and recaived hrough individuals and orgamizations. Throaeh e use of focus groups
and diarez with support aroup members, e voices ol participants will be used w haild
a broad piclure ol hoth the dilTerend sowress and Gorms ol support available and ulilised.
Thease parlicipanis share detalled peraonal experizness of support as hoth givers and
recaivers. Thisg will show the level ol variety and commonalily in service use al ha level
ol individuals wn dilferemt groups and locations. The analvais will #1an with individual 3
as prosiders ol supporl, move on o geoups of Individuals, such as Triends and Tamily,
and linallv lool at largar groupings, such as the communily, chorch groups and X00s.
T this Mashion the readar will be sliown the impartance ol the many dilTerend sealas of
aupport prosdad, the dillereni ex pariences they proside, and how many PLWHA use
aupport al all dillerent Teveals Tor dullzrent or overlapping neads.

Through the coding and analvsis process described in chapler 4, using patiera coding ol
leldwock data (Miles and Huberman 1994, pi9Y, and anewlation ol dillerent data
aources Lo validale topic areas (Brewer [989), the volces ol pardcipants will be used o
show whal services individuals use for support, and what assistance they eet [rom them.
Dillersnces of apinion will alsc be shown, and used a5 a point o discusswon on acces s
and use ol dillecant souwrces Trom ihe inlormal, such as Triends and Tamily, o (oomal
inatilutions ol supporl. Where applicable, examplas Froon participant obsers ation will he
wsed 1o conlexdualise some of hese igsues. T is important 1 note icoughoul s
analvsiz that, as previoosly discussed in the methodology chapear, seleclively sampled
qualilative data o this sort cannod be used o be make genaralisations across (he
communily ol study (Howe 20040 instead the aion i this chaptar is o show support at a
daiauled micrn leval, and the complexily of the supportive envormnmeant. el this
approach raizes the level of participant voices n he suudy, and shows dilTarent and
conllicting views and experiences. as described by e exparta: the people who live
thzae eaperiences oo a dailv basis (Worgan and Krager 1990)
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Figure 6.1: Matvix of types af help received by
support group members fram different sourees:
) = none, 1 = some, 2 = most, 3 = unanimons

Ilzing a catzeorisation scheme adapted From Hoose et al. (1988), Tahle 6.1 shows an
overview of luns aupport zroup members described ihe leveal of lowr dillerent tvpas ol
aupport from dilTerant sources. The House 21 al. (19837 study (ocused oo siressiul
events in the workplace, and provided a strone ftameawork. Gor examiniog social suppot
for suress[ul evenis. Therelore some of 1the calecories ave heen modilied 1o beiter i
the conlext ol this research; spzeilic headings relating 1o the work place have been
removad, and replaced with HIV/ATDS gpecilic calecories. Alone the top row are s2wven
dilferent sources ol help Tor PEWHA which will be detatled in flus chapler, The lel
column details 4 lvpes of suppocl. sk, Emodional help, (or example listaoue and oller
pavchosocial assistance. Inlorualion ncludes advice, and mstrumental care, which
House ¢t al, (1988) deseribe az practical help zuch as moncy, labeur and time, An
addilional calcgary was added. HTY care, which in this contexd ingludes elp lor
apeci e HTVAATDS issues, such a: medical help, bathing and mcdication Throuwsh ihe
coeurse of the chapter, cach section will draw Trom ihe reacarch whieh haz been coded
Lo cach category, 1o demonsirate the level W which PIRWHA obuain support from cach
aource, and 1o what extent difTerenees of opinion are exprogzed, Thig iz swnmarizad i
the table, lor cxample the scetion on Family Moztrales how Few people mentioned
reeeiving mlormation Mrom family, bat morge 1210 they had been given emalional suppaort
rom hom

T participalory 525510015 willy support group members Trom il same group, people were
aiven g sericd ol cards representing dilTerent sources and 1y pes ol zupport. To promaote
dizcugzion on cach topie, groups were ashed 10 pul (e cards in order ol mogl nmporiani
for PLWHAL and explain why they had ranked cach card Trther: vas disagrecment
betveeen participant: as 1o ihe imparianee of cach tvpe ol suppert they were encouraged
o dizeuzs dilTerent expenonesz, and come 1o a consensus, This happened ofien, and
illuminates the diflerent oxpericnces ¢ members of 1w same group in gelling halp lrom
dilferent people

6,2 Individual sell-help

Tivaddition 1o the seyven sources ¢l supporl delailed in thiz chapler and the following, 11
is imporiant io also deal with the neiion of 20, gmee sel -zuppart must be e slarling
poind Tor all Turther attcmpts al scehing and uging gupportive gervices Smiath {993
reconnises a goquones of scales, body, home communily, urban, region, naiion and
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glohal (pldl ) While hiz recognises the dillicalties inherent in bauanding dillTerent acales
i this way, and some authors {eg Jones el al 2007 ) would question this approach, L s a
wselul struciure [or dascribing the supporl nebwork ma thesis vhich iz he wrillen and
read w1 a lingar fashion. Tn feannist geography, he hody 15 recoonized as a spatial site,
and an hnportant woil of analvais, especially in studies of impaioment and illness (ex
Mgy and Divebh 1999, and iz a eood place lo hegin an inveslication of the netwark ol
aupporl with sall ag the (st node. An involy ement with the dividoal, and o particular
thz concepl of sell-2(Ticacy introduced 1 the leralure review, lielps explan wliv some
pecple are e reluctant 1o seek help than others, and the exient o which paople legl
able 1o laclkde stresslul situalions thamselves. Peopla in the support group discussions
werg sliown a card reprasentine ‘sell’, and asked hiow important they saw themseals ez a3
aouwrce ol suppocl. Members in groups 1, 2, 3 and 4 (zee gechion 4.4) respanded that they
lelt that il was imporiant 1o help ooesell’, aroup 3 und the concepl especially
gignulicand, noting thal indepandence in particular was impactant F'or both individoal 2
and the group. Oue comumanted “The mest impoclant thing s for us 10 be sell supparuve
and not he dependent on cdher people™ {Group 30 1807 and that even though someone
15 livine with HIV/ATDS, “We should be ahla 10 do some things for owszlves™ $Group
3 3%a) Another group member acread. “We are skilled and il's pogsible o us 0 do
tha things thal we wanl 1o do™ §Croup 3 ;4035

Twor other groaps also commented oo the imporiance of Tugh sell-ellicacy, “Don'l Tel
wour candition 221 in the way ol what vou had planned. You jusi need 1o 2]l voursell’
thal vou sull are ening o stick o vour (lans™ {Group |2 2863 and anodhear respondani
alated T can take eood care of mysall T follow advices and arders Trom the doctor
and |by | telling rovsell hat T am wlio T am because of me not because of what other
pecple think, T koow vsel [ much betler than anvone else”™ Cooup 20 185G} These
positive cormuments on the umportance ol sell were very encouwraging considering the
atigrmatised and paychologically debilitating potendial of a positive HIV diagnosis, and
was oood evidence thal groups are encouraging iheair mambears o (el good about
thamselves, and atlempung o reverse the ellects of stgma i thair conmunily. Studies
in Westarn conlexds have suggested (hat high levels ol sell=allicacy incraases the
likelihood of TLWHA baing open with their staws (Kalichman, Nachimson [9997. This
15 usually dizcussed in he literalure in the context of Taving an ellect oo risk redoction
(e Wullert and Wan 1993, Forsvth and Carev 293 the aliiludes exprassed hy
PLWHA zugoest that sell-allicacy is alan imporiant 10 deal with a stresslul situation,
auch ag being HIY posilive.

However, with the posaible excepuon ol Croup 3. eroups hiad members who seamead o
have low levels ol selli~allicacy, and 2l somewhal dependanid on others: “Thare 18 no
[way | s T could do something withoul having received any training or have ihe
kuowlades about somelhine”™ {Group | . 383} and one group when askad whal PLWHA
can do lar themaals es angwered ©T can asl Tor lalp Trom my neiehbours. Tean help
myzell by ashing lor liglp ao hal T know what decisions T can malee and wlich direclion
Tcantake™ §Group 4 0 1135 However ihe nolions of sell-ellicacy exprassed by
meambers ol Group 3 seam closar 10 a [eeline of sell=presersauon. Therz 1s a delinite
lealing that the group and s members muosi look aller isell balore others, T can' just
oo oul, 28 things and then give 1o someone else. Treward mysell sk ™ {Giroupy 3 .
%1} While this may be more of a plulosophy ol the creanisation rather than
indisiduals, i1 may rellect the Cact that this group (Ciroup 3315 localed in the poorest
distniet studied. has had a history ol mambers leaviog when services could niot be
provided, and an emwobional split ol e group several vears ago. Details learnad during
participant ohservation sueeestad this jssuz revolved aroand a canl(lict thal arose
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hecause the group was operating oul al the howse of one ol he Tounders, due o lacl of
resources. This led 1o conlusion as U0 whean the howse was a privale place [or [tiends,
and a public place for growpy members, and whether donated eoods were haing
misappropriated, or access o them was resiricied. Here 15 another eood example of the
amhiguwity ol calegorising the space in which eroups provide care, in he pravious
chapter il was noted that groups enact supporct hiraachout the community, not just fron
a baze ol aperations, here is evidence that the private public nature o homes 15 also
conlestad. This can alse be consudered (o happan when members « isil hed-ridden
clienls, enactine the cliants own privale space a3 a space ol care, a process which @ also
hecoming common i the Wesl (Williams 2002 ).

Clearly i the case of Crroup 3, a certaimn level ol sell=3ulliciency had heen necessitated
by peohlems w the past, and a situation in which wdependence lrom others had lad 1o an
increased emphasiz on sell-ellicacy. Thus it iz imporiant 10 consuler thal sell=2Ticacy 13
a [actor in explaining ihiz leval ol dependence on wider supportive networks, and that
necative events in the past, which are also noded Teom abher groaps that have been let
donsen by previous [unders, can in [act promote sustamabilily. This halance hatween
depandence and indepandence 18 crucial ool just al the personal Tevel, Tl alao for e
austatnahilily o supporl groops and X008, and 1us will be explored Tucther in the nexd
chapier.

One tvisihle aspect of szli=allicacy s particolarly relevant whean considerine the low
use alhealth servicas hy w2, a lactor noled in stadies (tam many countries (2g
Muostard el al. 1998, Marcell el al. Z002). Numecous ollicials and group mambers noted
this prablam accassing support, which will he discussed in dedal o later i the chapter,
but % worth noding hare as in 2ssence this comes dowi 10 a notion of 32l that when one
does not have an experiznce ol using doctors or other heath secvices, ibis dillicull 0
omercome this barner ol inexperience. Thig iz especially cormunon i mean [or bao main
reasong, lirsl ey may not have recular contact willy dociors 10 the extent that women
do Tor regular chack-ups. Tor example ceryvical smears or pra and posi natal clinics.
Secondly, theare tends 10 exisl a Teas ado ol gell-sulliciency i many cullures which
craales a social pressure discouracing man 10 vizit a doctor (Singleton 2008). Goe could
even suggeasi ihal cullural noems (e some sociaties dictale hal women have a role o
lank aller thar hoy miendsshusbands, and so men withowl lone-teron pariners in ese
atlualions have little inlTuence an ham 0o wse haalth services, excepl whan pressured Ty
thair modhers

Mhany respandanis at all levels. boil male and fzmale, staled that Tow male voly ement
i suppocl and preventative servicas was ong ol the higeest tsaues in Botswana, and fhis
will be engaged with tn the naxt chapler while discussing how people from dillerant
ganders and locations access support networks dulerently, as well a8 azection lawer in
this chapier on husbands and wives. Tt is imporland o nota that the g orily ol care
prosidars are wormen (Lindsey el al 2003), hoth at informal and [oomal levels, which
may he another Facioc thal excludes men Froo bz realm ol social care, or al leasi makes
il less lilely 1o be well targaled towards men.

6.3 Family

0 all the iasuzs discussed by participants dwring he course of this sludy, Tamily was by
far the most conlronersial and sparked the most interesting debale. Far lrom haing
wilveraally he elosesi and most conumon Torm ol support a8 suggesiad by other stodies
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in Bolswana {2z Lindsey 21 al 20033, respondents ad very dilTerent experiences ol
Iriends and lamily. Tn eenaral peopla seamed o [all indo 1wo camps, pediaps lhe
majority 2ol most ol thewr support Mrom Gmily, while some had been osiracised by thenr
kir. and had strong networks of (riamds. Few people seemed Lo Tave both, and at leasi
no-ona openly stated they had naithar

Ti 15 importani o siress that exdendad Tanuly 15 unportant tn Seiswana culluce, apecially
i prosidine care and healily decisions (Shatbo 20077 To general, lamilies have close
ligs willy even distant cousing and relaiiyves, g @ evidence since The Tavana lanouaee
has separate words Gor uncles, aunts, and cousis rom the mother and Father's sides of
tha Camily, and steong traditions, [or examiple thal ceriain wncles acl as supporlive
patrons 1o meces and nephews. Toeeneral most lamilies in Botswana provide very cloge
aupportive straciures, 2vidanced by one churell olficial whio aoled that “mosl caring in
this society.. 18 done through Ganulies”™ {Choech. 471 an opodon that concars with one
ol tha [ew gtudizs undertaken on Canuly caring in Bolswana {(Shaibo and Wallhagen
2002 on care of e eldery. Cerlainly many respondanis in the study did have caring
and supportive fanulies, indzed some could nol imagine a beder source ol supporl; “my
Family, they understamd me muech hatter than anvone elsa. thay koow what T need and
whal T don't need” (Croup 20 119

However athers had muoch less pogitive expariances. “You can'l dzpend on vour Family
thal much. Fanuly can and up dezerting vou and you could aod up sulTering on vour
owent, T don™t konow ahowl some ol vou bul T have given up on oy Familv, Giod is the only
peraon who s Inolane oot [oc me bol my fanuly, Tve eoven up on them.”™ JCrroap 3.
4} Most ol hese prablems with Tamily mambears szemad o stem (rom stigma and
misinlormation abowl HTY, “the Family can someldime stigmatize you the [irst tome hud
alter knowing thal HIVAATDS 15 not a virus whicl can be bransmiited throogh sharing
lood and a0 on, they would then slan by ziving vou love, care and support”™ {Croap L
R

Even il they had supportive Tamily themselves, many group members anderstood or Tiad
apeciic examplas of some lamiligs who were not caring Tor PLWHA: “Bul u's dillzrant
with other families. Cvhears would stismatisz you alier vou have disclosed vowr slatus.
Somelimes it's dilTicule Tor e o understand.”™ $Group 20 1300, T would not Like o
dwell much on lamily because you will Nind thal Families are dilfarent. There are some
Iamilies which can isolate themselves oo yow Oudy a handul number of Families can
ALUPPOTL wou, encowrags you somie can even be ashamad of vou” (Groap 4. 2113, The
answear o this prohlam advocated by geveral croups was thal Family members need o he
educaled abowl HTY, and this was a task heine done larealy Ty social workears.

“We need counsellors 1o couwnsal the Fanulyv o oowr Families vou will Tiod
that ' T am HIV pogitive, T have col my place pawtad in red. my cup and my
place are washed dillzrently rom the olher wiensils lwoueh they are my
laruly, &0 thal is when vou can call social worlker and counsellors o sil with
those people and unite them.™ {Group 3: 430)

“S1U on the issue of social workers, 10T amt HIV positive and can't 1alk 1o
my Tamily aboot my slatus, social work 2rs can visit my family bot ey
would nol dicect el my Taouly at T am lising with the vicus. They could
atarl by educating my Tamily abowt HTY. how o Lake care of an HIY posilive
livine person. Tn thal way, they would be advising ny Tamily on hoe o take
care ol an HIV positive patient.” §Giroup 20 83
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Tierestingly (L was a0l consudersd a role of suppocl aroups 1o direcly edocale he
Caruly of group mambers. Crroups had programmeas of eeneral public awareness, bul ihe
direcd educalion of Tamidy members of PLWHA was consuderad (o e a role of social
garvicaes and govarnmeni counsellors, and seemingly then ouly aller there was evidence
ol soume conallict or discrimunatiog. As shown in Table 5 1. [amilies ware never
meantionad as a source of wilormalion, and olian nzedad to he provided with HTY
cducadion,

Howevear, lamily membhars were cleardy ollerine cood support in many clircumslances,
“They eive graal help when vou are (117 {Group 5 871 "When T [e2] the pan, hey
realise it |mware| quickly, than any other people” {Group 5 88} Espacially valued was
the support aroup mamhears oot [rom their oo children, one described liow they were
“doine lavndry, coohing for voo hoal whal wouold count even more would he the passion,
love and care thal mavhe your child would give vou™ (Crroap 1. 1735 Ooe respondant
noted in her diary o one nighi “Aler lowrs, slartad atecrible diacchoea the whole nighi
on up o morie, Asked my daashisr o wake ma 858 (sall sugar solulion) [oe me. T
211 a little tut bedier. T was helpad by my daughier Thank vou very moch danghier™
MDuary 4 . 810001, Althowgh other rezeacch w sub-Sahiaran Alrica has considared ihe
role ol the family i care, il ollzn considers the pressure illness places on e Fanily,
rathar than ' ey will proside suppord o the Orat place, Olowagheniea (2007, p070)
for example inds thal mest Families support HIV positise members, bul only nodes in
passing that some had discriminaled against them, and senl them away. This szemead 1o
he the case here, most [amilies are supporiove, but those at stiegmatise lend e oller no
aupport at all.

People described dillerant experiences with thair pariners or spouses. Thera was also
dehate as 10 wheiler they counted as Tamily: “i] youw are nol macned, vour Jamily are (he
ones closest Lo vou, wour ITiends are also the ones closest 0 vow hen vour Family,
mavhea your spouse i vou are nol macriad and iCyouhave ool a gicliviend and you are
not married, she i3 the ane closest 1o you more than voor parents” f0roup 17300 TI
was A conlantious issue because claarly w some situalions, while heing a major source
ol support, someone's husband or wile may have heen the pecson thatl inlected hinvhear,
Finding acceplance therelfore was sometimas dillicult, alhoogh there were alao some
alories with good oulcomes:

“&he was married belore, and the hushand passed avay, she, she leated
harzell halore the death ol the hushand, ol her husband gave her love. The
hushand shared love care and support halore she was tesied HIV positive,
but unfortunalely iz died. But recently sha's aot a hay [riznd. Te wld her
alatug, he accepled her status. He can even remid har ol 1akine her drues,
all e Lime he i3 ewving herhelp™ $roup 5: 67-083

Howevear sone oroup maoibers had sery dillzrent stoeles ahoul parnners accepling their
HIV slaluz “My, my neighbour. Ts a woman, a married one, the wile of someona. 5o she
lesied HIY positive and called the hoshand. You know what happened? The man sianed
not slegping al home, doine all the strange things under ihie (amily. He couldn't accepl
her, his wile's slatus, becausa hi2 saud where did vou gel [HIV]T {(Group 50 83-83}
While these stories come [tom e caral group. gimilar commeanis oo hoth sides ol he
apecirum were madea w uan areas, showine that people react very dilTerently on
discovering the posilive stalus of thair parther,
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Cicoupy mambears ofleraed dillerent views as 10 e vpe ol halp thal supporiive parners
gave: “The wile or lusband can aive care and emctional help Thal is love and care. that
15 adharence counselling also™ {Group < 221 Anothear group member agreed, “They
can also be loving. A husband or wile can give love 1o an HTY allecled or inlected
peraon 30 1hal this patient does not gel discowraged in L™ Cooap 4. 33 “They can
give vou suppork. ey can care [or you. . [or llousework, |or| ey can ba iare a3 our
counsellors.” {Ciroup 1 6607 . But again, a dillerance i experienca was coumon.
“They are jusl like [Tiends and FTamily, they can be on both sides, they can be potilive
and negative”™ §Group 1 602

Several members ol oue eroup exprassed inlaresiing vigws on the dillerent roles of men
and women in a partnarship:

“If, [or instance e husband becomes ill, hie wilz is e one who will take
care ol um.™ JCiroup |2 704

“Home ol us have heen locky thal owr womesn have baen very helplul o us
by doing owr laundry and doine almest eversthng o o5 [Group 1 7033

Ty own opionen, whan vouo are a man and vou're 11 and 1 vou have a
wile, 118 vary impartant [or vour wilz 1o be next 1o vou at all Limes 30 tal
ghe can lake care of vouw™ {Crroap 1. 0903

Thease queles sugeest thal wormen are expacted wo be the careoivars in a relationship, and
i the wider fanuly, an opinion that echoes [indings that i muoch ol sub-%aharan Alrica:
gander inequalilies lead 10 wormen, much nore odien an e, giving wp teir career or
education o look aller sich relalives or parthers (Essex el al. 2002, pao3) Comments
such as A woman can take carg ol her huzhand but a man can't lake care of Tus wilg”™
[CGroup [ T0RY suegest thal hig mieht be a culiural expectation, hul wheiher the
maaning ol this slatemant s tal men ara ool ohlieed 1o 1ake care ol their wives, or that
thay are unable or incompetent is unclear, althougl i1 18 inlerestiog thal hese viewpouits
werg expressad by boll men and women  a lareely lemale sroup. However, Group |
was also abserved 10 he the most religious, regularly holdiog pravers duwng meelings.
These comuents may herelore be wdicative of them expressing a maore tradiional view
ol marriage. Thaloriunalely, no other croups or individuals expressed views aboul the
role ol husbands and wives as opposad o partners, hol 11 se2ma w0 11 in with e general
vizw elzaned Irom the dala hal men are ool engacing o support 29 nech as women. OF
course tus comes from a largely lemale sampla, we arz unahle 1o speculate on he
opimons al man who are not invalved in supporl. Another study oo Tamily care [or the
elderly noled thal women were aapacted o be eeneral carars J'or thewr hushaonds {Shaihu
and Walllazen 2002, n143), and Daila {2004) found (hat while there was a 2xpeclalion
10 od thal women were hettar carers, in Facl studies see Lilile dilTzrence in
pesychwlogical tests of social support (Burleson 19940 While 2ome studies have painted
a bleak piciure ol women's riehts in Bolswana (Langen 2005), this was uol oby wous
Trou the resgarch, vohich includad aTaree nwuber ol conlidend and independanl women,
who were actively involved w PLWHA action. Yel ol cowrse. this daia only shows
parlicipants n swpport zroups, i1 does not show women who are hiding their slatus, oo
busy 1o atlend, or alraid of paricipation o0 HTY relaled activities.

HTY 1esiing and counszlling For couplas was an important issue [or service providers at
thz tume ol the study, and his was rellecied i many ol e group's comments on
parlners, “there are procrans like Netelatzo | To Enawee|. whareby a couple would oo
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lar testing and 1] one ol them 12313
pasitive, thay both go throach e
past coungelling sessions
wzathar™ dCoup 2 737 One
counsellar based in Gabarone
noled that “most of he women
come and best wathout ther
hushands, or thewr partners. Or
thair pariners lave lus thing of
gaving il vou're negalive, il maans
T nzeative. W vou're positive,
that weans Tor posilive, T's not
like that. Because vou hnow,
wouve been having so many
dizscordant couplas™ §Counsallor
Tilerview: 203}, This counsellor
also seemed o have had some
necalive imprassions ol many
couples’ reaciion 1o HIV lesting,
“Even those partners who lave
bean supporting their collriends.
whien they they knew their

Figure 6,2: Sources of suppaort frem diary entfries

girllnend's slaius, they end up
hraaking up™ (Coungallor Tularview: 207 1 And despita their best interyvantions, “They
dobreal up... T mean we do try our parl, we do do owr part.. Bu bl at the end ol the
dav, i's all aboul hem. it's their decision”™ {Counazllor Tntersiew: 2751 While
counsellors like this ane are in iheory availablz at most clinics across e country, and
with church pagiors also praviding relatonship counselling, somatunes aither the lear ol
HIY ar pain ol inlidality 1s loo moch lor couples.

While vegaliv e experiences with Fanuly and spouses weare quite common, thers was also
asense (rom many people al “At the end ol the day, they are miv family, never mind ir
they like ar they don’t Tike bul al the end ol the day, they are aw Camuly,™ JCrroap 4.
216} Diary entrigs which loeged each wstance of support over a bwo weeh period lor 9
participants noted that Fanuly was nol a Irequently wsed sowree of support (Figura 6.2,
and this [inding riangulates well witlt the numbers of respondanis o the Tocus aroups.
Howevear il is umportant io ackanwledae thal ihis eraph oaly indicates the number off
aupport instances, ool the imporiance or sighdicance of the support received. and the
daia 15 based on a small sample. Even o, combined wilh the evidance Trom Tocus
groups, this linding 15 unporant congidering e Tieraiuce on suppact lor PLWHA in
auh-5Saharan Africa lends 1o pol an emphasis on the Familv as promary carecivers (eg
Kippel al. 2007, Lindsey 21 al. 2003). The lndings Traom duaries and apinions exprassed
i [ocus groups sugeest thal Fanuly are just one parl of the landscape ol care For
PLWHA. As a network ol support, Tamily can be a very 1ighily clustered clique, which
can aither he a slrong source ol upport, or strongly exclusionary. While Fiewre 6.2
shows ihal diaries logead many instances ol suppord oo individoals, i the [ocus
oroups, there were perhaps even strongear peohlems axprassed willy (viends lhan woitl
family.

6.4 Fricnd= and conlidentiality
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“Friends they are ot trustworthy and comparing the Family and Triends, she
doesn't stay witl the IHends, and the (amily, they kesp her happy hare,
tilike (he Triends ™ JGroap 5. 78]

Thiz was a cormumon tsaue expresaad ahowt riends, thatl they could not he rusled,
eapecially with regards 10 conlidentiality. “¥You nesd lo chioose | vouwr iends], T woold
1ell roy Iriend tal T am HIV positive and that they shiould not @l anvone™ (Croap 1.
372 When asked what wade a anod [Fend, the unimediate unanimoos answeer in us
oroup was hal they should “Keep gecrets™ Coroup 113771 w anodiar group, “Some
Iriends. . What can T call them? Spies™ [Group 4 271 This was never mentionad as an
issue when disclosing HIY siatus (o Gamily members, evan the ones hat had stigmatised
oroup mambears.

Another respondant rom e same group undecstood vary well the lact thal mends were
parl ol a wider social network, theough whicl inlonvation can spread. “witl Iriends, T
shara with vou what T have shared with somebody else . When T lind out ilal one of my
Iriends js HIV positive, T woold probahly 1ell one of my other (riends aboutl vour HTY
atatus. He or She iz my other friend rielt? So we share gossips weether, youses 1
wiould probably 21l one ol o obher iends aboul your stalus and ihal oter Friend had
another Iriend, vousee . 's jusl a chain. ™ {Croup [ 395 °T can conlude o my Diend
aboal my health condidion... The nexd thing almost the whole community o T'B

[T nivarsily ol Botawana] would Loowve about ooy condilion”™ §Group 4. 2755 While
Iarmihizs seamed 1o belong o a closed, and more rustvoorily network Tor most menhars,
Iriends are parl ol a wider social network i dhe communily, which can cross levels of
trust. While ong may be able 1o Lrust (riands, the amea might ool he roe [oc (riands of
Iriends. Support aroup members expressed greal concern about their right o
conlidentialily and spoke harshly ol sz thal had betraved thewr ost “Thay ara bacl
biters™ {Crroup 1 3807, Tniersstinely thare were no such mstances willy lamilies, they
geemed able lo heep secrets, he il by hood of ki or rigk ol embarrassing e Jamily by
revaaling one ol lhem was HIY positive. SuUll. az with fanulies hare was a ereal varnialy
ol opinon and experiencas in the groups.

When asked 1o Lial what the qualities of cood (riends of PLWHA are. peopla Listad a
wide variely ol exampleas.

“They would oller support, mavba. . even somelimes resouwrceas like
lnance, they can give me monay 1o 2o o the clinic Tor checl. ups.
aomatine ey could 2ven 2o 1o the extend of olTering vou lood,
counselling™ | Group 4: 279}

“Also sharing exparience. Mavhe we are on the same plad oo so we can
also share experence, we can also share ideas, [od a way ool and a way
lorward™ {Group 4 28601

“They eive you advice, (hay take ol vou when vouw are 11, vour friend can
conb [or vou or even lake vou lo the hospital ™ [Crroup 1 37H

Anather oroup beean o discoss "hoddies”s which may lave relerred 1o the Tonmal
adherence Buddy Scheme desceibed insection 2.7, hut thair cale could equally apply o
a oood Triend. “a buddy can advice me ool 10 1ake my own lile, and ihey can also advise
ma not W discriminate my<ell lrom the rest ol the community, Boddies can advise e 1o
Join Aupport aroups. . sisil social workers aclocal elinics and ihat way T would not hase
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10 z2ive up an lile hecause ol the positive advises that my buddy would have aiven g™
[Giroup 20 98} and another croup member added “buddies can also help HTY posilive
peapla by remiindineg them ahout the tmeas when they have 1o take their medication.
They can also accompany me o e hospital o ake my ARY medication™ {CGroup 2.
OG0

Asida (o ihe buddy programme, a lew members shared examples ol zood 2apariences
with ltiznds alier they were HTY positive, “whan the nurses gave me the resulls, they
1old me thal T was going o die. Tdudo't koow what 1o doo . My Triend and T decided that
we are going o slay in that church and pray for ourselves™ {Gicowy 1 G2RL . Ondy ooe
diary member mentioned help Trom (riends, “helpad by a Iriend with bread and meat (o
the dav. A tiend broughl me a aill”™ {Duacy 4 22 11F1106) and during a discussion on
the meril of families, one member stated thar “They hielp very nach. Bl for mea, from
my experiznes. T ool most ol my halp rom mends.” $Gooup 30 948 “when T was
termually ill, she supported ma with clotung. and or whalever T needed T had 1o phone
her and she wag here with e support. Esen wp Lo now, T koow there i3 someone 1o rely
on® {Cirou 50 964 Thiz again concurs will the suegeston that people lend 1o have
etther lamily or a croup of Triends For suppocd, bul carely both.

Mhlany people i dillerant eroups all stated hat since they were diagnosed HTY posiuve
all their Iriends had Tefi them. “The momend T est HTY positive and revaal my statos o
my [riends, they are no loneer vour (riends. T don't want wo Lie o vou hot that's a et T
autn ool the only ong who hag experienced thal. Friends lend 1o leave the nmoment thes
(ud oul thal vou are HTY pogititve” §Group 20 2001 One group member spoke quile
direcily “T dont has e riaods mvsell’” (Group 13907 and anoiher noled thal “ever sihce
T discoyered my status T don't have a (fend. All he people who wera oy Triends just
wenl like that” {Giroup 20 196} This shows that there are sull problams with sliema, bt
il should alse e nobliced Mhat suppor eooup members are more likely 0 be open with
therr status, and one can speculaie thal someong wlo was ool public with hisher stalus
miehi he more Tikely 10 keep [(tiends. These lindings reflect anoidbear siudy in Botswana,
wluch Found thal 40% ol people in ihe swrvey Tearad losine their Triends should they lest
positive Tor HIV (PHR 2007 p3 1)

Participanis also liad mised experiences with 'riends who were also HIV positive, a
fuding shared by stodies of PLWHA in e West as well (ez Havs 2t al. 19900, "Like T
said belore, oL Falla on hoth sides, 1 can be good. it can b bad, it can be eood Lo he
Tiends with somahody who s HTY pozitive other than somebody who @ neealive, vou
gee” JCroup 1414} but i mest siluations this added an extra level of complexity, as so
2w paople weare apan will their stalus 10 Friends al imeas T might come w you and el
wothat Tam HIV posiive and o to my surprise vou are alao HTY posidve so T mghi
ud vou as the most appropriale peraon than anvbody 2lse because owr slatus are ihe
game” (Croup 4008 Studies in the TISA lound that (riznds are mora ollan a source of
aocial support than Family (Kalichman 21 al. 20030, the opposite 10 ndings lron some
parts ol sub-S%aharan Alnea, wherz the Camily wot 8 congidered 1o hear the Brunt ol care
Cor PLWHA (Oluweaghemiga 2007 ). This may also be becavse lileratuwre oo FLWHA in
the TT5 A 1ends o Tocus oo heteroseaual mean, already a siematized ecowp, and could be
a reason [or Fanulies 1o ostracize tham (urther. In thesz situations PLWHA may wrn 1o
networks ol Imends, espacially other PLWHA (or lialp. Apart oo this there szemed o
be ne obvious trand oo explain why sowe people relied oo riends and some did not, and
one can only conclude thal there is a mixed level ol exparience in Baldwana, a aitualion
recoenised Ty many ol the group members themselves “Some |Tiends | are imporiand,
aome are nol” {0roup 4 269
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Sa befare | went for my test, | wasn't a Christian. But after some, mayhbe, a year after
being diagnosed HIY, ar | started to hear the word of God... | went to test before, |
became a Christian... | made a mistake. | was terminally ill. It was ane night, it was on
a Saturday. And | said, within myself, that | went ta different places, seeking for
healing. | went to the, the traditional doctars, | went to the, those, pastors whao
helped,.. help didn't come up, But that very night of Saturday. but | heard there is God,
Believe in God. And | believe that Gad can help me in this situation,

The fallowing cay was Sunday. Then, when | woke up | f2lt | was, my body was 3 bit
healed. | falt ke walking fast, hecause befare then | couldn't even walk fast, | was just
walking like a chameleon. slawly slowly... Then | wake up. | bathed well, then |
dresced.. Then | found where Assemblance of God was. There | found the Christian
there was preaching at the pulpit. And. eh, you know. a miracle happened, Then he
called an altar call, that those that want o sumrendar their lives unto God should come
forward. when | went there, 1 didn't go there thinking to getting healed, just to accept
Jesus Christ in my life, Sa | went there and accepted |esus Christ in my life. And fram
that very moment, my life changed completely. [laughs]

Then | started, | started socialising with the church members, Because, when | was
there, very ill, | was afraid of looking at peeple. Because | had an experience that they
used to discriminate me some of thern, But after, after receiving that spiritual
message, | was really encouraged. | was really encauraged, because | 9ot the support
there, | experienced love there, and caring amongst the church members,

Figure 6.3: Testimany on God
from member of Groop 3

6.5 CGod and the church

Tu hoth the support groups and diaries, Gaith and reliewon was an important sowrce ol
aupport for PLWHA, and ol all the participants in the sludy only two openly slatad that
thay did nol believe i Giod. However onz group aolad that there was a distinclion
betwaean the Christian God, and traditional Tswana beliels n ancestars. In Bolswana
thare is a wide range ol churches, including Catholic, Anglican, and Duieh Relorm
Clivrches demonstrating a history ol nussionaries o e coundry. These are now joined
b avangelical Christian chiwrches. and wndependand charchies more oF Teas run by one
paaior o their own principles and haliels, which may include a muxiure of Chrislian and
traditional Selswana Gairths (Heald 20045 There weare miosquas i Caharne, and saveral
other Faiths represented, bod olTicial Ngures sueeesi over 70% ol the popalation descrihe
thamselves as Chrisuan (CTA 2008) Howeser il i3 also clear thar nol everyone o the
ludy was a practizing cliwrchi-ooer, one diary participant deseribed how e was visited
b a gentleman who Maaght me a lol aboud the hible, T loew nodliing aboud the hible bt
alter he eave me a l'zw lessons, he ook me o church and T will Gorever be aratziul 1o
him [or that™ {Dhiary 72 1401078 Onher people shared stories 29 1o how thair Tach had
developed. including one that @ worll repeating o [ull (Figure 0.3% & membar in
another group shared a similar stcey T wenl Tor my HIV t2slin 19949 and when the
nurses oave me the rasulls, they old me that T was sone o dies T didn'l know whal o
don Twent 1o charell. T raceived some pravers al the churchi. We were also adyised o
pray Tor ourselvas. My Iriend and Tdecided hal we are 2oing 10 slay o that charch and
pray lor ourselves. We were old hat ooly God koows everviling, hz iz the one who has
browght this disease and that he will heal us, he will make us lve” [Groap 1D 628}

Ti became clear alter the sl T'oous eeouy hat there needad 10 be a clearar distinelion
betwean Crodd and the Cliwreh, as people would talk abow both help provided by ihe

129




church as an inatitution i lenms ol suppor services, the pastor, or members ol the
congregalion a8 well as the pravers. halp and spunual puidance they received (rom Crod.
Tndeed suppoc Crom the chorch can dilTer due 1o one particolacy helplul mdividoal or
group i the coneragation. or an espacially active pasior or priest. Even in latar groups,
once hizre was a separate card 'or Church and one Goe Cod, peaple cleary saw both a3
prosdineg dillecent and ovedapping support “Churclt s imperant. Bul then when vou
1alk ahoul the church T hecame a bil conlused. We lalked ahouwl God earlier on. T hecome
even more conlused because T don' even kuow whethar vou are talking aboud ihe
congregalion, the manihers ol the chiirely or are we talking about the buldine®” {Group
202871 When discussine both the church and God ol was elear that most paople [ell ihe
most imporiant thing they did was o oive liope, ong respondani statine "Mz all abowd
hope, vight? {Circup 40132 Many pariccipands i diaries and croups apoke ol their
faith, ~Ciod has heen of areal hielp (o ma. T was going hrough diflicall tomes bacause T
had even given up on lile TU L weren G Giod, Twouldn'l have sarvived because my
Caruly really pwaved [or e and azleed Giod o set me ez inall 2 hard umes hat T was
going through™ [Group 4 134 and even “evervihing vou nead vour Ciod will provide™
[Giroup 32 1333 Clearly, [or those thal belizve, God is an impaortani source ol
pavchological support, providing supporiye Teelinegs Including comior, sirenail and
gell-acceplance (Sieeel and Schrimshaw 20027, and even a zsense o purpose [or some.

Tu addition 1o suppoclive leghines, ane group also discussed the coidance that God can
give o PLWHA, ~God s impartant 1oa parsan livine with HIVAATDS Lor instilling the
hehel in vow thal mavhe e can hear vou and guide you an whiat 1o do righl or on what
10 do because as an HIY positive person vou need o change vour lilesiyle™ (Group 4.
L35}, "I a parson is inlecled willy HTY, they can agk Tor Crod's assisiance throael
pravers” (Group 4 129} To dealing with lecminal illnesses, ailber research. acain
focusing an a Western conlexd, has [bund that spirituality and Fally has e aon unporant
role for many paople (Womds and Tronsgon, 1999 Thus i shiould be considared that in
aome way God acls as a goarce ol inlformation for sone paclicnpants.

The community al churches was imponant, especially when there wers supporlive
pastons “vouw meel people who vou can trust there, most probably the pastor as a
counsellor, who will give you encowragement, willoul looking you down. T am vary
thankiul o churches™ {Girowp 530 181} Another participant wreotle, T recaived support
rom the church by the pastor's wile who preached the word which was [ull of
encouracemant. o matler HIV/ATDS posilive, vou nust carey on doug righieous
things Telore God' She noled™ (Diary 90 1RAO0207E Crocially iU was clear thal this
participant was also an active dowor of support i the conergeation, T eavz help o a
terminally il patiant by phionme e hospital car 1o come and 1ake him o iz hosputal, T
praved fochom alier inviling anodber clirch meambar o aceompany me and also T gave
him a | litre mulk, encouraged him o trust i lospial procedures™ SDiany 90 1300207 ).

Supporl given by the church camea in the Torm ol hoth practical secvices, Jor example
donations ol [ood and money Lo NGO and sicl members of the congregation as well ag
pavchosocial support. Thare weare alao sometimeas formal #lcuctures, such a8 Jund-raising
events, or close inks wilh hospees or spacilic support groups, as well as educalional
proaramimeas, and orphan care programimes at saome churches. Tnsullicient research has
lonked specilically wito the role churches play in proidine support lor FLWHA,
althauel i1 is noled that they can be an important valucle o peosidiog wlormalion [or
prasventing inlection {Surur and Kaba 2000). Some regpondenis alzo tallked aboul the
aupport they 2ol rom mambers of the church:
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*The congregation plays an impoclant rale, egpecially Tor the people who
are sich i the chiwrchi.. because they will just come and hasve hy s [oe vou
mavhea al o, waybe at the church, they pray For yous they pray with vouo
and vou bnow il heals. ™ Giroup 20 2908

“Even il she's nol eling well, il she goes 10 church she becomes weall, and
she aot all the counzelling and suppor oo the chiwrch.”™ {Giroup 5 [38]

This support incloded practical donations “The congregalion al some odlizr cliwches can
even provide he sichly with lood™ (Crroup 2. 294 Other donations included “Tood and
tolewies 50 thal vou could Took clean and now really give up on lile ™ {Crroap 2. 290}
and il was also ohserved thal “wome |eliwrches| have comngellors™ {Cirowp 20 53000
Bevond malerial donations and foemal services “the conareeation can + olunt2er 1o Lake
care ol vour cluldren when vou arz HTV positive io that they give the HTYV patiant
enoogh dime 10 heal withoot having o stress aboul taking care ol the cluldren™ (Group
20204} Tarticipant ohaarvation at several charcly events notad idividuals doing home
visils, espacially visiling the tarminally i1l 10 provide spiciiual support, donated Good
drives [or gick community members, and mooelary collections lor the local hospies.

Thease examplas show thal bavand he Facilities ol the ndividual charches an unportant
Factar (o PLWHA was a suppoctive group of peopla, clearly missing when so many had
lost Iriends alter their diagnosis. While Giod and il are an importand scorce of
comlion and guidance, the congregalion ol the charch allered a dillerent leve] ol
aupport and was an impoclant oetworl. of support g2l We could considar s network
10 be quite cloged, beine clearly linuted by people wlo recularly attznd a parucolar
church, hut people expressed thal within the congregation there was a strong level ol
1rust. Thus this represents a tighl, closed network of pear suppord, bul also wilh an
oulward Junction, thal ollered services o the wider community, For example Ffood
donalions, bul willwol directly inlzgrating llinse communily members inla the nelwork
ol the congraeation. Tus 1 quite similar w the support ecoups, who also have close lies
betwean members, and a public funclion ollering education and services 1o the wider
communily. T hoth cases the advantaee o beloneging o ihe smallar netwark i3 an
incraasad level of mulual trust and emolional supporl, and the eszandial requirenent ol
eniry 1 the taner cirele is W share a comunon quality, 2ither a helial o the particular
Iaith af the charcly 19 o a congragation. or 10 lave been inlected or allected by HTY
10 join a suppord growp. The wider services are ollerad 1o pzople who may notl explicitly
shara these characierisucs, butl in boh cazes hare 15 the potential Tor recruinent.

A common theme across oroups was thal nierely (aking trealmants was nod enooagh o
g2l heltar, one aldo had 1o have laly, edber in God or vowselll This even applied 1o
anti-retravicals (ARV:), “Even il vou can drink those AR5 bul vou don't have that
beliel o) geiting batter, they can't help vou anylionws, T Tor insiance, youhave a
headachie, vou po 1o the hospulal and the nwse prescribes some paracelamol pills Gor vou
and all vou do iz complain that the nurse has given vou paracetamol 1o be taken tirice
daily, vou will nol gel healed i you don't has e thal beliel” S0 we agt that belial from
Cind and Trow e church™ {Group [ 5703 Other respoadents had sinular views. “One
has o pway o God o that God... peolongs vour Tile and also 10 help in having (aith thal
vl w il gel betler by taking medication, having that beliel ol gelting better” {Group 4.
[31}. The testimony i Figure 6.3 shows how one support aroup mambear had been
critically 1l helore she twrned 1o God. Howewer, it also notes hat helore she had been
healed al the church, some members o he congregation had discriminaled agaist hee,
presumably because of lier HIV stalug. This shuowes that the netwearls o suppoct are ool
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alway s homozeneous, and have iz potential o have lractures, or cliques witlun ibhe
wider natworks. Tl also ratses an uileresting question. was she supporied b dillerant
church members 1 il ones who were discrinminatory, o did the 2ome individouals who
used 1o sliemalize har only accept her allar she had accepled Ciod? Either wary, this (3
another good example, in this case w a chueehi, ol the nelwocl ol individuals wilhin
oreanisalions, who have their own actions which arz not always harmeaious with ihe
views al the aroup (see Fig 3533 TL also questions (he houndineg of oreanisalions,
showine that delinne a erouwp as baine al a particolar scale because ol its leva] or
atruclure lides the facl that organizations are also [unctions of actions at an individoally
ety erked level

Yet the majorily of these quatas come rom only a lew parlicipants, who cleaarly got
muoch more oo e church and Giod Man olhers. Even these paople were avare thal,
onee again, people had dillereni ex pariences ol the clwch, and agreed thal ceriam
churches wera hattar than others. The less helplul churclies seamad o he those thal
drew lieavily Trom Tewana raditions: in Botswana there are many independent churches
thal preach a mix ol Chrislianity and traditional Tswana religion, and many parlicipants
were suspicious thal sooe minislers ran chiwrches 1o exiract maney [om the
congregalion. Crroup mambars shared this view, “with some olhar chucches, ey don'i
doowhat we lias 2 been mentionme gaed abhoul the churches. . i0 she eoes W e pasior
and the pasior prophecies, thal ah, my sister s HIY negadve, il's only ihat people have
hewitched vou... [they say| T can o2t rid of s disease il vou only aive me | money|”
[Giroup 52 18 1-183 % Anodher aroup member joked that e good churches waree “Other
churches. not owr Relswana ones™ (Group 20 2933 those she called “Moder chiwrches™

3 | Theso people are alwars alier money and L sery rare w fond soneons who will be hones
with vou and sax MO 1 can not examing vou because af a slight headache, and that thay
shiould g Lo an TTTV 1est,

O | That traditional doctar is going to comse some frichion betwveen the patient and the patient’s
CAG RIyers

3 | They can even ma to an extend of coming up with some story that ane of mv relatives is a
wilch,

4 1 Tam oo oppoging what vou have jusi said, Lk whal my 2low spealeer has just said,
There are other traditianal dacrars wha are not alwars atter people's money, OF comse
they can advise vou 10 2o o the hospital, T hawve boen we a Tew weagd ivianal doclors and 1o
lots of money.,.,

6 | Mow von see why we are saving they are not important

4 | Bul alter vising o few ol then, T elzited one whe actually advised me 1o go le the
lospital withowt sharging me

& | Because they Tad alrgads noticed that you had no money to pay them,

7T Lot me give vou an cxomple ol why Tom saviog teadivonal doctors are olay, Wheo T Gell
ill to an extent that 1 could not walk and was hed ridden. | went to see a raditional doctor
and aller e pave me sone medication 1o deinle T was able o gel oul of niy bed wd walk
again and that was betore [ started malsing ARY's thoweh | had alveady gone for an HIY
it

3 Yoo wore healed because vou Tad ha belicl,

8 | 1twas vou owvn persongl belief that the traditional doctor can heal vou,

Fipure 6,4 Debate on (raditional healers {Group 1: 512-532}
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[Group 2: 3001, While il seems that most chueches are vary well educated abow HTY
and trealmeani. thare was mie example lo the conirary T have llus experience very
recently, whereby one |[PLWHA| quitled her, Tier drues, baing iold by ane of ihe pasiors
that they should gat rid o them ™ (Croup 5. 183 The same comment was made about
traditional dactors or hiealers, which in Bolswana may 2ither be Twsana doctors, or from
many olhar Alrican countrias such a3 hMalawi or Nigeria, “With the traditional doctors,
aomatines someone will he admunizlerad a1 the hospilal, they will do their things ihizre,
and encowrage hz patiend lo come oul of e ward. ™ (Group 3: 33} Again traditional
doctors was a subjacl on which there was great debate withun e suppocd groups (Figore
3.4y will the exception of e rural support group, who were unaninwoosly and
vooilerously againsl them “they are showling they do not helpl™ (Group 5 213, The
implication i this group was hat they were only allar mooney, and Tacked
accountabality.

“Wou will walk away [rom them having given theam maney. The monay vou
hasw e hean supported vouwrsell and buving voursell Taits or something. . |50
o] 2o back 1o D again W 2ay, oo, il didet work oul. And he will aay, al
sou didn'l wuse tl propedy. Or mavbe vou dont have Taith, vou don'l have
beliel. ¥ou know? Then hie's done with yow ™ {Group 5 28-29}

Ti s interesiing Mat this rural group were very strongly againsi vaditional beliels and
doctors, which may he explained by comments (rom the Dhiatrict ATDS (Tcer in the
regicw, wlie stated thal Mhizee wera alol ol problems in very rural areas causad by men
lollmeing certain braditional practices {Research Diary. Feh 07} Thiz included healing
wives a8 well as a reliance on vaditional medicioes. T may be thal hese well informed
aupport zroup nmembers have seen had examples of traditional doctors, and have taken
an exlreme disreeard 1o them.

Tu other groups, opinion was more niaed, bot always causad inens2 debale, an example
ol wluch 12 given in Figure 0.4, and claarly dlustrates the shrong and opposing views
thal penple had about bradiwonal doctors. & sindlar exchiange occurred w Crroup 2,
whare ong wontan said “my mothar is a tradilional healer 20 most ol he Line she eet3
visilors who are HIV posilive and she 8 ahle o heal them. Al limes she can 2ven help
thair D4 counts o improve and thal can also be conlirmed Ty v isitine the clinic”
[CGroup 20 2103, which did ood swop another groap member tom savine ©T am against
thz idea of zoine o raditional healers... There 1501 any pant ol eomne there amd baing
1old that vour relatives are bawitching vou™ §Group 20 248, 200} This respondent did
admil that there wera sonme herbs used hy healers that were vselul, another mamber
even slated “The reagon why T am dlus preliy s bacaose ol tham |[these herbs]” (Group
20231} This group was e most posilive aboal tradulional healars, and had a more rueal
localion an ihe outskicls of Gaborona, TLHis interesting that Crroop 4 the mast rural,
exprassed (he surongast opdnions against traditional doclors, so this (5 nol an 13sue were
thara is a clear whanraral divide. TH s surprsing that beeo eroups did not discuss
traditional healers at all, as some research soggesis that they are used by many people in
Boiswana (Chiplakacha 13971 That study alao reached the conclusion that tradilional
doctors shoald be aducated and inlegraled in HIV ATDS . not just o provide hedler care,
but also 1o praventd heir own wlection. Despile a growine opuion that traditioonal
healers can [orm an inmporiant resouwrce in providing HIY ATDS education, treatimant
and support whien proy ided woil the right training (eg Homsy et al 2004 Burnedi et al.
L9997, allicial government eneagcenient with raditional healars in Bolswana s ollicial
policy i anly a lew Tocal districts (NACA 2003). Thos soppocl 2roap meobers may
have recerved traimng or documents thal warm against using radittonal doclors,
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eapecially (or those taking anti-retroviral 3 who should nol be miaing medications, or
atopping e ARN cowrse 1o by an allernative remeady.

As i any sociely thare was clearly a wide range ol beliels, hul ane specilic exanple
given whan discossing lauh and God was sspecially inlaresting.

“&0this child collapsed al around | 30p, immediataly alier the stwdents
had iheir Tunch and she remained unconscious untl Spn. T had this Teeling
that wwaybe iFT could pray hatl the cluld may regan consciousness i1 woaold
halp. People wers amaqed whan they saw me walking towands the child
with a elass ol waler thal T had said a short praver Gor Tthen cave that glass
ol waler 10 the child o ey could drink and she reeained consciousness.
Erer zince thal tune, al child has nol experienced that problem evar agaun.
SoTalio helieve in God ™ (Crouap 20 143

One can inlerprel thig atory in dillerent ways, somea mughi say that il wasg God and the
praver thal mads e child haller, while a sceplic would 2ayv that o voas just the water
that revived them, sohow can we Sav what the aource ol supporl was? However il
should be argued ihiat in Facl e real actor inthis siluateon @ o course he person who
gave (2 waler and praver. whether i1 was the waler or CGiod thal resv ivaed ihe child, i1 wag
the willinguass ol the spealer 1o pray and aliend 10 the child hal made a duTerence.
This raises an important pout ahoul support, that the provision al supportive belasioor
could ba as ioporant in sone wavs as the suppor 2iven, becausa willuoul an active
dasire 1o ltalp, there is o suppocd of any knwl. Besearch highlighiad in the Tilerature
review hias shown that, pefhiaps not swrpeisingly, giviog zood support 18 belier than just
having e parceplion of beine supporiad (ee Bulason 2003). ¥el wilouwl a willing
actor there i3 neuher the action o percapuon al supporl. Thus we need o conaider
carelully what causzs dillerent actors 1o becomea suppariers, he they institudions or
individuals, hecause this 15 crucial 19 the d=hate on wheller networks of support are
hased on allrwialic behaviour oF e expaclation ol recipracily.

6.6 Community hame baszed care and anti-vetrovirals

As the previous chapler describes, Botswana has Tor many vears pravided a home based
care sarvice, which has hecome a valued and respected schame. hanls larcely 104 very
auccessul inlegration between clines, commuly and NGOs. This is also a deliberate
policy W provide treatisent Gor all critical illneases, which hias prevented ihe service
rom being associatad with just HIV/ATDS care, “zome ol the peoplz have
misinterpreled i as ooly Tookine allar HIV patienis. . hal since we lasve said that it
prosidad Tor all chronically 111 patiends... i1 has helped™ Masa Inlerview. 1220 A
CTRC co-ordinator stated thal

“Thiz was invroduced as a response [10 the] HIVAAIDS epudanuc. The
cammunily lwme hased care peogranime in the country takes care ol all
patienis thal nead care or support while they are at hone or at the
cammunily level, recardless of their HIV stalus. And this has hielped a lol,
because the Jact that . care was witeeraled Tor everybody, the progranume
was easily accepied by the comunuwtiy and by the client, L also helpad a lot
in addresging e 1ssues o stana. ™ {CHBO: 131

The integraton of amvernmeant szevices, volunleers and communiy ecoups m the CHBC
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programnie mzans ihal many support ecoups ware actively involved in doing lume
visils and relernine clients thal needad assistance. “In our supparl 2roup we have already
trainzd people Tor livme support services. We call ourselves honme support services
providers aol liome hased care providers™ (Grooap 3. 191 & dillerent eroup was also

i olved in CHBC, but had some dillicult experiences, especially when monay givan o
voluntgers Ioom the suppart 2roup was abrupily stopped aller a major donor pulled ol
ol Bolswana, At laasi il at all they could ave thoweht of this and. . cetling all s
aupport group members, and [ted logedlhar willy home based care, 10 be taken care ol by
coeunsellors at Teast Thal 124 [Tula £100 k| could have made a differenee.., al the ond
ol day, vou now?™ {Group 52 3903 Many ol this eroup's dilliculties with the Home
Based Care programne seemead to slem [rom a parlicular co-ocdinator, wlio had hroken
promises made o the aroup but had subsequently lelt {Group 52 369 Thiz is an
impactant poind, becavse i1 shows liow moaeh experience of the same syslem can vary
because ol particular individuals in crganisations, an ellect thai 1z dillicull 10 assess or
evaluale al the level o a nalional progeramme.

Tn eaneral. even eroups that were ool directly v olved with CHBC had good opowons
ol thz scheme, expecially Jor those withoot aiher sowrces ol support. “Home Based care
i5 umportant i the gense at it helps o iakne carz ol the sick who do nol have any
relatives who can tak 2 care of them ar whin lavz heen nagleciad by thewr relatives™
[Group &4 2333 Clearly the home based care programme 18 naporant for people who
Tack a support nelworl. of Fiends or Tamily, or whan these networks of care are
exhaustad. or even phvsically distam. Soece women are cenerally the primary caregivers
in the Bodswana home {Lindsey el al. 2003, the home basad care can proviude unportant
respite. and care lor carers. However there weare claar examples, especially Tromm Group
3. ol clients l'or whow e home-bazed cars visilor was the oaly source of support
“They help hwse who are Inlected with HTV . they do thal by visiling these patients al
thair respeclive homes, Uy 10 [ind oul the condition ol the patient and how they can hielp
thal patient alier they has e analvsed air condition, whethar or not they will need any
lood haskels™ (Coroup 3. 24 Gieoup mambers mentioned during participant observalion
gevearal occasions whien clienis had heen on g own lor davs, amd had become i1l
Clearly ihe supporl group volunleers are a v ery impocland part ol the programme, and an
administrator 11 the CHBC scheme noled that the governmeant canned allocd o prosyide
wversal coverage withoul the assistance of commuily oreanisations JCHBO. 235}
Thiz partnership approach 13 exaclly the strateey suegesied Ty MWaulelo et al. (20010 Tor
improving home based care programmeas i Zambia, where the governmend lhias 2ven
muora limited [lunds. However, ag discussed i the previows chapler, this raises some
issues ahoul independence and the separation of slate and commuonily services. The
aupport groups seamed o be well ramed in thair roles, ool only were aroup members
well inlormead aboul he ser ices the programme ollered, some clearly undersiood the
rational eliuod il “home based care helps 1o relizve carers at the hospitals so that the
commuily ar the Fanuly can also be involvad w lakine care al the patient cdher than
being hospitalised and nod bemg able 1o spand tme vt thae Ganulies™ {Giroup 2 1125
While questions can cerainly he raised abowt the level ol lnancial and material supparl
givel o home baged care woluntears. this CHEBC programme s an excellent exampla of
intearating communily and gosenuient secvices, and 13 a good example ol a vary sloong
netvoork ol support.

The netwarl. of organizations wlich compwised the CHBC progranume is witaresling
Troun a netvoork and analvitical ponn ol view, sinee it includes close parinarship with a
variety o oreanisations al dillzrent levels and hierarchical acales. Pedhiaps Marsion el al.
(2005) would see thig as a oood example ol a Nat antological nevwork, in which it s
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dulTicull o deline the oundaries belwean the dilTerant institatuons, especially as the
servicas are enactad on the growid by individual s who may be (tom clinics, social
garvicas or support group volumeers. However, at the oreanisational lawvel, the
govarnmenl sees a clear lierarchy wheare 115 oulsourcing certain operations 10 simaller
oreanisalions who must adhece (o their standards ol care. This 18 essanuial lo ensure that
cliends are ollered a good service and (hat «oluntgers are providing quality services, but
il also crzales a slighily subservienl cullure, where the ooy emnient has power over what
i5 ollered as part ofthe CHBC programme. Even so, commenis expirassaed by the CHBC
co=ordinator inan intervigw suggesied hat they were open Lo aroups trving new eas
and zervices, and recognisad the importancs ol comnurty organiEations rmamtaning
their independance. Tt 15 also Importand 1o nota tat iles philosophy of partnarship ol
alate and communily argansations is championad by e inlluantal global nelwods of
doncws, and s 18 part ol the glohal siralegy ol HTY servica delivery.

Anti-redrovirals (ARYs) are obyiously avery imporant source of support for ihose who
hawe hean put ooy the medication, as well as a source ol long-tarm hope Tor those who
do nol yel have ATDS semptoms. T s ioportant 0 oode thal he supporl 2roups contain
three eroups of people, HTY negative caregivars, HTV positive persons wlo are ool vel
on ARV and those who have startzd trealment, and may lasve heen 1aking tham for
gavearal vears. Tn mosl aroups, while a lew people talleed openly abool their ARY
madication. thiz was unusgual, and 2ol was dilieal 10 211 how many peaple were
currently on medicalion. Howevear Group 3. lrom the rural leld sita, was he anlv group
in which people were very opan ahoul being on anli-retros irals. 4 ol the 5 parlicipants
i this group introduced hemsalves by eiving therr name, and then how long they had
been tahie ARYs (Groap 5. =21 E, almest with a sense of pride. Clearly, thay were
lilezaving, and (o somea the most imporiant kiond ol suppord.

“They are very important, they should actually top the list. Thay have really
halped oul a lol of peaple... Same of our relalives had even given up on o
and thought thal we weare gomng (o die bt ever since Ltaking madication, alot
ol people hawve really survived™ {Giroup 1: 486G}

However hare wera also saome paople who 2aw them as 12ss essential, and as the last
resort in whal shoold be a more lwolistic approach o treatmeani.

“Mly opinion s going o diller from vours, T doo't think ARY s are unporant
because our problem s that we are ool Tiving posilively ol il vou can live
posittvely, eating wall, T don'l ihink thare’s nead 1o 1ake these drugs... You
can live lone, positively, 1l you are 2aling wall withow these drues.”
[Ciroup 3: ZR2-2004

Thiz opinion actually represants the ollicial medical recommendation, as ARYs are
ganerally prescribed as lale as possibla, only once CD4 counds are below a critical level
o prevent drug rasistance, Bul i1z aldo interesiing 1o note that this ecoupy was iz anly
one thal proy ided recular meals lo thewr clients, sugeeasting not ouly ihal theic dliants in
the poorest recion ol the sludy would otherwise not hasve regular meals, bul also that
they undersiand the medical reasons Ior doing so. However, even whan on ARVS most
lahlets muost he tahan with [ood ollen liree timeas a day.

The ather Facior thal all groups ware well aware ol was the nead 1o lake he anti-
retrovirals regularly, as many as threz unes a day. Many pacticipants talked o the
diaries aboul ihe adherence counselling they provided, ensuring thal members and
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clients w1 the home based care programme were reminded 1o 1ake ther medication, bt
also mantioned that even fanuly members could help: “wheanever Tlorest 10 lake my
treaumant, that person would be here o remind me of he dmes that Thas e 1o lake oy
madication™ {Giroup 2: 128]. Therz was also concarn thal many pzople did ool
undarstand enoueh wlien treatmeani shoold be slaned, and the side ellects:

“Because most ol the people enrel tn ihe ARV reatment program with lack
ol undersianding and in the end they end up realising that they could hasve
Just lived pogilively withoul ARVs and the ol would he oo late Tor tham 1o
alop takime ARV, 8o we should be tanghl aboot these ™ {Crroap 3. 290}

As was demonstrated in the prasvious chapler, supporl 2roups werg an imporlant source
ol both adherence counsgelling and education on treatmani and ARV, both (o their
mawmibars and the widar communily.

6.7 NGO and CBO support

Asaiglance rom oon-zovenunental oreanisations (NGOs) and comunity hased
oreanisations {CBOs) can be grouped roughly inlo two catlegories, support for
individuals and imstilwtional assistance 0 supporl 2roups. The laller will ba discussed in
gection 7.3 in e netwarkdng chapter. bul it Is worth discussing hare the banalils thal
individuals have recerved (o certain organisations for PTLWHA o Bolswana, hosi ol
thase cama in the form ol education or training, which wag s2ry well recerved by (hose
participants thal Tiad bean locky znough o be invited for workshops or courses. “To
thzae organisations, vou will have ihe.. empowenment, vouw will e morz involved
mostly o many things even in planming. You will have accass o many things. 2ven
networhing with other PFLYWHAS, networking wilh other CBOs or other NCG049 80 Tor he
best Tessons you will a2t (rom olligrs™ {Group 2 1A8 . Provision ol inlormation o e
commuiily and PLWHA was describad as a key role ol WNGOs.

“Clinics do aol land ow enough idormation W people. The timea that they
apend i educaling people al the clinies s vary lnnited because they open at
T:30am and there is vary Little ume lo educate people because the clue stalT
also have o allend wo patients. S0 with charity oroanisations like suppor
groups alvavs hay ing enooch inlormation and o' a patient doss ool adhere 1o
doctor's rales, buddies will be there 10 rzonnd yow 11 vou are precnani, there
is alwavs saomaone who will advise vou o eneol in PMTCT (Preveniion of
Modhar To Cluld Transmission). Advice oo whether he HTY posilve patieni
has eqrolled in TPT (Tsoniazid Pravention Tharapyd are alw ava there and
whiether the HTV posilive Living patiend has znrolled in ARN s, and CD4
counis as well ™ {Group 20 178}

Just as with he communily home hased care scheme, suppon aroups wers providing
much needed additions and exianzions 1o the allicial governument services, and what 13
illusgiratad Irom this quotz 1s this suppo includes medical advice. Flows of inlormalion
through the Tormal nelworks, were heihg added (o by the communily crganEations, hul
thay weare also eslending bz neiworl., bl conduciing educational and awareness avants
in the wider communily. However, this Ume raining was comine [ram WNG0OE, as well a3
govermmanl deparimenis. Some group members had baen on vaming sessions witll
MW oo proyiding psyvchosocial suppont as weall, “Two vears ago, they trained lwo ol
ouwr members 10 he counsellors™ (Group 30 453, and some sabsaquently won awards [or
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therr community oulreach work: “T've ool an award again feom CEYOHCO. . as a man
wlhio hiolds a key lor stigma redoclion” fGroup 5178} These quoles show that through
training and empowerment, PTLWHA are encowraged 1o becorme prosidars ol support a3
well a8 recaivers. T was lareely such training hat allowed them o hacome community
oulreacly workers, and 15 not jusl henelicial o the 2oy ernmend in redocing the cosls of
prosiding support, bt also 10 the sensz ol purpose and independance ihal PTLWHA
have. As noled by Thomas (20061, ATDS sullerers fzel baller when they are ool
depandant o olhers, and clearly providing help reduces this pareaplion. This was also
evideni Irouy ihe diaries, as when looking at the divection of suppart i events recorded
by participanis, il was clear thal thare were slichily more evenls where participants gave
aupport than whan they received fiFigure (.30 This 15 puraly illustrativa, bl
neyertheless an inleresting ohaervatioo, and ceraimly shows thal support 2roup
mambers cannod he conceplualised as oualy haing receivers ol supporl in the natwork.
The covermmnent alzo provides teaining on counsgelling 1o membars ol the communiiy
{CHBC: 234}, and also has a pacinarslup willy another WO, Lileline, whicly traims
govarnment departmeants tn counselling shills {Lileling: 214, This 18 cleady nol just a
atluation whare coverunent s suppocling NG0O5, e nalwork ol institubional suppor (3
multi-laceted and i-direciional

Tondividuals in e ecoups had received a oreal deal of training ag well,

“When we talk of chiarly oreanisations andfor SG0s T personally have
beneliled Irom tham hacause T have Tearut a 1ot ol thines that T didn'l bnow
belore Toaver knew T would be where T am loday. T am whal T am today
because ol the NGOs. Since Tlested positiva, T have learnd a lal of ihiog]g]. T
have been Tor Peer Education training, T have been through TAB trainine.
and counselling traimung. ™ {Crooap 2. 151135

Thiz participant even sparked a coniroversial exchanee within the group, as shz sialed
i weren't Jor the virus T wouldn'l e having all tha skills and koowledez §Group
2006051 Anoiher mambear was iorrifiad by this slatement: “What are vou bying 1o say'’?
Arevou bryine to tell ug thal vou wouldn't have lnown all these il il werenl [on joining
the aroup or contracting e virus™ {Crrooap 2. 160} But il raises an inlerasting poind,
that in quile a resource lindled country, a lol ol apporiunities are haing made 1o PLWHA
that are not asailable 1o the eeneral public, a siluation recogiised by some ol the
govarnment zervice praviders *T think the resenimeni is (hal there s given oo much
atention |10 HIV |, and then we tend 1o forgel abowl other conditions™ {&asa Interview
S

Some spectlic NGOs wera noded 1or the apecial services they ollzred 1o TLWHA, such
as home based carz. counselling and legal aid:

“She s ralerring o the Likes ol the hospice, they higlp people witlva lod of
things. .. some ol hese organisations hayve departments who always ensure
that hooe basad padents are beine taken care ol ™ {Crroup 4. 222}

“Yes. they encouraes peaple and children espacially o ong of the parenis 3
HTY positive and cluldran are not being taken care ol properly. They can
lake those childran and keep e busy o thewr pre-school ™ [ CGroup 4
230}

The peovision ol these practical lonnms ol support shows that some lareer oreanisalions,
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Negaliv like hospices, were laking a

——— holiztic approach 1o support, and

| J provcidong hodh medical care,
practical and psychinsocial
garvices. Clearly these
oreanisalions are proviuding hoth
direcl suppont 1o PLWHA, and a3
prasiously s2en, sharing expertise
with other commiunity
oroanisatiouns.

The perception of what NCiOs did
for PLWHA was vary varnad
acrass eroups. will soune listing
personal support, and olliers only
instiutional help o the support
oroup. Ciroups 3 and 3,
interastingly both [eom groups
with the [eweasl resources, slalad
thai they had recajved no help
rom e lwo networking S003
wlugh Tawe a renid 10 assist
Figure 6.5: Divection of support groups assisting PLWHA,
logged in diary entrics hecause they couldn't aiTord the

membership lzes. These are (he
Bolswana Nelwork of Teople With ATDS (BONEFWA) and the Bolswana Nelworl. ol
ATDR Rervice Qrearusalions (BOMASO) “We could not ael any Tunds lrom BONASD
because wilh BOMNARO, voo naed 10 be alliliated 1o hem. S0 we don't hawe the T300
|abvoul £25] Tor alliliation. There iz o0 how they can help us 1 vee are nol allilialed o
thain, that is the main prablem™ (Grooap 3. 53] el BONEPWA. . we didnl manage o
alliliale [or two vears. Ro we ook a long tme without alliliatng, S0 whan workslops
are thare, when opporlunites are here, we are nol called because we didn't alliliate ™
Thiz was a dulliculi subject lor bodt support eroups as well as the X005, due o the
pressurs they wers undear lrom govennnent 10 oy amd he seli=sullicient and cover their
ot oparaling costs. Again this is an example ol e inluence ol ihe inecnalional
palilic, whera nen-conservaliv e cosl recovery measures are olien ancowraged. Yet in
applyving [or funds, thers were othar barriers thal prevenled groups (rom recerving NGO
asslslance,

“we had applied (o |[the| Glohal Fund and with Global Fund, BONETWA (3
thz areanizalion which 3 supposed 1o reconmend ws. . 5o the problem was
that Cilohal Fund could not assist us lnancially because we had oo place
whare we were operating (rom. Now, when we tried Lo ask Jor assizslance

aoaul, we were lold that global J'und no loneer gave ol Tunds. ™ {Group 3.
43}

This is a clear example of the breal.down and regtrictions on the neiwark ol
oreanisalions, especially whare opportanilies rely on the lunctionig of other paris of
thz natwork. These condilions hecame dillicult obstacles [or groups 10 overcome, and a3
we zhall s2e in the next chapler, became part o a situation of conllicl Mal led 10 some
oroups beine olaled Irom the lormal networks ol NGO that weare supposed 1o be w
place lo assisl them, while ofhers banalitad Mrom s ery close relationships. These
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relationships are explared [urther in seclion 7.0

&.8 Conclusions

Thiz chiapier has shown that [tom the pomnd of view al the primarcy recipients, a wide
range ol formal and inlformal support @ available rom a vanely ol places. ¥zt [or 2ach
aouwrce, therz has hzen a wide variely ol experiences, as demonstrated al e stan ol ihis
chaptar i Figure & L. Dizspile some pattans of dependency ou certaln sources Tor
particular wdividuals, i0is very dillicul 1o sav that there 13 one primary sowrce ol
aupport for PLYWHA as a whole, especially when soms paopla have haen ostracised by
miends or Camuly, while othars seem 10 have e as thair mam source of assislances,
Thiz malkes it dillicut o drawe conclusions basad on the level ol income, locaton or ace
ol the participants in genaral, al least with a relalis ely small sample siz2, since 80 much
a2ems 1o rasl on particular relationships.

Fel imporiant conclusions on the netwark can already be drawn, partici pants i aroup
Aessions seem 10 have at leasl one source ol support, and pavchological support was
considered jusl as imporiant a3 material assistance by dilferent groops. This 1 an
impartant lindine, a2 i1 vindicates the approach takan the reseacch 1o examine all [orms
and sources ol support treether, as it is clear hat PLWHA zeel and receive a wide
variety ol assistance. Had the approach mecely Mocozed on lamily support Do example,
il would not have bean posaible 10 show thal ose whio de ool ged help tom their
Fanulias develop networks of tiends nstead (althoough ihe diceclion of this causation 13
digputable). Sunilacly iCinlonnal support had been considered alone, the stody might
not have [ully shown thal homa-hased care provides support W people who lack a
network of Itiends ar family 1o care Moo theny, o e impoclance of e exiensive
govarnment zarvices thal are provided. A jount appeoach lias shown how PLWHA 2xist
in overlapping nebworks of care, and that peopla rely oo dillzrent sowrces [or dillerant
N s

Fetl the hnnitation ol the siudy in locusing oo people who are aclively involved in
aupport groups also mabkes el clear, as we obviowsly have no lestimonies (rom people
wlhio liave oo nelworks of support availlable o them. or those hat choose wol 1o seels
garvicas cearad traeards PTLWHA. Alihowel thus s pardy due o the practical
impossibilily and ethical problems of recruiting people who do ool wani o be identilied
a3 hasving HIV/ATDS , and discussed in Chaplar 4. 11 s oot necessanly a daliciency, a3
long as na atleryn is made Lo pass generalisations ahow support 10 all PLWHA. The
research can only describe thinse who are invols2d w suppord a8 donoes or recipiants in
this conlexl Yel a3 Fioure 0.3 shows, the idea thal suppoct 15 molual is hore owt
clearly: he diaries wrillen by supporl group members show that they may give mare
auppart 1o others than they receive ihamaelves, supporting the wea that the Now ol
aupport i a network 13 multi-direclional. There arz also examples ol us al ihe
instiutional Tasv el in the CHBC programune, where govarnmeni projects partner with
communily areanizalions and voluntears o proside supporl saryices.

The next chapler discusses in greater detail the collapse ol e Tormal supporl nelwork s
for comumoanily oreanisations, the ellects of bad aovemance, and the lasting impact both
can have on the «ulnerable people whom oreanisationg are chareed wil serving.

T estigaling the problems wilh nevsork bodies, it will also delai] how ollicial sources
ol support [t inlo the landacapes ol care, and lww they inlegrale willy the commuoanity
oroanisalions, and support erups.

140



Chapter Seven

Networking

7.1 Intraduction

The previcous chapler llustrated examples of community amd govarmmeant organisations
netw orking toeather 1o deliver counsalline and hinme hased care secvices. Tt also showed
how aupport zroups relied oo wmbrella NCCr nelworls Tor arganisalional assistance,
auch ag traine and [undine opporlunities. This chaper explaing tha role of allicial
badies prosiding suppord G people living with HIVATDS (FLWHA)Y in erzaier detal,
including eovernmend oreanisations, networking hodies and civil society orgamzaliong
including non-govarnmental organisalions (008  and community based oreanisations
(CBO32) The ephasis of the digcuszion i on Toomal nelworks ol cooperation and (he
Nows ol inlormation and resowrces helween these aroups. This will be examined al
multipla Tevels. batwezn govermuent departmeants, [rom NGO w NGO, batwesn civil
aociely and the state, and also between national and witzrnational Tunding bodies. T will
algo nclude a digcussion of how these networks ol local and glohal elfzct have an
impacl on services for PLWHA in Botswana, and [onm interdependencies which
lunction al dillersnt spatial scales.

Tlzing merview data on govennnent deparimeanis and civil sociely oreanisations,
discussions lram a national workshop ol support growps arcaneed Tor this research and
participant ohaarvation, evidence will be combined 1o show the exient that dillereni
aupport pros idars intecact, and wlatl lactors ace restocting Now i the network. The
lunctioning ol these natworks is essential W reduce overlap, increase co-operation and
improve tha elliciently ol the network (Froval and Sehastian [998), and unpacts upo
tha leval ol support available Lo hoth PTLWHA and careeivers. Evidence will suggest thal
whian nelworking breaks down, there 15 2 3erious Inpact on comuuunily support
gervices. Alack ol trust and communication hatween areanisalions has besn a major
issue in thz collapse ol these networks, especially alack of respect belwean donors and
gervice areanisations. Several Ley avenls will he used 10 (lustratz this problem, and o
will be shown that the same problems with covernance and conumuonication which have
hinderced suppor 2roups also alleet the networl a3 a whole. Finally the cluapter will use
thz exampla ol the collapse ol byo suppor geoup networks, cluding the Copine Cenldre
lar People With ATDS (COCEPWA) 1o supgest Thal natworks can alao have a negatve
inlluence, since a reduction i trust and strenedll in one oreanisalion can umpact the
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Figure 7.1: Network diagram of major AIDS Scrviee (hganisations in Botswana
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whaole neteeork

Figure 7.1 shows a map ol the support nevwork for PLWHA in Bolswana, [ocusing an
thz areanizalions which netwiork loeather o provide services. The diagran was created
al the and ol the leldwork period wiing inlormation collected Trom parlicipant
oreanisation and inlery jews wilh secvice proyiders, and shows the mapor connections
between most organisations wlich in some way assisl PLWHA in Bolswana, T was
presaniled inoa drall lorm al the lzedback workshop, where participants suggesied nunor
amendmeanis. Tt demonsirales how national. inernalional and local networks have many
interdependencies and how channels ol assistance oftan Dow dirough many pacboer
bodies at the local lavel. Tt also shows how eovernmeant seryicas have many dillzeent
departments and bodies which provide assistance 1o PLWHA or other communily
oreanisalions. The diagram is complas, due (o the large nomiler of Tormal actors i ihe
network, Tad this i sell 19 an imporant obsarvation. TLwas clear thal maosi
oreanisalions were well aware of the complexity ol the network, and i1 was noded Ty
other researchers working i Bolswana thal Tearning ihe abhreviations and alliliations ol
thz almist 50 areanisalions shown hiare was something of a rite o passage. Nol
auwrpriathely, here are clear clusters bebwean organaations al sumilar scales, especially
betwean aovernment haalilh care prosiders. One interesting thing shown 11 the
impariancs ol clinics i ihe network, they provide direct services, bul also have cloge
links willy hospicas, support 2roups and the social g2rvices [or counselling support aond
providing mlaormation. The networks of lonmal suppoct services will now be discussed
lurther, starting witlt relerance 1o the reladonslup hetweaen the siale and civil sociely
oreanisalions.

Moy the lavel of analvsis hias shilled o Tocwus more direcy oo the networks, it 1s worth
recapping some ol e conceptoal rameworks witrodoced in Chapler 5 which suide how
netw orks can be examined. A network appeoach was chosan becaose o can funclion al
all levels. Support tsell 18 delined as a acting as a ngtwork in several claszic lexis (eg
Durlheim 1932, Cohb 1972, Putnam 20010, and in the previous (wo chaplers, the

netw orhs ol auppor were demonsiraled as families, the comnmunity, congresalions,
aupport zroups and ohers: a dicecl network ol actors who provide support and
aupportive servicas o individuals al a local leval, will a luegh level al closeness. S ow
the more Tormal nelwork ol instiludons and organizations will he examined, thal have a
ateeng idluence throough e nztwork, hul are Turther remosed Trom PFLWHA T s
hoped thal this analvsis will Muminate the mwdb-duectional and complex inlerchanes alf
powear thal inlleances the glohal and local lesvels ol service delivery, showing that ihe
local seales i which supporive actions are perliormead are a2 inlegral 1o the glohal

netw ork ag imemational hodies (hTarston 2000 ).

7.2 Govornment and civil socicty services

To considar (he interaciion hetween govarnmeant and civil sociely sarvice provodars, it s
lirst necassary o revisil some of he theory and backeround hehind civil socialy
oreanisalions as actors providing services [or People Living with HIV/ATDS (PLWHALR
T the MNalional Srategic Framework (NACA 2003, The Covernment o Bolswana has
deliberately lacilitated an inlegraied policy 10 1ackle the HTY epidemic wiily the
contribution ol civil sociely, especially m the locm ol WMon=Ciovarnumental Greanisations
(NGOs) or Comuunity Bazed Oreamnsations (CBOs) a8 independent service providers
and lobbyigts. This altitede s Torward thinking, Dol ool unigque:;
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"GO have alwavs provided wellars services (o poor peaple In countries
whare covernments lacked the resources 0 ensure wiisy ersal cowerage in
health and educalion: the dillerence is that now they are seen as ihe
greferred chiored [or servica-pron sion in efeliferare substitaiion lor e
dlate.” BEdwards and Hulime (20022 pl 88)

MW are ollen considered 1o e cheapear, mare (lexible, quickear 10 respond and niore
akin 1o the needs ol the people they serve thao s1ale baged intarventions (Edw ards and
Hulime, 20024). Thus wheare resources are limitad and quick action needed. governments
can achiave some ol thair aims through the lunduie and soppor of WGOS wilh simular
goals. However, more recently lerawre that is more critical of the role ol civil sociely
oreanisalions has emearead (eo Zaidi 1999, and many researchers hayve comnientad thal
they ara in some wavs less democradic i natwre than aovemment hased service
prosiders (Tpholl 19953 More detail on this debate can be fouad in section 311

Although il may have lailed (o prevent he spread of HTY (1 Botewana, the eovarmmnent
15 widely regarded o have pursued an aclive stralegy 1o lackle HTV ATDS, and Lo have
atartied early (Heald 2003 Pard of he reason behuad s comprehensive inlervention
must be the history of good governance, coupled with prudent managemeant of
resources, precondiions noed by Taylor (2004). However whatl Tavlor does ol
dascnbe 15 lwow this combinatuon allowed the eovernmeant 1o creale a comprehensive
HIVATDS srategy (hal could be coopled willy sienileam covernment expendilure. The
govarnmanl ol Bolwana has only had a policy lo engace with NGO and civil sociaty
areanisations in hey development isiues since |99 (Dalla 2004 ), and as sevecal
partieants lesiiliad in earliar chiaptars, the government aclivaly encouraced ilie
Cormation ol X009 10 address the izzue ol HTYATDS. Weabb (2004) recognises (he
rarily ol he giate lacilitating > GOE, and sugeests thal in mesi cases WGOS are (ormed
10 addrass areas ol "slale neglect' in which covernmeanids are lailing 1o lackle or recognise
aocielal problems. To eaneral. the leralure suggests (hat the increase i power al civil
aociely theough NGO lias come at the aapanse ol the power ol he siale {(2e Held and
MheCirew 2002, Kosenau 2002) Yel policy m Bolswana [11s better with (he aszerlions of
Woods (2002) and Risse (20023, who (ind thal slates ollen actis ely support, Tund and
oulsouwrce o NCOs. This can be seen as creating both recipient and donor processes. o
gain Clohal Fund monegy, the Govarnmeant ol Botawana partinars with WGOs o deliver
garvices, while the TS goveroment's TTSATD money is distriholed throueh FPACT, an
Tmarnational Moon-Ciovenunental Organisation (TNGO) 10 chanonel money uiended [or
HIVAIDS developmient projacts o local WG0s. Clearly, neither the Botswana or TISA
govarnmenls have complelely Tost power hirough this process. bul as Benner el al.
{20047 sugoest, slales have cainad 0 some ways, ad thay can now claim a betler
reprasentation ol civil society, sirenethenne the lesitinacy of he slaie on the
inlernational siage.

When examining olTicial docamenis, the cormmitmeant of iz government o Bolswana
1o tncorporate the commuonily respodse s2ems low considering the chelorie and aumber
ol partnerships observed during the faldwork process. For example the Mational
Stratzeic Framework G HTVAATDS (NAC A 2003) dedicatas only two pages oul ol ({4
10 the role ol NGO and thair wnbrella bodies, however the tone of these slatements
aeems positive and inclusiyve;

“Civil sociely has enormous potaalial wo asaist with the lelu against HTY
and ATDS and needs io be [uribar enablad 1o address ihe growing needs ol
the Malional Response. These needs have ovartaken the Governmeani's
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abiliy 1o deliver and civil sociely ollzrs altecnalive machanisms 1o assisl
the country 10 therease the scope and coveraees ol crical HIVATDS
programmes.” (NACA 2003, pTin

Policy also recoamizes the impartance of WG0s iavine an independent voice, they
should “perlorm a walchdos' role, andwring approprate design and implamentation ol
HIVAIDS proecammes™ and “undenalie adsy ocacy and Iohbwing activitias un suppedd of
preventon, care, supparl, and mibieation mitiatives” (NACA 2003, o711 When
evaluating thesa siaments, il s imparctant o note the inlluence o TINATDS, who
greally inlluenced the formation ol the naticonal policy and subsequent 2valoalions i a
lechnical advisory role, Cerlain Macels, expecially ihe Janguage of community

i olvemeant, echo steongly the policy o TINATDS: this 15 another examplz ol the power
ol the international natworks of sovervance, and is no comneldanes,

MWetwarking between govarmeant and NGO iz crocial o ensure the communicalion of
goals and prahlems as well as accountability on hoth sidzs. “The esidence show 2|
that i1 18 the quality of tha relalionships helween GROs. NGOs, donors and govenuments
thal deternunes whather patterns of Tunding and accoumtability promote or impede e
wider coals ol all hese organisalions” (Edwards and Hums 2002b, p20%). Clearly, good
networking iz kv 1o achieving the aims of hoth the #tate and WGOs, 8 necessary
through compromisge and Cacilitallon, and (rom the Tace ol the govanment policy
glatemeanis, wea would expect o Nind strong natworlk links halween govermmen and civil
aociely. Tn Tact, this policy ol dlose paroership with X008 [or service delisery,
eapecially in circumstancas whare the #late s directly [unding comuunily areanisalions,
raises questions abouwl thair independance, and whether they could e considered an
exlension of the government. Even 3o, sovernment can decide wheather o ool 1o [und
oroups, and as sections 7.4 and 7.8 will demonsteale, il is possible for groups 1o Tind
other sowrces of Tunding, either Irom local sources or ihe inlernalional nabworl, which
can ald their level ol amoaony. However (he ability ol organizations 1o shill and ose
new or diverse Nows ol resources 13 dependent on thair level ol connaclivity in ihe
nelwork

The Disiricd Muli-Secioral ATDS Comuitizes (DMSACs) acl a3 coordinators Toc all
activitias related 1o HIV/ATDS at the local lasvel, and include a commudles comprised of
reprasenmtaliy 2s rom hosiness, government, PLWHAS and WGOs, as well as suong

i olvemeant Jrom the Dislnet ATDS Co-ordinator (DACY Reeular meeiings with the
multi-secioral representatives are supposad 10 ensure areanisadons at all levals are

i olved with HIY/ATDS edoucation and pres ention. and ensure cooperation and
conndination bevween dillerent communily eroups. Providing services direcily 1o the
commuily in lenns ol education or care 1 PLWHA 12 rarely done directly Ty
DMWSACE hut s achies ed Ty providing seme [unding do WG aod suppord groups in
tha reguon. Thos tare needs o be a strong li-direclional relationships between the
DMWSAC ollice and committee and the NGO and support aroup secvice oy idars,
Several support ermups wivolvad in e research had applied 1o heir Tocal DMSAC (or
project Junding, especially Tor skills rawing, income eaneralion projecls, outreach
events and providing meals or other care 10 PLWHA. These proposals needed 10 explain
and jusuly projacls by providing a detailed budeat and costings o each quarier,
indicators lor proeress willi swilable regular tareets, and an explanation of wluch pan of
thz Malional Srategic Frameworh the project covered, all using [onns thal wele unigue
1o cach local TS AL

Completing these proposals was Ume-consumiug for many small support zroups who,
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a3 mentionad in chaptar 5, ollzn lack the necessary traiing oF equipmient. “They 1all
souto go all over looking Tor quotations, they don’l eive you trandporl. . comunwcalion
wise, vou don'l lave a phione”™ {Workahop, 1524 Proposals are considerad annually Ty
the comrmulize, which ollen did not meat regulady, and money seaned slow 1o be
released (rom eovernmeant lo DMSAC and also (fom DMSACE 10 NGOs: “Whan vou
oo baclk and ask lor the money, |[vou are told 1] 111 this Torn Spaod baeo vears (illing
thesa Torms Jor nothing, You just lear al thal money bul yoo will never wouch tal
money™ FWorkshop: 1348 Batsell (20030 noded (hat there was a tandancy lor a sioalar
delay in Zimbabwe (oo, whara local ATDS commitleas had not compleled papersark
that allowed Tor disparsal of Tunds. Clearly in many countrigs, while natwarking and
local govarnmeant slructures can include more pacticipants in service delivery, s can
come at e cost ol adding many additional layvers of hureaucracy, a problem that 13
awrely no less druz in Weslern nations. Wharever il ocewrs, 1l 15 a restriction. a [tictional
process that reswicis actions and perhaps evean trust, a challenge o e 'wunlettered’ Tows
wlich Marston 21 al. (2005) elaim are inherant i network theory, Pechaps il 1z beller wo
think of the conneclions hetween nodes as having a level ol 2lliciency jusl as i geclion
3.0 whare an analooy was introduced were connaclions were paths, some baing
amocther ar wider than odhars. No pracess 15 peclectly elicient, there is alwavs a loss of
inlormation or resource:s betwean nodes. or cost 10 the ransaction. These Tunding
processes create a cosl tn e and homan capilal 1o hoih the groaps ad donors, which
hinders the Dow ol resources betwzan them in varying amounts.

Comments mada during the support group workshop which wcluded reprasentatiy es
(rom groups across e coundry, showed that some DMSAC: and support 2eoups had
much betier relalionships than others. "My DAC, we work very well with owr suppor
oroups. Whean somebody calls [io say |, we have a probleny we have (o send a vehicle
thera. Bul it's not all DACS that do that™ {Workshop2: 221 While ihe pravioos chapler
augoestad thal e rural aroup bad stronger Tinks 1o i DMSAC, some coval groups in
the workshop had no contact willy their DMSAC al all, and o each case il seemead that
dilTerent partizs were 10 blame [or the lack ol coaperation.

“Chur |NEIC chavrperson hiad really dong everything in her power o
ensure hal everyihing was right on track bul our main problam now 13
that DMSAL has not really welcomead us the waxr in which we would
expect 1o he welcomed. We would wrile letlers requesting Mor assistance,
with all the determination thal we have and owr chairperaon would even
tabke it upon hersell 1o daliver our requests o prapasals siating whatever
il 15 thal we would like lo do hence we request For thair assistance hat al
thz end ol all. they s1ill don'l welcome us al their DMSAC ollice ™
IPFLWHA weel: 745}

“Mavhe he peoblem is thal you do ot attend DMS AC meeung, may he
vour coordinator ias nol been o any ol the mestings tha have baen held
belore T remember al some poinl there wers meatinga.. bul no
represamalive [ram vour group was present. TEonly you could update
DMSAC _ when your proposzal 15 baing submided. vouw will (Ind out that
thara is not really enoweh information.”™ PLWHA weel: 2511

Thix lasi quole could howewer also he indicative ol the commuwnication pratlarms
withessed in croups which did aol have a M o telephoons, thare weare sevearal
circumslancas where eroups were nol aware ol meetings. Even representalivas lrom
MWCCs and sopport eroups who had eood relationships vt their DMSAC recoznised
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thal one ol the problemniz was a lack ol 3al o coordinale and manage many commily
oreanisalions, and wndersiood the allect this can have oo conwmunication and
nelworking:

“DASAC has a vary largz mandaie w1 the disbrict T am always wondaring
ahoul that.. Soweumes even U they enaploy people and they have samall
branches, they are liniled by the [unding ihal they gel io be ablz o
cammunicale wilth thair membar eroups. Somelimes just having se2ry Tew
resources, including man powear 1o caomuiunicate with people... can cause
thal problem |of commwnicaunn|™ {Woarkahop 102}

-

Al| the DMSAC, the people worldng in the ollica, one ol than 19 a
Peace Corps | voluniesr|, ihe other 1s [ull lhme anplovee o government. .
How s ondy ] gocial warleers or bwo pecple al DMSAC 1o
cammunicale with all e 300 and something NGO 0 e area? 5o
aomawhare down e line thers is godng 0 be breakdown ol
cammunicalian ., becavse there izn' consiztent interaction with ihe fwo
people” JWorkshop 100-101]

Aeain a lachk ol conumunication was impeding networking, as noled aarliar hatween
aupport groups and ambrella creansations, and inter-groap relalions. Wheiher the
reason Is lack ol resources or lack ol will, as quotes clzafdy show aninosily hetween
aome eroups and DMSACS the ellect 13 the sama: a restriction in nelwocking
aomatimes streng enoach o cawse a hreakdown of the ties, (hirealening the common
goals of providing services Tor FLWH A and eduwecation [or the comum Ly,

Ouher govermnment deparimeants liave concections willl NGOs and supporl groups, o
example 3ome suppoarl group mambars had been invited w give awareness talls o
govarnmanl asencigs, exactly the mulli-sectoral response the eovernmani lwpss o
build. There is also represamation of WGOS at the leval ol NAC A and the Nalional
ATDR Council INACY, and meelings batween dillereni slaleholdars. Tnlonmalion oo
govarnment priorities j3 certainly reaching NGOz and groups, wlho were reactive lo new
campalens larzeting male volvemeant, or care Ior careorvars. Howeanver i1 was nol clear
how s inlonation was heine spread thirough the network, i1 seamed o be jusl a3
muoch [tam media and local networks as (ront formal meetines or direcl comuno calion.
While weasak-1i2 natworks such as these are clearly able o commwunicate basic levels of
inlormation betweaan organisations (Hansen 1999), (e lechoical delail may be lost; [or
example awareness ol when the DMSAC way accepling proposals was well kaown, but
tha datails such as e deadline and [orm required were nol.

The qualily ol infemation here i3 a key Tactor i mlormatoon 18 inlooally
communicaled through many channals, detail can be losi 2l 2ach stage. This echoes e
previous discussion ol e elliciency of Mow batween nodes. There is a clear righ of
lozs inthe 1ype of Toose, clusiared neiwarl. thal exiais belwean ATDS Service
Orearisations (ARO) and ihe eovernmeand, a5 nadonal bodies praler 10 spread
inlormation and recaive leadback through e wnbrella bodies, who as we shall see, are
not in reedlar contact with many amaller areantzations, so information lends 10 cross
horisonially na sporadic way hetween e batler connectad groups. Even direct
communication imibialdives, sucly as newsletlars I'rom DMS AC, were ool reaching all
oroups, and ware nol alwavs pahlished regularly. As Kieslar (19837 notes, whilz social
aupport networks can be vsed in place of direct prolessional commwnicatons, thers may
be oreater polental [or misinlooabion oo other informal sources. This s eapecially
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dangerous M nesauve, and potentially incomplale impresawons are being spread, [or
example aboul he ellecliveness ol the DAY AC, or abouwl mizuse of lunds: both
accusalions were observed baing expressad in this way, Even basic avwaranass 8 nesded.
aupport groups sometnes did nol introduce thamaelves 10 DMSACS, and support
groups musl undersiand the role ol DMSACE and other oreanisations: i1 was clear from
the support eroup worlshop that there was undersiandable conlusion over the roles and
hierarchiy ol the many dillerent coverumeant agencies and anihrealla hodies.

II croups had nol cultivaled a eood. diract link with the DMSAC . (hey seemed reluctan
10 izt G advice or euddanee. Joust deopping olUa foem asking Gor monay was nol
considered enoueh: “Dio ey really sulunitl thewr proposals an thair own or do they ask
for assistance Irom hair respective DMSACTY . Do they really comumunicale with ihe
DS AC about the projecis That they would like 1o gat involved™ SPLWHA weel:
2524 Consersely one supporl 2roup member inade accusations hack the albier way o
DMSACS. “You have never heen (o ouwr eroup... 1o actually [ind ool whal problams we
have”™ {PLWHA weel. 204% MNalworks had clearly deleciorated in some inglances.
Where the onus lies hare 15 not clear. should the DMSACS he aclively ening owl and
visiling eroups Lo provide updates and docwnents? Or should groups he approaching
DS ACS Lo chiain assislance? Clearly both sides have a lacl of capacity wilh reeards
1o cormuniecanion, especially u terms of 31all and phones, ad nead 10 cooperale hatlar
Bul revarsing a negalive le onee trust has besn lost can someatines be much more
dulTicull uan slaring a new oe.

7.3 Metworking bodies

Ciovernment documeanis, such as the Nalional Srategic Framework, recaognise four kex
umbrella bodies that are chareed wilh co-cedination and nelworking of civil aocialy
areanisations. Thase are BONASO, BONEMWA, BOCATP and BONELA, (NACA 2003
pyy. pactly iMostraled in Fieure 7.2 which wdicates ihare 18 a clearly delined hiecarchy
ol networking dezcrihed w eovernment documents, with the ihiree unihralla
creanisalions {in hluey acting a8 condwits [or sources of Tunding, and hi-directional
Nowss ol inlormadon. The civil sociely aroups are represented by tha smallar corcles al
the bottom of the diagram. The govarnmeant relies on e wabrella arganisalions o
reduce (he number of

COnUmunily orowps il
has 1o directly deal
NACA i
with, reducing Lime
4 N\ commitmenis and
ad ninisiration
problems, as well a3
heine a vodce or the
- FBOS gr-:m_upﬂ_updm e,
NGOs mainiaining
p managaahle numbers
: " ./ \ al imeetines and eiving
5 3 ), | an overview of the
requests [rom dilliereni
oroups. Alleast, s i3
Figure 7.2: Hierarchy of HTV/ATDS lthe theory, Howeaver,

orpanisations in Boiswana Taler seclions will show
thal not all comuunity

BONASO BONEPWA BOCAIP
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oreanisations are heard equally through the netwarl. hodies, 2specially the 2upport
groups thal cannol allord alliliation Fees, wlule aihars such as CEYOHCG ware ohsarved
10 have developed a direct relalionship with the govenumeant.

The direct way uy wlich e govarnmant has established bodies and processes o wark al
auch ahiecarchical scale, can bz seen as problemadic for any attempl 1o examine these
netw orks withoul using nobioos ol hierarclucal scale (ez Marsion 21 al. 2005). Tndeed. it
wiould be dilTicull 1w apply some other way of describioe these these oroanisalions when
thzy consider themaelves 10 exist and act as uehily hound entides. Howevear 11 must be
remambeared (hat this formal governnent s aell a function ol a soacety that 18 also sery
loral and hiiecarehical. Thus Marsion et al. (20035 and othars are justified io seeking an
Nat cnteloey approach, because i1 gives grealer precedence (o the Tocal' societal and
cultuwral norms wlich facilitale larcer slroclurss.

The covermment describes civil aociely ercups a8 [@Alling inw three distingt calzeories.
MWon-Crovenunental Oreanizations (NGO Communily-Based Oreansations (CBOs),
and Faith-Basad Oceanisalions (FBOs). Mesl areanisations of all thrae tvpes recognised
tha dilTzrances between the calecories. although clearly here 15 some degree ol overlap,
lar example ihe Holy Cross Hospiez s an FBC, being mitiated and supporied by the
Anglican chiwrch, but ws scope i large enouch hal it functions like an NGO, ineluding
inpalient and home based pallialive care, child care and Income eeneration aclivilies
wluch serve clients regardless of Gath. Some suppor eroups liad stared ai the level ol
CEO: hal now liad moch larger projects. and had grown 1o the level of 2G0s, such a3
CEYOH and COCEPWA . The dillicully ol classilyine NC(s has hean discussed
elsawheare (2o Vakil 1997 who details how oceanisations ollen straddle dehuiions of
commuily hased. grass-rools, national and international hodizs. Tethaps parly doe o
this amguily, participants eenecally relzrred o all civil sociely organsations as WNOCks,
daspitz being clearly awvare ol ihe dillarent cateoorisations.

One aspect ol the cateparization of communily oreanisations 18 the level o mlloence or
gangraphical coveraee an oreanisalion has, which s dillicult considering Botswana's
armall population, and the locus of aclivities around CGabarone. TEmay be considerad that
mosl oreanisations located in or around Galwronz are closer 10 W08 than CBOs,
purgly dug o their physical proximity o governmeanl. They are more Likelv 10 he azked
10 participate i NACA meelings, or be involved with nelworkang with other ~G04 in
comparison o eroups that arz located (ureibar Trom e capital city. This ellectively
shilis power and nlluence aver projects and policies towands Gaborone hased
HVAIDS groups. Rural CBOs will meract more with haic local DMSAC, wlich 13
ellectively ihe local govenunent HTV ATDS office, bul less lrequendly with national
governmen! departmands or 200 Howeser this also works the other way: CGalorone
aupport groups searm o las 2 lass 1o de willy ther DMS AC compared will theor nore
rural cowmerparts, pralerring o network directly with each other, or central governient.
Ti was clear during the sludy that there was a lack ol national outreach (rom NGO,
eapecially tom the wrihralla hodies o olther disiviets of Bolgwana, mastly due io the
costs i olved in traselling, zetting up odber olTices, cr Noding sdalt twme o make +isits.
Couplad wilh a lack ol comuwrication equipment, many aroups Tell isolaled. For
example wany suppor aroups werg nol inlormed about the Nalional PLWHA Weel in
2007, including a eroup thal was located i the zame district the @vent was hiald o
Belora this eveni, thal parlicular eroup, which came Proor a very isolated setting, lad
neswer had contact with another supporl 2rooup ar NGO,

Thease netwirk 55ues require unporant consideration, especially in lighl ol lieralure oo
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the politics ol seale (Brenner 20017 and reach of WCGOs (A 2005) which suggest thal
in a glohalised world, scale most be conzidered dilTerently as increasingly delached
tom the lumuds ol physcal space. In ihe case ol these oreanzations in Bolawana, there
15 howeaver a very clear leval of local and national. and relauvely Tittle inlernalional
inluence. While this is partly due (o the Timuled rezources ol croups, there is an
impartant omission in Acs (2003 and other work an e politics of scale and NGOs:
they are anly considared as polilical w3ue aroups, and rarely as agenls ol service
dalivery. When oreanisalions are providine direct services, as 13 the case [or FLWHA,
acale 11 much more impoclant, a8 al some leval delivery must occur at the local level
While thare are clealdy orcansations which straddle these boundaries, lor example
Oxlam which has a glohal network prosidine direet assistance o individoals, as weall a3
glohal political presswee, a8 has already been noted, mest AS0z in Botawana are ool
politically active, and cerlainly aml al a inlecnalional level. This rases an ilaresling
question, does the comenporary litarature on the politics ol scale in a globalized
econamy ol apply o sarvice delivery wn resource lhnited sellings? Are zervice dellvery
oreanisalions truly parl of the elobal mosaic of oreanisadons (Brennar 2001}, or does
the ald standard ol hierarchy siill apply? Cenamnly he nabworl. shows thal links ara Ti-
directional, of now ol equal weighung holh wavs, bul here organizations ars anly
connectad o the olobal gcale throueh other nelwarks with the resources o communicate
inlernalionally, and as was dermongirated i Chaper 5, many support groops lack an
abalily 10 tnstigate commmnication ey en wilh odhier groups in Bodswana, 121 alone
inlernalional bodies. Yel e ol Nows ol pover remain, these oreanisations are sull
direcily allectad by the decisions and resourcas ol inlermalional and national Todies,
wlich ripple through the natwork, eapeacially as we have seen willy funding.

Theara 1§ clearly therz is a nead lor nglworking of the myvriad off ATDS Sarvice
Qreanisalions (ARG operaling in Botswana, sspacially for informaton sharing, bt
also o acilitale assistance (rom ilernational donors, a (el recooncsed by participants
i the siudy:

“When vou ool at the number of CBOs and NCGOs i1 would be
overwhelming Tor a des elopmeani pariner 10 be working because, let's say
20 suppord groaps, all of them are supportad throoeh ACHAT and there
are other NCOs, 120 contracts that vou need o monitor™ $Workshop2: 921

Renwicl (2007 also recognisad that (ha lioee number of A0S 10 Bolswana was a
logisdical prahlam For coondination, an issue slian araphically in Figure 7.1 Tackling
this 15 oo tmporiant ainn ol e woabrella bodies, 10 acl a3 Gcdilalors and a point of
contact hatween donors and recipients al all slages, lrom davelopoent and seleclion ol a
progect, throosh 1o fzedback and evaluation, BONASCO was consislently rated successul
in this maltar, as noted by some suppocl groups, who appreciated thair insislence on
accounlabilily:

“BONASO Iz okay, Whal T like aboul BONASRC 13 they ¢ive vou money,
thay chase vou [10] eive them the report. Which 8 sood.” FWorlshop2.
2514

Ciroups also prased tramine that BONARO had prosded for them, especially [or
income ganeraling acuyitigs, althouwel it seemied there was wsulliciene educalion on
admimnistrative halls, Tor example e ever crucial areas ol hookkeeping and proposal
wlitihg. Yel espacially with he support groups, it was nol clear whether these were
garvicas that shiould ba oilered by BONASC or BONEFWA , which was the allicial
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network of suppont eroups in Botswana, T seemed that, perhaps due 10 alaclk of
communealion in e mattar batween the umbrella bodies, thers was: conluzion and
even linger pounlng over providing ceraim assistance 1o supporl croups or NCOs,
eapecially when one considers that there i also a veuder nelwork ol X003 in Bolswana,
BOCONGO (BO s wana Counell OUNGOR), which, conlusingly, may izchnically be a
paranl of the umbrella organizations. Tnorealiy BOCONGO had litile direcd involvemeni
with ASCH and althoueh support groups and %003 had attended some ol their training
coursas, awareness ol thewr services and aclivities was low. However Tor most support
oroups, the cost ol alliliatico for BOCONGO or BONASO was oo high, “When vou oo
10 BONASO. the mambarship is 300 Pula, Whicl is lor a PLWHA support group |3 100
expanaive] and it's easier for a support eroup o go and alliliate wilh BONEFWA
becausa il's 73 Pula™ fWorkshapZ: 98] This exclusionary process miay even he
deliberate, since neithar oreanisation has the capacily 1o serve the hundreds ol support
oroups, and each pralers Lo [ocus on assisiance o larcer NG, Claarly most assisiance
Tar support zeoups 3 suppozed 1o come Irom BONEPWAL which during the leldwork
period seemad o be sirozeliong 1o (ullil her ohligalioons.

BONEPWA was lounded in 20000 with encowragemant tom the govanunent 1o creale a
netw ork 10 suppon PLWHA, and especially support groaps Tor PLWHA, Tor wlhich ol 13
thz main natworking body. T claims over |20 suppon groups are reaislered wiily i0 and
ils mandale apzcilically details il role as “Facillilating fhe sharing ol inlocomatioo, ideas,
expariences and resources betwaen and amonestl support aroups in Bolswana™
(BONETWA 2000). They are alzo involved m promoting the creauon of support eroups,
conrdinating their operations 1o wwereaze impact, and eopowerine PLWHA, Onz arup
gaid how nwch BONEPWA had helpad tham

“BONEPWA i3 one ol thosz organisalions which can really assist you
whian vou wanl Lo star a group of vow own. TFvou do nol have any idaa
on what vou slwould do but having that wea of starting a supparl group,
thay ara e neht peaple wlo can aive vou the proper saidance. They can
even halp vou every slep ol the way jusl lo enzure thal vou are on the
rielt track as a support group.” (PLWHA veeel: 2408

MNACA have publicly staled that they ouly provide assislancs 1o support groups o
PLWHA throush BONEPWA, and by [uwding the wnbrzlla body o erms of (he “ollice
rertal, wtilities, national co-ordinalor salary, supervision, mainienance ol ollice
equipnient, velucle and institotional capacity building. ™ (Traily News [T0]106) To
addulion, their prominent position allows tham 1o be able lo necotiale or project
lundine with larzer intermational WGO0s, such as ACHAT, and they also have
meambership dogs as a revenoe strzam. However, as willi most ambrella WCOs i Sob-
Saharan Alrica, hese provide only a loben amount of thew trlal badged, and dhis Tomits
thz inlTuence ol their membears. Sice their conteibulion i comparalively insienilicant
compared (o the [unding and demands ol higear siakelolders. such as TNCOs and e
government, the power ol manears w the orcamisation iz weak . a conwmon problem (o
MW i developing couniries (Garivo 19953 BONEPWA was clearly going (hrough a
dillicull parod during ihe course ol the study, with many supporl grouy members
exprassing crilical opunions of BONEPWA, staling etlher that they were nod providing
enoagh suppord, or Matl it was only zoing o cerlain aroups. “We always wrile lettars o
BONEPWA in Gabarone bul we hardly gal any responsga”™ [TLWHA weak. 2583 “We
alliliate o them, Dol whal do owe 221 hack™ [ Worlshop2. 103), The oilical response ol
BONEPWA o this was thuat they weare ncreasinely limited by a redoction in funds given
10 tham by the goverment, Odmegl G7127006),
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This reached ahead at the World ATDS Day commemoralion whean the director ol
BONETWA made a passionate prowesl, inlecrupting the puhlic speach of the healil
minister, accusing he govermment of laking ATDS day away Trom PFEWHA. and ooling
that while muustars had come in cars and planes Lo the event, PLWHA suppord groups
were nol invited, and were staying i a lacal school withool propar [ood or waler
(Casiz, 0671 2/00). The support croup warkshop the reseacchar oreanised (Fioura 7.3)
ok place in PTEWHA Week running up 1o World ATDS Dax, ol which this protest was
one ol the oulcones. During the planning procass [or PLWH A Weeld hare had not anly
heen a lack ol aszistance roo certan DMSACS and govenunent deparimeanis, bul a
(2l hatween BONEPWA and COCEPWA over ownarshup and leadershipy of the evenl.

“Who 18 respousible For laciliuating PTRWHA weak? NACA Is saving, T
not the one. "Mimsty of Health is saving oo, Who is? As Taras T am
concemead, I'm sorry 10 use the word, BONEMWA 12 supposed 1o co-
ordinate the PLWA weal!™ [Worckshop2: 112},

Some members even (el thal BONEPFWA had ried 1o saholage (he PLWHA Weel
coalilion, and starl a rival event {Diarv ], Clearly, networking belwesn 2{i0s,
govarnmant and support 2roups over this evenl was not ellzctive, and even detrimental.
The controversy plaved oul (n newspaper aditorials for some weels, with one
commeniator crilicising the response of the liealth minister, which was g2en a3
dizomssive and wsalling o PFLWHA |Guardian 8712/00]. By the end of Dacember,
formal apologies hiad been made | Daily Mews 2171 2022006], but the reconciliauon
process did ool seam complete; during garly 2007 BONEPWA receivad uo Tunds o
carry oul aclivitias such az the Mr HTV Pozitve Living Pageant [ Muoegn 09/0408]. The
lack ol governmant Munding could hase bean For many reasons, madaquate repocling,
comcan ovear misappraprialion al funds o oler XGOS, Tor example COCEMYA, or
evel as Gariyvo [1995) suggests, [ear (rom governmenis hal the NGO seclor was
growing oo powarlul. Howeaver thal theory ganerally does nol seam o 11t the attitode of
the Bolswana sovernmend, and as this chapler will sugezst, muoch ol the NGO sector 13
currently nod in a very strong position, especially Nnancially. Yel the two examplas ol
BONAND and BONEWA show complesily iz system again, jusl a5 with the
dilTerence ol experience belweean lamily and riends as suppon peosiders in the previous
chaptar, hare groups described dulerent experiences with heir DMSACs, and with (he
networking bodies. Thos we canool say it the umbrella orgamiaations are (ailing all
oroups, or thal thus svatem s nol working, rathier the network is iooa siate of ox. Here
auccess 18 dependent on particular [acets ol the network, such as brust reladng o (unding
rom ooy ernment, and the personalities of particalar ndividuals thal clash and create
problems.

Considaring the preyiously stalzd role ol BONEPWA 0 assisting suppord groups, 10
relationships helween the govermment and BONEPWA had delaniorated, a critical
aouwrce ol [inance and netw.orking o suppocd 2roups had been disahled. Whether
hecause ol s, or in addilion, here seemead 10 lave been a brealdown in
communication batween BONEMWA and supporl 2roups: “The PLWHAS do not have
accass 1o the moihar hody, That 18 where the link is miszing, And T think ibal il we can
qusl close thal gap where PLWHAS have access o BONEPWA. T mean. when last did
PLWHAS have a conlzrence? 2001 Workshiop 2. L1081 Specilic support [or
networking activilies like ihe PLWHA conlerence, and FLWHA Weel. wera clear]y
missing, dexpite intzresi from TNATDS Bolswana and ACHAT in facilitating, and
(wnding such aclivilies. Williul the praper functioning ol the network hody, nelworking
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Figure 7.3: Warkshop for suppart graups at PLWI11A Weck 2006

between supporl groups had delenorated- Tew knew whal olher groups were doing,
duphcaiion of achvines and appheation for imdimyg thal could have been undertaken as
parmerships became compettive, Donng tns penod several support groups collapsed,
and Tew new projects were staried, ostensibly Tor a vanely ol reasons, bul each m pant
through o collapse of the network around them, “All supporl groups are dymy, because
there 1s no support”™ {workshop: 1903, This illosirales the importance of netwerking,
gspecially Tor (he smaller groups. and the consequences of poor coordimabion Yel 1, also
shows the nmpotiance of muliiple redundancy- participant observaton shoved that
aoma eroups lumed o rely morg an thair DMSAC, or made applications (or project
lundine 1o Joreion embaszies. Howes er, the sudden deving up ol several imporiani
aouwrces o Nnance made conditions very diTieolt F'or NGOS and support groups, and
clearly muany groups were dependent on the nebworl. or the network body Tor assislance.

7.4 Funding [ssuce

Ti was dullicull for the research ool 1o become complately sidetracked onlo the issus of
lundine for NGOs and CBOs. Towas clearly problematic Toe theo, and was also a
prablem lor the donars and govarnment deparimenits al werz indersylewead (or this
project. Al every meeling lunding was dizcussed 10 some degres, and it was alimost
alwavs as a very enolive issue. Yel i tarms ol e aums and ohjectives ol tus projecd,
lunding 3 jusi ong ol mwany Lows i the network, which cannot be seen o lsolalion
o Nows ol other resources. such as skills, labour, othee material eoods and
inlformation. PFroposals and proeress repocts are very important [ows (o undarstand,
because as all panies undersiood thesz wers required Tor any Tunding 10 occwe. There
wera three main issugs witlt regards 1o fuading which arose (rom discussions;
docamentation, sustamabilily and parhaps ot critically, relalionshops wilh donors.
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Ficure 7.4: Intetmational and national flows of funding assiztance
to Babswana crass-rools organisatinns

Funding almosi exclusively relfecrad to monay: gither a5 grants or donalions, vhich may
come [Fom a wide variety ol sowrces. Some oreanisations, espacially chorch groups, Tiad
inlernalional networks ol supporl fron congregauons in odbar countrizs, which included
volunteers, [ds and a markeal lo s2ll income senerating soods. Donations (tont willin
Botgwana are rare, edpecially linancial, howes er many busingsses donata [ood aoud
aoods 1o particular arganizalions with whom they have strong Tinks There are many
gources and levels ol Tunding, many ol which are dependent on other seurces turther up
the Tunding irge (Figure 7.4), For the mogl pary, support groups and NGOs at the grass
rorale Tevel are reliant on grands Mrom govermment, or mizrnaiional gources, oficn
channalled through lecal agencies {Torple) and national umbrella NGOs (Greend helare
thiv reach the grazs-roots organisations al the boltom ol the diagram,

Singe Baiswana became classilied as an uppar- middle incame country m 1998 (World
Bank 20071, levels of linancial and lechinical aid 10 Botswana have fallen, as donor
couniries and NGOs have re-priorihized a3istance 1o pocrer counirics, Conseguently,
FDT has decrcased trom 10 3% ol QDR 1980 down 1o a level corrently jusi over 1%
{World Bank 2007} Thiz has had an immediale impact an some servies providers who
wore [unded direetly by inlcrnalional GO, and also in deems: ol the general assislance
from government, lor example lunds Tor gpecile progects run by NGOz and CBO4
where [unding came through olTicial channals, A The same time, new ayvenues ol
funding became available (o tackle the global HIV cpidemic, such as the Global Fund
for HTV, TR and Malaria: project speeilic money ihat was channelled through
sovernment and umbrella organisations Additionally, the Bill and Melinda Gaies
Foundation provides lunding administered via ACHAPR, and the LS Governmont
Presideni's Emergeney Plan Tor ATDS Reliel {(PEPFAR), provides grant mongy
adminisiered through an NGO called Paci,
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The National Slralegic Frameaworlk o 2003-2009 Tista 12 dilTarent inlernational doanrs,
ol which a majority provide specilic funding Mor Increasinge medical capacity, and 7 fund
projects dealing willy care, supporl and impact mutigation Gor hose inlectad and allected
by HIVAALDS, wladling over USS21 million over perods rananyg from 1-Svears. This
reprasents 25 2% ol lotal [undine Teom international developmend pariners detailad in
tha ramewor, a majority of wlich, 52 8% goes wwards prevention projects. Tiis
impariant o node that while thare 19 a sizoilicant contrbuation fom ACHAT 1owards the
Mlasa lreatmend proeramimz, e Bolawana governmant 18 paying most of the costs. This
15 obviowsly alinee part ol the suppoct for PLWHA, ag the progcramme provides ihe
drugs needad o extend their lives as well a3 recular check-ups and diagnoses.

Tmlernational networking, at Teast bevond the realm ol Tunding, is one area of which
thare was litle discussion. BONEFWA s allllialed (o the Alrlcan network of PLWHAS.
and COCEFWAL vhile nperaling, was reporied]y verv oood al iernational cooparation.
Thiz was espacially apparent in promoung theair peocranimes, suclh a8 the buddy scheme,
10 NCGOs [rom other neighbauring countrizs JFormer N0 Trierview ;. However al a
govarmmanl lavel there was wwch ey idence ol sharing ol hest praclice, eapecially
through heallh departments rom ollier nations vizsiing Bolzwana, Bot NGO and
aupport groups could not alTord the expense in such travel, or even phona calls, and a
lack ol access 0 TT in the Torm of e-mails and reoularly updaled websites Limided ihe
potantial I'or ASOs in Bolswana 1o ba netwarking al an international laval. However
thare was some 3kill sharing, eapecially in the form ol volunteers [rom Weatern nalions,
wluch some ol the lareer NGO had haen able o make use o The hogpice and
BONELA had cained mwch experience in llus way, expecially through the lwining of
church oroups. and throwel lormal suructores such as ihe World Universily Service ol
Canada (WTL.SC). TN Voluatears and the Peace Corps who had placed axperienced
volunigers al BONTPWA and some TIMSAC:

Tmernational covernments and donars rarely explicily deploy daselopmeant centred
intarventions. since they oo lonesr consdider Botswana a developing country. This 13
eapecially trug ol health related projects. While organigations such as the

BOTIS AsHarvard parlnarship provide lechnical assistance o the Muustey ol Healtl in
improving hiealih sarvices, there are no organisations huilding clinics or hospitals.
Strone health siroctures hay e existad o Bolswana lor decades, mosily budll by
govermmzinl. The kv dillerence lizre 15 the improvemsant of exisling sarvices Lo cope
with the epidenuc, rather than developine new. services and dalis ersy machansims.
However ane uilarnational Muoding hody deseribed it role in a dillerent contexd,

“We ara nod i the business ol creating NGO, WGs are inthe business
ol crealing themselves. We are in the business ol Tunding lor services,
and traimine lor capacily. 8o we are aol in the buginess ol providing
traimng For X00s, hal's now e role, the 00 neads 10 exast, 1o he
lunctioning, and than wa come in o do cenain, activilias, So hat's nol,
not the role of development money, i's not cluarity, i1's dayvelopmeant
money.” PWorkshop: 1359

Thiz commeant is exiremaly wteresting. TLwas perbaps the only lime in the course ol he
research thal any parlicipant discussed 'devalopment’. other witermational donor NGO
had placed their emphasis on health and service delivary, bul cleady this TNCGO had a
wider scope thay includes developmeni progects. However 11 opans a conwndrnt,
becausa most donors wyolved in HTVATDS in Bolswana saw themselves as providing
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assistance e an epidemic, ba d lundine medical ar secial suppart, bul did not see these
inlerventions a8 developmeant projects. This 15 one reason why here s relalivaly little
development lecatuwre in thig study. PLWHA, oreanisations and covernmeani did not
describe HIVAATDS as a des2lopment 1szue, and Bolswana 15 not a developing cowttry,
al least by ollicial measures. The idea hal provading health or supporl 2ryices can act
a3 a ‘purmp-prime’ developmenl project, eventually leading 10 economic growih and
austanahility, seems curious, recardless ol the soccass ol ancillary comea generation
progacts by support eroups. While havine a healiliv popolation cerlaimly Tacililales a
atreng wionklnree and economie erowih, the major componant of this, the ARY
programime, 15 mostly funded by e goverment, a5 ong would expect i a more
developad country.

During the course al the research, a 'tnple whammy' had it AS0% in Botswana, Firsi
ACHAT changed lunding siratzoies and decided 1o Tund activities only i cerlain
distriets {ACHADP Tnierview b remaving ong source of Tunding from wany paris of he
coundry, including Gaboroe, Secandly FEPFAR [unds were (forsen oloballv by the 115
congress [or a period over concerns that [unds were being misused, accusations which
were nol related (o Bolswana. Lasily, and most importanly, Glohal Fund monay 1o e
Botgwana governmanl was lmosen bacause monitoring and evalualion reporls were
delaved, with an admission by NACA thal onlv hall ol allocated Tunds Tad bean speni
|Ciareie 240107 Each ol these national and nnernational pwocesszs hiad a boock.-
donsn ellect on community oreanisations, ropples of change i the network directly or
indirecily impacied on every node. Thos some N0 2aw thair Junding expire wilh no
opporiunity Jor renewal, and others even had il suspended i the muddle ol a jroject,
geeminely through no consequence ol their own aclions. In a svstem whare successiul
projects are ellectively "rewarded” willy funding or additional vears, i1 was dillicalt for
groups notl W see g as z3omea sort ol punishment for e Jadure of themselves or e
network bodies they relied on.

Anather example of poor relationships hetween e governmeant and e NG
communily wad the accusations leyelled belween the two seclors as 10 whers hlame lay
for the lalure o account Tor this Global Fund monsy |[Mmeor O L2006 WAT A had
accused NGO of nol providing tham with epors in lune, hence delaving the
prodaction ol a national reparl Tor the CHlohal Fund, while X008 pohlicly siaed ey
had provided reports oo time, amd ware unaware thal ihere lad bean a problen uniil
(wnds were latzr denied. Ta lact the Gour NGO wmbrella bodies; BONASOQ, BONEPWA,
BOCATIP and BONEL A 153ued a joinl public stalemani lo this ellect: a positisve plece ol
networhing and solidariiy. Thig event may indicale thal there 18 cerlainly a lack ol
traimng o compiling reports and in aceountahility, whilch may exist ur cenain
govarnment deparimants as well as NCGks, Whila he Global Fund has been praizad for
not imposing siratecies on oo ernmends and commwnities who apply. this also meaans
they ged little teclinical assistance, and the CGlobal Fund sl is considered 1o be
understalled (MeCarthy 2007)

Ammosily had also grown batween carain NOOs and ACHAT when ihey changad their
lwnding process and stopped lakineg eenzral project proposals. “Donocs, [undecs, are ihe
ones who craale their owan demwons. Becaose they dangle the money and vou are 2iven
the money and all ol a sudden the mongy 15 aone”™ [ Warlshop: 291 Despite making e
changz to lunding rules publicly known, there were clearly some oroups who were nol
aveare o ihe change in policy. Tn addilion, some eroups that had previously been [unded
for a certain pariod wer clearly anticipating that flwding would be renewed. This rased
issuas aboul sustantahility and the impact ol lermnacion of Tunding,
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“Whal does i1 really mean when they are lunding For hree vears, are ihey
gavine thal al the end ol threa yvears they are nol eoing 10 give U8 mMoney,
or arz they gaving that alter three vears they are aoine o review and see
wlial we are doing and (und us asain? Somelimes those thines are nol
well undarsiond ™ FWorishop, PR-99

“When vou have a donor T'or 4 vears, iaybe 3, viou tend 10 relax. ¥ou
hawve thar comlel onz and think, oow T have money. You don't now look
al odhers and think, how can T diversily ey Tunding base 3o that 1l this
donar exits the country, ar decides oy change their strategy ol funding, T
AUll have some [uwoding at home ™ §Waorlshop, 14

Clearly il is important Tor groups o plan Tar the end of their Nunding, and hase
alternabives ready, ool least Tor the health ol the orgamzation and 115 emplovess,
“Suppolrt groups and non-govennmeantal arganizalions . employ people whio have
larmihizs o support. So ial when (unds are lerunated |[they are| leaving a whole
communily ol peaple who are unemployed ™ Workshop: 370 bu also because the
condequences o losing [unds extends hevond the runming of the WG isell”

“Wea have heen doing home based « iziting. these are tha, he people we
hawve made some conlacts with, they know we alwavs come. We have (he
vourg oias that come 1o the centre Tor leading Tor example. And then all
ol a sudden because the funding 15 not there, we have 10 cease. And T an
really wondaring iCihey go 1o ihat persocal level - IU's not just [ihe
oreanisalion], thess people arz really sirugcling as well. The impact aoes
rielt direct 10 he people thal we help”™ {Workshop: 123-120}

Compared o organisations in other research, mosi ol these oreanisations sgem [Drtunate
10 have Tunding Tor such long perinds. Daly (el al. 2004 [or example, F'ouond that the
austanahilily and ellectivensss ol XG0 and CBO utarventions w1 Brasil and Zamhia
wera haing hinderad by shori-term funding, epically on an anooal basis. Projacts in
Boiswana seemed 10 zenerally hawe a ilhiree vear [unding agreement, aliboush as we will
aee latar Tonear lunding can also provide problems with restricling the Mexitality ol
interyentiong:

Ciroups were alao aware thal reliance oo dooors Tas anplicauons bevond sosiainability,
eapeciallv the realigation that “The donor will come willy their e agenda. . and when
v (18l s1ar vou have vour own ohjectives thatl vou wanied 10 meet. Then when they
come with their ovn. e entions, we have to diverl, because we nzed the money al
thz end ol the day™ {Workshop., 70} Considering the presious dahatas on the ability ol
MW 1o react 1o neads by being closer o thaie chients, s practicality shuows that
powear shill rests with whomever has monzy 1o give and in general ihe prelerences ol the
poo are racgly heeded (Bratlon 1990, p90%. Eapecially 1 countrizs whare communily
and wdiy idual denatioog are simall, such as Bolswana, depandance on donars or
govermn2nls will be an essential parl o NGO responses, hul where W08 are small and
lack power, this dependency leads o compatition Tor Tunds, and bowing 1o donoe
priorilies (Boane and Bailsell 2001, pl ). a3 workshop participants ackaowladged.

Anpplving lfor lunding lrom ollicial chanoels requires detailad proposals, which muost set
oul he need and leasibility ol a peogect, provide detailed costines, including quotes, sel
quarierly and annual targats, selindicalors ol performance, and a maans of evalualing

157



the success al the programme. Every donor has dillerent requirements and guidelines
for proposala, and w general thare are lew oreanisations ihat help with this process. One
newspapar arlicle stated thal small organisalions did now have the literacy or assislance
1o cape willy complicated Muwling proposals (Crasettz TH1006), a linding echoed in
gecuon 0.9 Soppoct groap members also mentioned e impariance G raiming auo
proposal weiling (Giroup 1. 38GE Groups were unable 1o allord adminisiradly 2 siall or
comsullants o wrile proposals, and lacked the training on competing applications
themselves, and thus were eithar Faing o 2el grants, or they vweare dependent an money
allocaled Micough umbtwella bodies. For example thare were heas iy used sources such a3
the Small Grand Fund, provided by ACHAP thirough BONASRCG, or [unds channzlled
through BONWEFWA includine zome o the Global Fund, but hoth sources had dreied
up during the leldwork period.

Anaother issuz 15 momdoring and evaluation, already discussed a5 a prohlzm [or hoth
govarnmenl deparimenis and wnbrella NGOs. but 13 probatdy even mare dilficalt [or
amaller NCOs who rarely have qualilied stall and have Lo rely on antrained voluniesrs.
Even some larger NGO ware sbrugeling with the reporting demands wade Toc them hy
dewtors, [or examiple oo oroanisation gpeat 2 300 Trula (£230) o a consuliant 1o wrile a
proposal wilh which they acquired Tundine [rom Pact (Hospice?. 114} However, since
Paci demands monihly repocts wcluding quotations and receipts, the aroup was
requently rmussine deadlines, resulting in Tunds not heing dispersed, and volunizers
ooing withoul allowances on which they werz depandant {Hospice?: [24-1351 Tlus
was avan with a (ull Ume Moance ollicer, as obher Cactors, such ag suppliers delaving an
involce, of e-mails nol working (wlich was comuon) can resull i a repoct missing the
deadline. This can bacome a vicious evcle, delaying the nexd reparl as well, and
increasing stress and reducine morcale. Even smaller eroups were allecled by
requirements o a less 'requend 2eale. “The donor i3 expectine a quararly report, and
Muancial reporl on a quarterly hasis™ FWorkshop: 1123 The reguremeans [or
muoniloring and evaluation not ouly have umplications Gor admuotistration, bat also the
abalily ol W05 o adap 1o meal hz needs of thewr chanls.

“Deamands lar atrwet lnancial accouwntalilny do not allow Do exabilits
i swilcline funds belwean allernatisy e vwsed. Second. he demand (or
conlinuous maitoring reporls of progranume activities, implemenialion
and the evaluation of achievenenis 15 extremely ima-consurming.”™
(Gariyo 1995 pl33)

I one congidars iat moeat project fundine lasis Tor al least a vear, it becomeas difTicull 1o
gl up activiies o address newly idenulied nzeds, and il 13 also dilTicud L 1o g2t olTicial
wding [or one=0lT evants in ns way, althwough sponsorship (rom hosingsies are mare
common [or these activities. All these Mactors creata a very complicated Tundine svatem,
with a multiude ol dillerent oreanisations, procedures and requiremeants whicl NGO
and support eroups are expecied 10 navieate, With the netwark hody ool providing
assislance, groaps were incraasingly 12l i the dark, oot just aboul how o apply [or
progacts, bul also as w bz role ol the many dilTerent actors in the svalan.

-

Da| members of a support geowp really know llow 10 conte up with a
plan ol vk like askineg for inancial assistance? Do vou know ihe
oreanisalions that they are supposed Lo ash 'or money Trom, are ihay
aveare ol the chaunels thal ey are supposad 10 Tollow when asking [or
assistance? Those are some al the challenges that ecoups lind hamselves
i and ey would nod know Timw o overcome those challenges. Al times
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aupport eroups wouwld not @van oo thatl they are supposed 1o know all
that inlormation.” §PLWHA weel.. 234}

There 15 no single euida w fundine [r AROS in Botgwana, alihoush donoes hase
docameniation Toc their own procedures, and i1 was clear that idormation aboul Tunding
oppariunities was only being spread informally irough the nelwork, olien hased an
litile more dyan rumouwr awd owldatad information: “Take Lor inglance ACHAT, wluch 12
lunded by Bill Giales. When people hear Bill Cales they sm2ll money™ §Workshop: 285,

7.5 Partnership and trust between donars and recipients

The relationship balween funding bodies and recipients was weak i most cases, with
auspicion and mistrust segemiinely the nornt i the ahsence ol eood comumunicalion and
parlnershups. A good example of this was dizcussion ol donors visiting projecis, which
arase al the warlshop, sparked by ane commient: “Having worled in a noa-
govermuental oreanization, T have nevar seen. excepl [or ong enample in my e where
adonor is coming 1o see whare my moosy 13 bewne used” {Workshop, 314 T seemead
that in ithe presence ol 20 much paperwork, flundine relalionships had become very
ollicious and impearsonal, and thal they were rarely true partnerships. Coe donors stated
that.

“We have a contract where vou claarly lay down youwr lerms, and vou
atlempl 10 mongior the 2rms, or 2ven visil the praject, [hal | people create
barrizrs, 30 thal vou can't evan see what 1 happaning wside”
IWorkshop: 8113

Thix sugeests thal some oreanisalions wele nol welconing visus rom donars, [or which
the reazons were aol clear: either there was mustrust of e motves, or pefians aven a
lealing ol resentment thal they were dependent an donor monay. Edlhar way, i
reprasents a reabdown of trust and cormmonication in e nelworlk. Dowosrs workine in
Boiswana also found the sheer number ol AS0: daunting:

“We |a lwding hody | will not 20 down 10 |s2e| whal they are doing. Bul
becausa we worl. willy the managemeni ollice, with the secrelarial ollice,
we gxpect that we ars supporling them, and withu that support there are
thz monmilaring and avaluation ollicers. Thesz are the people thal go down
Just o see what is happanme, hat we trust the mother orgarmisation that 13
thera.” fWorkshop: 85]

Clearly. a lack of Tunclioning of e nelwork hodiegs was hindering this process, and had
eraded 1rust between ASCs and donors. Tooa study of desens ol CBO-dooor
relationships o Alrica and Asia, Brown and Ashman (19907 Gound that it did nol maller
whather it was he donor or the CBO who pat the alTort inlo co-oparation and
communication in the relationship, bot either way, when a clear 2o was imadsa by
either hody, these were the partnerships which were successlul. Where thus ellior ad
not been made, partnerships ware having poor results, a linding that could well he rue
lor Bolgwana orzanisations, althooeh s study 18 not degigned o judes the success or
Iailure of particular wervenlions. However Brown and Ashman's {1957} [ocus does ool
allow them 1o see the alTect thal weal partnerships have oo expectations oo other
relationshiops: hare o is elaar thal ihizre can be a syslem-wide brealidown of Lrost.
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One pardicipant seamed Lo lmply thal with he exceplion ol the Neadback workshop,
wlich was really only convened lor research disseminalion. hare wele [ew
opportunities [or communication i the network: “there 150’ that forum where maybe
the des elopmend parier and the implemanter mayhe come weather 10 hear some of
thesa 1ssues”™ {Workshop, 701 Oillcially these structures and meetings do exist, hul
thera was oo evidence ol them occurring, or any posillye resulis from then. Lister
(2000, p229 linds thal 1118 very common 1o hase this “disparily belween the rthetornc
and the reality ol parinership”, vel e solubion 0 this s nol chviows. Internalional
(unding hodies, states and crass-roots arganisalions all have o build relatonships that
wirk, batween huge diflerences In “culture, power. resowces and parspactisve” Brown
and Azhman (1999, 31467 ).

Tiis importani o stress the necassary parinerships of each hody 1o the network, and
realise that lows are ool just oue way, AS0: are dependanl on dooors (o funds, just a3
muoch as donors are dependent o ASOs Tor evidence ol resulls. The donors on e
ground require some evidence ol suceessiul projects, ar the witial source ol funds,
wlich may he eovernmenis or philanthropists, will lake moneay elsewhere. One donor
reprasentalisve reminded recipients that “We are also accountahle 1o the board, which
comes hare and savs, we don't think we are eetting e resulis, onz two three, Mavbe we
should change owr Mocus”™ $Worl.shop: 88 Hovever ihere 1s ample lnerature that
augoests thal donor-communily relationships are always unesen, and that “the donor can
do o the recipient vhat the recipient canud do o the donor™ (ENwd 1937, 03], perhaps
augoesting hal the notion ol 2 true partnership s unattainable. This does not echo
Brown and Ashiman (1990), nor all cases illusiraled in the data hera, b some
relationships are clearly more balanced than othars.

Ti is pertinent Lo remearmher hirowgh all these debates thal all orgamisations al all levels
have the zame overall goal: prosviding services lor PLWHA . Jonas (2004 suggests that
problems with donocrecipient chas can be minirmused hy adopling a undying [ocus
towards human-rights and hizalih ovear other 1s3ues. However, as shown here and in ather
literature, il seems thal quality of the relalionshoy is more inportant than the chetoric, ol
15 dilllcul i 10 see uw agreeing ou a rights based approach woold o nsell build broken
bridges hetween donors and recipiands. Yel the suuation is cerlainly not hopeless, most
projacts w Boldwana seent o be carried ool successlully, albeil nol as many as there
could he, bul more hnportantly there are siens that actors are willing o come ogeiher
and rebuild relationships.

“There mwst hea way donocs and government can come logeilar
Eatahlish a sysiem thal will conlinuously moitor on a rezular bagis, he
[iL] twice v a vear, they have a representative, the eovernmant, and (he
donows, they have a tean, a small 12am that can monitor. Thal can oo
dow, righi Trom the erass-roods, 1Tnd owl whether, according o the
records that the money has been disparsed o the grass-roals lesel ™
Workshop2. 1571

S0 howe does one beoin 1o conceplualise and analyse tus laclk of co-oparalion hatween
civil socigty, global dooors and he slate™ Ts il besi s2en as a collapse ol natworkine, ar a
collapse ol social capital? Tn essence, i3 i1 the strangth ol ihe linka, or the valoe of tham
that has declined? The diflerant Irameworks 1o analyse these questions, soch as power
dvnamics {Ligtar 20000, social capital {Brown and Ashman 1996) and nebworking make
clear comparisons dillicall. Yel this research shares sirular indings will other siudies
in sugezsling a deliciency ol the relationships hetween staes, dowors and civil sociely
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oreanisalions. Social capital, natvorks, or power are all ways of looking at
relationships, and i1 is clear that this @ where improvamenis need o be made, bt i3
nol 0 abvious Lo whather the problem i3 transcending power dillerences, incr2asing
capulal o huilding stronger dies. As Hinton {2004 sugeesis, in such a complex svslam
with 20 many lavers and parthers al difTerend levels, tha ey 1o susiaiine successiul
relationships is Nexibility and Nuidily between donors and parinears.

7.6 Mebtworking betwcen groups

T tha ahsence ol ellective netwarking hodies Tor support ercups, a lack of cooperalion
and wlormalion liad alleclad the functioning of groups. “We don't hoow what |a suppor
oroup| 15 doe nght now [or esample. Thaee iso'l the ngtworkine thal youo jusl talling
abool, people are loo much Individuals™ {Waorkshop, 1F. Some eroups were nol aware
ol the rale or even existance ol a networking body, amnd even those ol ed o group
networking realised ihal i1 was nol workine “Even here, in Gaborone there 1 a coalilion
ol support groups. T'mothe vice chair of thus coalition. Tt's not working becawse. . whal
we wanl » 10 call peaple and have a mesting. thera Is 0o way 1o meel. We have o call
thaae people throush owr own [phone|, hecause we don'l have lunds” {Waorkshop?:
2085 Tonsson and Saderholm (1995, pd73) describe (hase maues a3 ransaclion cosls,
and note ihat [or amall G005 the eosts required 1o elTeclively nelwarl, willy ollier
groups oF unhrella oreanisalions can be insurnomilably hiely especially o bras el 1o
national or even inlernalional nelworking events is required. To s clear thal even (he
relativaly sinall onsts of telephony are too high a trangaction cost [or some support
oroups. el thiz is also coupled with some other ragic comncidences: G example wlile
most W0 members in Boldwana lias 2 a mobile phooe, o pravend govanument
emiplovess using worl phones [or perscoal calls, in zome ollices s1all are only permitted
1o call land lines. This means that [or most groups who alao Tack Gy and e-mail,
govermnenl 31all mosl ose their own personal phonas and money 0 contlact some
oreanisations. Ohyiously miany wdividoals are celuctani lo do thig, not least 1o prevant
thair perscnal plione numbers becomine widespread o warl. related croups. Sihce
Boilswana also does not hay e a posial delivary garvice o houses or ollices, ous muoslt
rent a post ollice hox o recerve mail, azain, a monthly payment which is Liabla o he
necleciad in lieu al more prassing costs, leavine somea eroups wattamnable excapl hy
direct visitation, il they even hiave a plol, house or ollice. Groups in caral areas away
Iroun Giaborone are probably evean less likely lo o2 visiled: this was cerlainly the case
observed willy Group 5.

Al least in part hacause of hese transaclion costs, oroups are rarely working together,
“We are all compeling... Tor the very Lilile scarce resources thal we have i e country™
Workshop. 23 but there was Httle sense ol aninosity or haed [zelings between groups,
thzy even lalked ahoul the posaibility of warking closely toeether 1o pravent
duplicatica:

“They will he networking, we will Lale care ol the children, and vou take
care 0l he women. The monesy would be aasier than the compatition thal
15 on-goinge as we speak.” FWorkshop2, 107}

“Every eroup siarg with ne id2a o whal s expactad ol them 1o do. The

monient you begin 0 n2twock, youw will definitaly gel he knowladgs of
wlhial thers is o koow ahou startine a group.” (PLWHA weel: 2421

161



Howevar while networking and close collabaration was accepdabla, one sugesstion that
oroupd could mares was more problemalic.

“For instance in Gahorane there are aboul 1O suppot eroups; is there an
ahility Tor thea 1o e merging 1o becoms oune WO that has mayhe
dilTerent rales and dilTerant regions w1 Gaborone 10 2z2rve the dillerant
areas?” (Workshop. 117]

“Nou will Nod hat we can'l ba onz suppert aroup. Because we are
looking oo dillerant (hines.™ JWorkshop: 198}

Ti 15 critiecal 10 cansider that just bacause natvoorking i3 occurring, il does nol
aulomalically fallow that 15 2llicien ar successlul. One NGO representative noled
thal even when ihare were meelings belwean A%04, thay did nol alvavs lead o
proaression: "0k, so we have thal AGM once a vear. Now we has e all this dillicalties
and challenges written dowo. Then the nexd AGM we meet, hring reporl, you repor,
vl reporl, you reporl. Therz is oo Iollowe-up ol whial we reporied lasi lime, the
challenges we were having, and vou keep oo reciling, over and over agam™
Workshop2: 248} Tnterestingly, sitular problems were [ound in an assessment ol a
coalition starled by ihe Brizstol-Myvers Squbb Foundation o impros e capacily boilding
in Bolswana NCGOs. Tssues ol irust led 1o hreakdown betvezen NGOs. and one
areanisation dropped oul (Harwig et al. 2008). Hare again, the pressnce ol a
networking body, desienad 1o lacilitate co-oparation did ool aulomalicallv create
fctional relationships, perliaps a strong suegestion that network thaoey needs o
include some consideration of rust, as hias been dong here, or even social capilal 1o
explain why aome ties are elective, and others dyslunclional.

Metwarking systams perhaps also need 1o encouraze oood aovernance in X8, namealy
lalgeds, ransparency, reparting, appraisal and accountability (Hulme and Bdwards 2002,
p 194y Mozt aroups seenied knowladgeable ahoul the conceplz and benelils of
networhing, through e recucring mantra ol cooparation and reduction ol duplicalion.
However thare seemead 10 he a level ol abatraclion 1o this: eroups did nol discuss simple,
practical enamples ol resource sharine, [or exampla having a computar and printer or
Fax machioe that thes could all have access 1o, TLcould be considerad that proposal
driven lunding svslems actually encowage contrellad ownarslup ol equi pmeant and
garvicas, hareis no prosision Toc example lor growps 0 make joinl applications [or
progacts, or pay 'renl’ towards egquipment shared with another aroup, as [unds have o he
distribrted 1o a hank accowtt awned by a reesierad trost. Some ol the neo-liheral
development literature describes this process as healihy compatition (Atack 1999). Tl
seems a questionahle notion, especially in healil service delivery, where (he
comdequences [or the lalure of an orsanisalion 1o be competilive enougl can include ihe
wasla al limited funds and a divzed threal o the wellare of eritieally 1 paople. A
already suggesied. ihe Jalare of one NGO hare seems 10 waaken the enthusiasn of
donons and the eovernment o tvest i cdhers, rather than risk any (urthear Toss ol
muoney. This is another strong example of the inlerconneciadness of the nelworl: the
Failure or linancial muismanagement o an oreanisation a1 a local level, can lave Inpact
on Tunding dacisions Tor inlermalional netwocks of donors, whicly in tuen can iopact he
Mwnding and ahility 1o deliver services ol a comuunily orgamisation e a completels
dilTerem country. Clearly, this is one aspeact whers thera is no clear distinction helween
the scale ol what consiitules local and global impact (Escobar 2060775 they are all
inlerconnacied as part of the network.
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“{ne thing that i3 missing wil the NGO movemeant ig ihal we don't allos nrganisations
10 2row, you kuow 10 evalve so that they are sirengihenzd.”™ {Workshop 833 This 13
exacily ihe problam recogmised by wuch develaprient neraiure, lor example Carrol]
1992y and Fowder { [992), whio [ind that donors are more interested in short term
projects with alreadsy prosven organizations, raller than long-1erm development of
amaller organsations, and by consequance, much ol civil sociely as a whole Tn
Bolswana and no doutn elsewhera, this means thai larger WC0s oet lareer, as by win
more grans and projects. while edeling oreanisalions, especially CBOs, ara rarely
givel the apporiunity @ leam projecl manazement skills and gain a track record. Fowler
(19927 Teels ihat this 15 it pad due Lo the diziance that TNCrOs are roon ihe communities
thay supporl. Without lecal allices, and dirsel moniiorine or conneciion with CBOs, L3
mora dullicull lodentily new or small CBOs. sspacially in remaole areas, that may have
a relevant or o ative mandale, or oller gervices which are unique o the particular
neads al their clignts. For example the suppoct groaps in e sludy were clearls
providing a very varied mix of services, and biving neve ways Lo increase awarenass. It
was ear Iram evidence collected (rom eroups that most of them were reliant oo the
umbrella hodies for liding these gources ol uwiternational Munding.

Thease debales may al ficst glance appear slightly abstracled [rom the project auns of
examining services [or PLWHA, but clearly ihizv took 50 nwach ime and ensrey rom
oroups, they were heconing detached ram their mam nussion. “We have dizlanced
ourselves (rom whal we are supposad (o ha dealing with. We are looking at HIV ag 1l
15 somathing that 13 very Jar from ws ot we narrow 1L down (o us 1o undarstand what
thzae people are going hrougl, we will never be able 1o deal willy 17 (Woarlshop2: 238-
240 Whether this commant @ directad at idividuals, CBOs, WNOROs o dowors 13
dilTicull e say, bu il s prabahly relzvant [or the whiole netwock. Tl wdicates that the
direcl consequence ol prohlems in the service delivers netwaork 18 4 lack ol Iocus
towards meeting the needs ol PTLWHA.

7.7 Gavernment networking

Cooparalion across a muli-gecioral response 18 clearly a key par ol the Bolswana
govermuent’s National Siralegic Framaworl Tor HIV/ATDS (58F), and it also seems o
be senuingly enacted. However i does nacessanly mean thal the networking 13
Alwavs as ellective or a8 ellicient as it could be: Ti's more or less the same peopla.
Tomworeow mavbe 1's the HIVAATDS partnecship forun, ihe next day mavbe i1's the
counltry caordinating mechanisn [or the Glabal Fund., the donocs Toran, and hen vou
are like wow, Mavhe we, we need (o kind o consolidate, so that there aren'l loo many
ao thal we arz strelched”™ {Cov OHTicial: 2023, The large nwmber ol dillerent agencies
thal the WSF includes 15 daunting From an admoustrative pont of iew, and
responsibility Tor co-ordinating thew lalls oo NACA, who were Ty their own adnussion
undaratalled al the tine o the stody.

The NACA cllicial imerviewead said that while many DMSACs were maeling and
sharing besl practice. thare was lezs Now ol thiz inlormation wpywands §Gos Oicial:
[72-1733 sugoesting thal WAC A was nol recarving inlormation hack Teow some
distrniets, and thus could not act as heacoa and spread 1deas nationwide. However i1 13
less clear whether the Department ol Local Govennmeant was doing this role, another
araa where the overlap of goverament agencies can create conlusion. T [acl 32y 2ral
participants noted al “there are loo many of these commilless and structwres™ [NAC A
208 and went on Lo detadl the oportance and dilTicalty ol maintainine relationships
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between so many Slakeholdars, *T%s abowl relationshoyy building, paroseship huwlding,
collahoralion, bul. . you nead 1o strike a balancs, such tha vou are notl overdoine .. al
the cost of maybe something else™ §NACA 220

Thiz study is not the (iest o aole tial the need [or belier co-ordinalion betw.een Tocal and
naticnal levels, Tor exampla Renwick (2007 makes similar pomnts, and Y AC A 15 alao
clearly aware ol the prablem nsell) in bodt this uiersview, and ollicial evaluation
docamenis such as the Mid-tecm rey iew ol e Natonal Sirategic Frameaworlk. Howeaver,
an ellective plan Lo improve nelworking has nol been so forthcomneg. i1 could he
another area in which parties are unsure as 1o whare responsibilily (o improving
communication ligs. On the other hand, there are certain examples that show
exlraordinary promise, especially the covarmmen Community Home Based Care
{CHBO) proeramme, which encourases and assisls local commnnilies 1o slarl care
centres and aupport groups through which the home based care programme can oparale.
Previows chaplers llustrated how supporl eroups provaded an imporiant releceal svalam
or tha hiome based carz proeranume, and the apeciiic desion ol the project 19 wileerale
communily and goyernunent services i3 an excellent Irameaworlk Tor inlegraied seryice
delivery.

7.8 Gavernanre

A important aspeact ol eovernance i3 accountability, an area which luas hecone a
dulTicull dehate as XG0 have becoms more imporlant a8 service providers, especially
whian delining thewr rola balbwean the 2iate and 2ociety (Topholl 1995 and a3 a Tunction
ol this, who thev are actually accouniable (o, Hulie and Edwards (2002) pwosvide live
pointers G cood acenuntahility in X G0E which s section will assess with examples
rom AROs in the siudy.

“Elzctive accoumabilily requires a statement ol ooals (whethear in
adlerence 1o carain rules or achievemeant ol identiliad peclormance
lenels), traniparency ol decision-makine and relationships, honest
reporting ol wliat resowrces have heen used and what has been achieved, an
appraisal procass Tor the overseeing anihority(es) o judee whather results
are satislactory and concrete mechanisims [oc holding 1w account (such as,
rewarding or panaliging) those responsihle lor peclformance”™ Hulne and
Edwards (2002, plod).

They note that these processes niay ba locmal or mlormal depeading on e nalure ol
the oroanization. The lrst hiree pointars are responsibilities of managament within the
MW, which was anodher dehated and problamalic area lor some ecouwps, and others that
poar manag2ient allecied.

T eeneral. the [(Irst issue, a slalemant of eoals, iz well covared by most NGOOs and
amaller croups, wlw Lo register willy any body muost have a constitudion ar giolar
docament oullining the aima and objectives o e eroup. Howes er thase may he wide
auns, lor example o asgisl FOWHA, which while allowing G Nexiliality, also perimita
o erlap willy other oreanisations, and a lack ol ¢lear focos o projects. This canhea
common problem for X008 “Sowme of problzms |3ic] concarmning 200 pecformance
and accoumabilily do seen o be relaled lo an inahilily among NGOS w0 decude whal
they really want o do, or 1oa mux ol luections and tasks thar may canllict with each
other” (Edwards and Hulime 2002, p207).
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The second 13zue, relating 1o having open dacision makine and especially relationslips,
i5 whers some oreanizalions in the stody wers sirugeling. Wale how clogaly thesa wo
gquoles, ong [ram the warkshop, and oue Trom e Titerature correspod.

“Sone NCOs have even, themsalves, al e nndal siace, |decided ilat|
one parson 15 overall. The hoard Tias ool heen sel ap, aond il tl has, it has
bean hand picked™ [Woardshop2: 130}

“hany NG0% have a largaly invisihle hoard compriaing a small coterie ol
Itiends and family, assemibled by he Tounder(s), meraly (or the parposes
ol mealing stalutory requiraments on papel The aclual [unclions of
covernance are carried oul Ty the Mounder(z), willy or withowt the help ol
other stall w the NGO, and e hoard mecaly acts a3 a ‘rubber-stamp'.”
(Tanden 2002, p2lo)

Thiz accusation could clearly he levellad at least two of e suppord grouaps  this stody,
a8 well as some WOOs, in wlhich there had clealy become a lounderfleader who was
largely responsible for shapine and runoine the oreanisation.

“A& Lev issue o the arena of governance arisas o situations wherz ihe
founder is the leader ol the WGO Gor a subsiantial pariod of line. By il
very malure the NGO baemns o rallect the viswon and perspecuive ol ils
founder; 8 culwwre and programmes ihibe ihe sivle and background of
the foundear loo. Over a period o time, ihe NCGEYs identity becones very
closely linked to the person of the [oandar-leader Tn such siluations, the
hoard i3 initially assembled by he Tounder. and most board memibers are
indis idually known o and associated willy the founder-leader This has
the potendial o lunit the aulonomoos idantily ol e board... Oo the ooe
hand the loundar-leader prov ides the hulk of e enargy and idzas Tor ihe
MW, tharehy buldine up 'sweal-squity’; oo the alher hand, ihe lone-
term sustanahilily ol e NGO requires the wistitadionalizalion ol enarey
and ideas bevoud one person.” (Tandoon 2002, 21

Howevear 11 s important 10 balance the problems associated with such an undemocratic
approach whand pcking managemeant relationships with the benalits: “Such a situation
clearly provideas the [ounders) with the ease ol pursuing his or liar vison with speed
and enargy, unancumbered by the uswal hurdles related wo paperword and bureaocracy.™
(Tandon 2002, p2 16} This echoes exactly the parcaiyved banslits of WGOS 10 esneral
omer the stale. One should nod be loo gquick 10 berale the energy, enthusiasm and hard
wiork many X0 foundearleadars have conlribuled lo the landzcape o HIVATDS,
eapecially as many ol these people al the same wme wera also innovalors th baing
openly posilive with HTY. However lhese oreanigalions also seemed o be strugoling
more tvan odbers, pehiaps pactly as over Lme ther Mexibidity is compromised.
Fukuvarma (2001 ) sugessts thal trust and social capital between leaders ol groups and
MW can be strong anough o hecome exclusionary o odhier manibers ol the
oreanisation of the wider public. Paaps this has occurred i this case because ol the
lack ol (rust or social capital in e wider nglwors, Mustrated by the example of poor
governance o the COCEPWA arcanisauon shown in Figure 7.3,

Where thera 15 a hreakdown in relationships belween donors. the siale and civil sociaty,
il may bethal 2ach lacetl ol the nelworl. becones more isular as a proleclive measura:
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Figure 7.5; COCEPWA: A case study in collapse

The Coping Centra for Teople With ATDS was foundad i Crabocone in 1999 a5 a drop in
counselling and ady ocacy cenlre [or people living with HTYATDS . wliuch grevw quickly and
opened canlres across (e country, The arganizalion became a powerlul lobbying force [or
tha rielis of PLWHA, and advocatad thay members Uy and ovarcome sligma by eoing
public willy their HTY gtatlus. They were exlensively involvad in providine peear suppor,
training in public speakine, capacily hwilding, public awarensss, counselling and
eatablishing a buddy programme’ pararing newly diaenozed members with a trained
uddy' who provided encouragemant, suppocl, ad help with ARV adherence. COCTFEWA
craaled a strone community aone PLTWHA which provided hope, empowerment and a
gende ol pwrpose. Funding was provided [rom ACHAT NACA and oilers including the
Bregtol-Myers Sguibb oundation, wcluding support [or large and ambitious programmes.
However, daapite amploving many shalled paid members ol $1all, financial accountability
was allowad 1o slip, possibly in parl due 1o an undemocratic culture of leadership. The
oreanisation was 1volved in serious [Tnancial mismanagemeni scandals, which led o a
lack ol conlidence Tram donors and a leces on Ninds, TRranches and the head ollice were
ollicially closed, some as early as 2004, ol dadicated volunteers have hept some cenlres
open even wilhoul any [ormal assislance,

The cireurnglances of irrgaularily were oxremsly contreveraial, and blame waz levelled al
the governmend and the board and lounders ol COCEPWA, and highliahis ihe clive of
poor govemance al any level on the sustamab iy ol orgam sanony and rosoin the donor
cormmumily The repercussions were sil apparen, the sovermment publhicly stated thal the
meident led 1o areduchion i general support Tor HIYAATDS SGOs, and [rust between all
donors and NGOs has sulTered as g resvll Ths example graphicallv illusiraes the
imporiance ol good govemanes and rusl 1 anelwotk, and how g vicious onele can reduge
lhe strenuth and efMecuveness of Tommal support networks, However, COCEPWA leN
behmd an important Tegacy: many support group leaders woday were ramed al COCEPWA,
and 11 was clewrly gn vmpartanl modvalor for many PLWHA, and (he model Tor many
current mieryenlions 4l support groups, home based care and advocaey programmes

- bossed o Sirtervient with farmer COCEPTA cinplaree,

Heldwork cned fcad sevspapar cuttings

the cligues become tichier, and as an uninendad consequence. leadership becomas mare
exclugionary and less demacratic. Siowlar cligues [orm in nelworks where sociatal
prajudice against homosexuals lwees thent we beht eroups of trusd (Sullivan and
Leong 19937, or eaclusionary cligques i husinesses dus o strong ues belvween a lew
individuals thal can exclude new deas and cridicism (Edelman et al. 2004 ). Tlus
illusgirales another part ol the breakdown ol networking, whers trost and respect 13 Tosi,
networks can lragsment and divalee, allecung commvnication and mteeration, and
leading o strong leaders domuating tn parts ol the network. This ceclanly seamed 1o he
the case altar COCEPWA collapsad, cliques had Tormed hatween lormer members aond
oroups alliliated w COCEPWA . Trust i NGOR aceoss the whole network was
diminishad. and correapondinaly co-operalion hatween NGOs and the covernnient.

One other example ol a support groop network, collapsing was obsered dunng ihe
Meldwork period. again in a case whers a lare2 organisalion ran sy eral suppor groups,
but [unding problems al the op level ol the oreanisation (lerad direclly down io the
local groups. Seyveral ol these small eroups wers subsaquantly shul down doe 1o Jack of
resources, and an wabiily lo pay waees To this case there was clearly a lach ol

netw orking amd brust betwzen some ol ihe local groups and the head olfics: Tor example
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thz emplovess ol the croup weare dismaved (o receive the news that thair group was o
be closed by fax, rather than Face o Face discussion. Howeser, ihare i3 evidence that
communication in the nelwork had abyiowsly besn strained lor a while, People involved
i the aroup had suspacied their ollice would be closed For some time, due o inliemal
mlrmation and runours that came oo the wider network. Hera, when Lonnal
channzls ol inlormalion had dried up, pariicipanis had wged wider inlformal networks 1o
replace the inlonmalion loss, and accurately assess the health ol the organisation. Thus
damonstrates how networks can be lexible, and compensgale For he loss ol one pard ol
thz natwork by relyine more on other wider Tink g, T also shows thal covernance 1930es
impacl throuelioul the nevwork, and s important o consider the causalily ol these
Nows. For exampla. poor eovernancs in securing the sustainalilily ol e national
oreanisation aller [unding For one project expred, had an opact on he Tocal groups,
thal even when well goveread, could not he mitigated against. The siluation and inpact
on the nelworl, was the samea batween us aroanization, even i e root problem was
lack of Jorward planning, not direct [nancial mizsmanagament. ¥etl again, the same slow
deatl was ohserved as with the COCEPWA groups, lonmear emploveas volunileerad their
time 1o kzep the groups runnog, o al least gradoally wind down services. Towas clear
Troun participant obsery ation hat the worl. in providing suppocd io PLWHA was not
being done purely Tor money, penple eas e thewr tme lrezly Tor as Tong as they could
belre their own neads necessitaled Ninding other sources ol paid amploy ent.

Mlilchels (19 13) argued that leaders and their organsations ines iably lend woveards
oligarchy, although his siudy was on socialist oroups in the early 20" century. T pholl
(1995 sugoesls tha one can see leaders ol orassroms areanisations as haing in a similar
aitualion, as lar as ey would he comprised ol members ol the Tower classes’ who
throwgh gainme a liest stz ol powear and prestige, are reluclant 1o releage i1 Vel UphoiT
1995 2 L) Timsel | linds counters o s argument, and i se2mis al ‘oligarchy' NGOs
hawve appeared in Botswana regardless of hack orowwl and privilege. el evenil Lood
Acilon's (1887) maxim “Power tends o corrupl, and absolule power corrupts absolualy™
15 trug, there nusl 8101 be a level of oovernance, o the form ol checls and halances, and
crucially abservers ol lwse proceduwres. and ullimalely repercussions o present abuge.
Thease are e 1ast two s3ues from Hulme and Edweards (2002, p 1) and i1 seems that
aome ol thesa problems had bean recoonized by soune parlicipants. “Somebody tried o
hand pick ihe hoard members. What is thaly When vou lock at e conslilution, o 2avs
thz hoard memhers must be pckad by the AGOMT [ Workshop: 1053 T s not clear i
any challenge had been made abowl thig, Dol i o0t seems o have haan brushed aside.
Mlowe likely 3 that members of the XG0 and PLWHA commuonidies had nod rased such
issues loud or high encugh. “We have raised complainis wil BONEPWA, witl
BONASO, bul. . have we eone hevond those Luo orzanisations? Because BOCONGO (3
thz averalll”™ EWorkshop?: 201 b One participant (21 thal respoasibaliy [or this imaciion
lies witl the NGO or PLWHA community. “We will siill be poinling lingars al ACHAP
and WACA and il 15 us! Tl who should ba Blamed! ™ {Workshop2: 173}

Theare 13 an interesting cultural point here; that in general, Molswana are rarely
vooilerous prolesiers, they tend o preler non-conlmniational discourse. Two examples
illugirate this. Renwicl (2007 dascnbes Mowana in a slightly palronising way.
“nolite "parsonalily” (placid, widemonsteativ e, wewilling o display open displeasura)y ™ of
Tswana people, “epuomisad in a paacalul, non=violent approach o attaining
independence” (Renwick 2007, pl46). The ather example, mentionsd previously o this
chapter 15 the reaction ol the health minister o the protest al World ATDS Day tn 200006,
wlhio daid hat the inlerruplion was inappropriaie, a3 Motswana are supposed o he 'well-
mannared” (Guardian, 812/00). Workshop parlicipanis agreed thal during wo recent
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contronaraies, whera the eovemmeni had removine food bashat subsidizs and stated that
PLWHA should not he allowead o have children (a crocial reprodoctive righis 1930
they hiad not spoken oul FWorkshop2, 260-277 1. A suegestion madsz by the ressarcher
that PLWHA should have been marching i the sireets over ihese i3sues was nel witl
lauglhier This is an important caltural dilTerence, especially considaring the very public
oulery by cay men over nactoon on HTV in S orh Americain he 1980, a dilTerence
that may weaken the ability ol civil sociely i Bolswana o pul presswe on egvannneanl
or N0 thal are Taling o meet their needs, and liold them accountahla.

7.0 Conclngions

Thiz chiapier has shown the way natworking can assist or lunder the prosision ol
garvicas l'or FLWHA in Botswana, and in zeneral seems 10 have painied a bleak piclure
ol alack of co-nperalion. The reasons Ioc thig are wany, and it iz ool clear wheilier ihe
problems are endaimic 1o the donorclvil sociely network In genaral, or the resull ol
carlain slances ol poor conmmunication o governance. Yai i1 seems mare Jilely that
echoing Sechinelgon (20063, the wholz svatems actually tiehitly incorporalted, even
depandeant oo other actars, and il is nol possible or prodoctive 10 g2e Caull al one place in
the chain, Badher the rescareh g showno Trichional surlaces o the e hetweon
oreanisalions which lunder commuonication, and Tead 1o mistrust, poor eovemanece and
an eventual restniclion an the supportive services ollerad 1o PLWHA.

%et i1 should be considarad thal some areanisalions, althoueh actine undemocratically,
ara ool autoematically acling [or sellish reasong: @ach case must be considered 1o assess
whiather the leadars or hoard are stll followig their mandate 1o serve PLWHA T 13
eapecially impractical will amall groups ol a lew people who are ollan also close
miends and comradzs o opose democratic structures, bul 1 hase oroaps grow, 4
avatem ol aovernance niay be more dulicull o sel ap later, BONEMWA cwdelines [or
new supporl 2roups require a constitulion and struclure of olliclals balore they can he
regiatarad. T is alao worth noting that a majorily o ™GO and support ecoups have heen
fctioning withoul problems arsine vom sovernance, and while allegalions of
corruption are damagine o the whole netwarl, ey are a racily and ool e norm
Bolswana. el the issue does illustrate the iiterdependance ol areanisalions ma glohal
netw ok, willy alliects manilesting at all levela. The data collected here echoss commeants
rom Edwards and Hulme (20020, whio arous hal many ol the problama witl
accountability and performance are related Lo the dillicult posilion ol WNOs. ey
Tequenly have a hroad mandate, and are ollen made mora W b2 accounialila o
inlernalional donors than the commuonily they are supposed 10 serve. Yal many donors
and larger X Gtk notad that there was a lack of skills and traming w governance and
managemeni, and were lakine sleps 10 address the problent. For 2xample BONASCY was
prosiding training on governance largeled al committze mambars ol SNG03 and suppot
oroups (BONARO 37

Tulormal networks al suppory, [or example (Fiemds and Carmuly, no doubt sulTer foom
their o problams i networking. ¥el i the [ormal sphere of donors, 2overment and
civil sowialy, there js evidence thal a greal potential Now ol resources is being hald back
due 1o aserioos lack ol nelworking and trust. Thiz also haz a direcl impact on the
aupport atl ihe leveal ol the providars, since more hurdan 13 likely 10 be placed oo carers,
and the struclured support services are steelched. Yel the will 1o co-operate and nelwaork
15 alrong, and since s e common opudon al both doners and recipients that
networking neads to he improved, investine i lacdutalion and relationship building
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through Fermal network structuces might aclually represent a more elleclive use ol
resnurces al this slage than diract sersice provision.
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Chapter Eight

Conclusiaons

3.1 Introduction

Thix thesis sel ool willl the aim ol invesiteating aocial support al bodh formal and
inlormal levels [or pecple living with HIV:ATDS (TLTWHA) w0 the Bolswana lald sites.
Ti posiulated thal support could be conceplualised as a network, operating at multiple
levels, and sucpesied ihatl people wouold cel suppon Trom a number of dilTerent souarces.
Support was conceplualised in terms of three levels, idividual, commuonily and
instilutional . Four key questions were [ormwlated 1o euids the investization,

1 Tdentily the main sowrces and Gorms ol support Tor pecple with HIVATDS 0 the
gludy araas

2, Examine the currani role and Tunctis ollzred by support gooups, how osers
exparience hem, and low supporl networks are avolving

3. Explore the neads of persons on ARV treatment, and lime hese needs are oiel by
larmial and inloroal methods ol 2upport

4, Explain the variance in objectives -3 alone Linas of social dillerence: e,

gemder and Tocation, Troon which appropeiale support stralegies [or people an
ARY treatment can b Formulaled

Thizs lasl chapler will dermwonsirate how the thesis has answered these key points in tuen,
than pull e theeads together and demonsirale how the resulls represent a new
contrtbution 10 the widar eralure on social support for PLYWHA In sub-%aharan Alvica
Linulations wilh the lzldwork and data will he discussad, and ihe succeess of he
mathadolooy will be asiessed. Some implicauons Tor naticnal and mlemational policy
on HIV ATDS will be introduced, especially an the impociance of prosyiding suitahle
aupport svalams [or PLWHA in the 2ra of anti-retrovical treaimani, and how netwarking
betwean aovernment and comounily based programmes can proside ellicient service
delivery. The research will sugeest that many new quastions have heen openad up by he



research. and outline lurther avenues for siudy and ins 2sugation.

8.2 The structure of support

The lramework of the ihesiz aimead 1o examine gocial support a8 ows ima nelworked
avalem, an approach which i1 was hoped would show e complexily of Tudks e
network, and also thal upport 18 nwdu-dicectional, comprigineg a more complicated
dvnamic than just bewng ftont proyidar 1o recerver. Thesa issues rev ol e arownd e
atructure of support, especially, 100 could be described as a two=way [low, where people
use many averlapping spheras of support, sugegesied by heorizs developed by
Fukurama {20017 and Shinewdarman (20043 Al the individual level, the instances ol
aupport recordad i the data suzeests hat there iz cerlainly a two way Lo of support,
with participanis registecing slighily more insiances whan they actually gave suppaort
than received it This i3 demonstraied in chapler &, throueh logoing e instanceas of
aupport listed w diary endries, and ihe opinimis expressad by Tocus araup paclicisants.
OMicials in inderviews alao saw wall trained PLWHA as a polential source ol support, as
well a5 haing recipients. People relied on maony dilTerend sowress of supporl. and resalis
clearly indicated thal hig widar approach 10 sludying support s essential o develop an
accurale picture. since individuals had such varving experiences with the same sources
ol support. Surprizingly, suppocl from fandlies was sl 1o be less common than ihe
literature would sugoest. and participants received support roo indis idoals sach a3
miends and neighhowrs, as well as instilubions ncluding suppord groups. The narcatives
collecled From the locus eroups and diaries. provide a richiness 10 the data thal shows he
complexily ol the nelwork loc individouals, where an individoal Fandly menbear or (riand
can be a neeatis e inlluence, ar a pillar of support. The unique approach of the siudy in
examinng multiple leveals of suppord, reveals hal a focus on e immediate Tamily a3
caregivers, whille an unportant elorl o recopnise the stress causad by epidemics an
fzrmale Gamily members {eg Kipp el al 2007 ) nay be misging the larez contributions
made by the wider communily and close (tiends, a lindine echioed in some stadies in
Weslern contaxds (Turner and Catania 1E97), b carely in the larawrs on sub-Saliaran
Alrica Oer studias have aod shown he dis isions i the wse of support G PTLWHA
shown hera, hul the variely ol support exprassad mahes il claar that any approach which
aolely examines family, fnends. or [ormal services, would exclode the wider picture of
many people who hiave haen stigmatisad by thal source ol support.

Al thig stage, 1l 15 possihle lo addrass questions | and 3. whal are e nesds, sources and
tvpes ol support for PLWHA in ihis stody? Focus eooup dizcussions exlansively ooy ered
tvpes ol support, and NMostraled a very dilTzrent i ol needs depanding an each croup
and s location. Az Chapler 5 suggests, eroups lave dilTerent approachsas 1o support,
eapecially as 1o the balance of praciical and psycholoeical assislance. Cerlaim gooups,
whare respondens weare able 10 meeL basic neads such as Tood and money, Tocused on
prosiding love and counselling, while cthers provided recular meals and income
ganeraling projects. Clearly the support aroups are Nexible, and meel dilfTerend neads ol
their members in dulzrent locations and circcumstances, a linding wlich baging o
engagz wilh questicn 4 This has been a major contribuolion 1o the ilerawara, since there
is 30 Little research currently locused oo the role of supporl groups. Althe very
mununuam this research las demoostcatad thal, at least for air members, ey cller very
imparlant supporl, of a bath phyvsical and psychological nalure. Yet they are also shown
10 be important caommunity edocatars, eoing oul inlo the public and rasing aw areness
ol the nisks ol HTV: an extramely noble and sellless cause Considering their
prolilaration across sub=-Saharan Altica wheare they are arguably providing more
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gervicas for mamhars than the well researched suppor cooups i Westarn seltings, this
thzais actd as an wreenl call o increase the empirical research o supporl groups as
thayv have the potential 1o hecome indispansahle pariners in lackling HIY epulemics.
The research has shown they proside Tong-lzrn practical and pavehosocial support [oe
PLWHA. provide home-hased care and recalar check-ups more ollen dua many
atralched formal services can, ensura palients adhers 1o anbi-retrosiral medication and
help prevention ellorls w the communily.

Question 2 also agks aboul how the nelworks ol supporl are evoly ing, an area which
was shown 10 be a moch bigger 1siue than inlially thowght during the course of he
lieldwork. Clhapter 7 ashows hiow the Tormal network babwezn donors, govemmeni
departments and communily oreanigations had dalerioraled during the [eldwork period.
Local groups were someatimeas compeling rathar han co-oparaling, and a lew isolated
examples ol misnmanagameani, al both ollicial and local group levels, led 10 a hreakdown
ol trust between donora and reciypuenis. This level ol trust 19 crilical, and challences the
ganeral Titeralure on dooor and CBO partnzrships which suggests thal power is always
Troon dongr to recopient (ee Listar 20000 The relationship was usoally more complas,
with danors dependant on reports on sucesssiul use ol therr moueay 10 operale, hence
respect had lo be nwual, and was ollen lacking. Pardicipant obsers alion, wilnessed
oroups collapsing, and directly lustrated the ellzcts thal the elobal network has on
commuily groups, challengine the approach o examing natworks of inllusnce at three
bounded seales ol iz individual, commwnily and instilutional. This possibly raises a
wealinass i the research approach, since thers was litlle atlenypl made o study
networks al the nermational level. However, these global natworks lad a very visihle
impact which was observed and zxanined during the gludy, and the institulional

intary jews revealed graal insialils Inlo the inluence of the global networks on
Bolswanan creantzations. As Marston et al. (20005), Bscobar (2007) and olhers have
noted it is linuling to examine acale in rigid hieracchies and 15 nol posaible o clearly
draw a line betveen themn, since the local and the global have sirong inllusnees on 2ach
other Power and regources i the networl. wera examined ag a bao-way Tow th a wide
landscape, olten nupeded by Trictiional processes. This addressed some ol ihe
weal.nasses o traditional natvork theory where Nowves are "unletiered' and hased around
thz analvais of lierarchical scalies.

Mlany inLery iews with Iornnal sarvice providers noted thal govermance was a problem [or
aome communily based areanisalions, a lading which s in Ting with the eritical
literature on NGO and CBOs (eg Kamal 2004), and was dlustraled by the
wsustainabilily ol several oreanisations during the Neldwork, including some wubralla
MW hadies. Howeever tao posilive poinis need o be made o this comaat, sl thal
moat arganisalions sUll have uselul informal links, and hal a wajority of organisalions
are lunclioning well withoul the support nelwork, althoogh it is clearly hindaring
ellicient service delivery. Even the problems willy arsanisations demonstirale the
imparlance al networka, since when they are weak, there are clear knock-nn allects.
Part ol the strength w1 the network approach was o show 2ioular 1ssoes occurring at
separale scales Jor exampla dilficult relationships babwesn some lamily members and
parlicipants, a3 well as between cerlain oreanisations, whicch o hoth cases reswicted
aupport Funding alao ad impacis nwlependent ol scale, a3 poor eovemance in
oreanisalions al the national 1as 2] and donors atl the inlervalional leveal allected support
in the whole nelworl.. When corruplion in one comimuonily crganiEalion can causa an
intarnational donar o cul or redirecl lunds imecnationally, i1 i3 claar that the local and
glohal scales are multi-directional, inlerdepandent and Mud.



To address question &, support groaps members were found 1o be mostly middle ased
wionnen with no reliable source ol incomea. The gendear imthalance was discussed in some
detail in Chapter 3, and iU was postulaled thal women souglit support o than men o
avanely ol reasons: women were moce allzeted hacause they are more likaly 10 he
caregivers, womear were hetler al using health and support secvices in genaral, and ey
tended lo have loawer tncome than men. so were more Likely 1o need the Tood and
Muancial supporl e groups oller Tha age range vared much mora hatween growups,
most had Tew people undar 20, althouelh the prasence of e Cendre Tor Youtlh of Hope
{(CEYOHG), an organisation thal rang services lareetad al voung people, may suggest
thal mosl voung people use these eroups thalead. The groups with vounger
meamberships seemead 10 have a more oulward [ocus, emphasising pzer educalion
through drama and aiher autreach activibies, while older people seamed o have mare
pavchological and dayv 1o dax needs miel by the group. ¥ed all thesz examplas show that
aupport zroups areg [lexible and adapt 1o the nesds ol thair clients in each area, exactly
the role thal XG0 would be expected o play, as parlnars with the less adapable and
muora genaral siale services {eo Risse 2002}

The dilTerence belwaen the whan and rural siles was much amaller than anticipaled at
the starl ol the Naldwork, and contradicds slodies in other conlexis wheare sopport for
PLWHA zhows a marked difTzrence between wilhan and rural locations (eg Del {Casing
2004). The acuvities and needs of the eroup and its members were hroadly sumilar in
hoth Incalions, althooeh e rucal ecowp was moeh less network.ed wil odbier groups due
10 a maore 1solated selling, Tt liad a much closer relateonship with the local eovermimeant
garvices. Neads of PLWHA in (he urban and rural siles seemed Taicy simular, suppor
groups placad a similar ecophasig oo income eznecation, [ood provision, counselling and
doing communily outreach. The major dillezrence was e more indapendant oparalion
ol the rural group, which wilwout a netwarl. of othar creanisalions and network bodies
10 assisl theny stared things hemselves, and were more pro-aclive in seehine adyice or
aupport when requirad. This shows that groups can adapt and ose the resowrcas and
parinerships available to tham, and several examplas sugeesied thal it was mosily when
aources o supporl weare ramo ed hal dependeao groups had dilicoliies. However, it 13
impartant o nole thal the research only siudied a vervy small sampla of sroups in depth,
ao lurther research is neaded 10 assess these dillerences. especially hebwesn wrhan or
rural suppor svslems.

The research has wade a considerable contrihution 1o e understanding ol supporl
networks lor PLWHA 1 Botswana where i has shown thal many people rely on these
networks al dillereni leveals, but as detailed in Chapter 7. (hare are d2rious condaquences
whian parinarships lall apar. T has alao shown e impoctand Tuncions al support
groups th Boswana hasve in educaling the pablic aboul prevention and reducing sligima,
a8 well as providing adherence counselline, paveholozical suppor and malerial
assistance For PLWHA. This is the [rsi sy 1o focus on suppoct 2roups in Bolawana,
and alsa the Niest w0 addrezs social support here at bodly the insiitutional and commiunity
level Tl also sugpests that the ARV programme i Bolswana is worlang, since social and
practical needs szem 1o ha higear issues than seelang madical treatment. Thug there
neads 1o be a coreesponding shull to peovide lone-term social supporl, oF Measores
wluch can increase the independance of FLWHA. Tlus should be an important lessan
for other nauons, encouragiie hem o adopt therr own ARY programnes, and o
condider how a shill 1o long-tzrm support 18 nesded. AL an crganisational level (he
research suggesied that the potential Tor more Tornal co-operation belwaen amups was
hinderad by a lack ol resources tn iz natvoork bodies thal weare chargad wil lacilitating
group comuunication, and that al an even higher leval there were soue tnstances ol a
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lack ol communieation between donor hodies and commuonity ecoups. Hopalully the
lindings can willuence policy makars o battar understand soppoct 2roaps s sirong
parliners un service delivary, and 2mphasise the need 10 supporl co-cparation and
netw orking ellfors o ensure 2llicient pros suon ol s2rvices.

8.3 Contribution to the litcratare

One ol the eraal sureneths ol ligalth cecoraply research has been how moch ithas
drawen mathods and approaches rom a wide range ol aocial science disciplines (Lilva
and Evles 1993) a practice which this thesis has certawly laken up hy including
elemients ol social networking, elbnooraphy, and an experience cenlred approach o
gludying higalth sveiems, which goes bevond the madical and includes the social and
psychlogical side ol epidemics. TL espacially tries 10 eneace with the supparl $ysiem in
terms ol pluralities, showing that support svatams, jusi like haalth avilems, need io be
considered nod just as sphares of public/private space as Milligan (20000 has suegested,
but also Goemaliinlormal and governmentcomuunily assistance. The research has
shown thal these spleres are nol clear cul, and (hat it can he produclive 10 examing e
wliale avsiem lo show how people use many dilTerend souwrces ol supporl. This is an
exlension 10 e concepl ol iha landscaps o care ag used by Conradson (2003 ) and
others_ lo recoonize he complexdies in ihe wse ol multiple spaces and sources ol care
and suyport.

Ti 15 hoped that the social network approach is a wselul wnos ation in the hzalth
ganoraphy and geveraphies of care literalure, and it should he applicable o many other
gellings, eapecially haalih service delivery w resource limiled setlings, bul also for
avatems u developed couniries. Especially when social research is increasingly
locusing oo social capital research, (s important o note that othar rameworks can he
muora applicahle to certain conlexids. There is carlaily evidence thal social network
research is recaining popularity (Carringlon et al. 20057 and s thesis s prowd o
contribute o that Hald, aspecially as a naw approach in both HTIV/ATDS cesearch in
gaography aud developmentl. Tmportant developrents were mads 1o classical social
netw ork stodies, integrating them with contamporary literatures on the cecaraplues of
acale, and globalised processes. Here, inveslieating support i leoms of network s
showed a range of [unclions and 3aues that would nol othzew g2 have heen revealed,
and allowed hem o he conceplualised i ways thal were also clearly conprehiznsihle o
parlicipants. Social nelwork approaches have heen success[ully used do study the spwead
ol HTV inlections (2o Rothenbero e al 1998, perceplions ol rsh in prevention ellorts
(eo Helleringar and Koldar 2003% and this investigation adds to the literalure the
possibility o use networks 1o study suppord Tor hose already inlzeled.

Tuterms of a contrihution lo the genaral HTYATDS Literature, there are several key
areas coy ered, re-addressine the balance wowards i 2stigaling the hivelibioods of
PLWHA rather than Iocusing oo HIV prevention, and even working directy with
PLWHA 1o research suppocl, rathar than locus on arganisations or caragivears. The
research also shows thera is no clear distinction belwean caregivard and recgivers in fhis
contexl. Lilerature on care lor caregivars 15 abundant, bat there is liltle shuowine ihese
recipracal relatinonghips of suppart, 2ven thwowel some have shiown that aiving back
aupport 18 hpertant o prevend people fzeling dependzni and a burden 1o others
(Lwintar 2003



Mhluch has heen contributed o the literature on instuiutional networks of Y08 and civil
aociely, reinlorcing and expanding the social nelwaords approach o orzanizalions oullined
by Kildull and Tsat (20003 where relations belween arganisalions are s2en a5 Muid
multiplicides, and thal mdividual aclors can liave a strong role (o creating and
maintaining nabwock Ues. This thesis has nol used quantitative allempls o measure
networks, nor creatad traditional network diagrams, bul e success of applying a
gqualilalive approach o network analvsis is sigodicant, and i1 wouold be interesting o see
il applied into other areas. To this reapect 11 represents somelhine of a hyhrod hetween
aocial capital, actor-nedwork theory and social networks, where the [ocos 18 oo the
inlerconnacied actors, not jusi a oue dinensional view ol a nelwork. This 3 potandially a
zrtile and challeneing approach that can be applied 1o research in other lields,
eapecially i wider public heallly issues. However, i shoold also be uoled that the
ethmperaphic approach was important 10 mderstand the context ol he study, and greatls
atrengthened the conclugions drawn Tom each method.

The multi-meathod research design voorked well in mesting the needs of the research
queslions 1 examine both formal and wlormal support, and the combinatuon of diaries,
focus groups, participant ohsarvation and szau=-siructured inlecviews engaged with (he
individual, comwruty and inglitulional Tevels respectively. This approach 1o crosa-
culting data collection, linking the inlentions ol sarvice providers, the experience ol
groups 0l allected individuals, and then a dedailed sell=wollen sample of individoals in
the diaries. recarding amd validaling instancas of support over a period of e, could
cerlainly he recommended [or alher public health s estigations. T shoald be applicable
i the wvestizabion ol othar lone-term illnesses where patients ara sull ahle o aclivaly
participate in suppart $yslems. such as odiiple-aclernsis or cancer, in developad or
developine contexts. Parhaps even wider han this, ooz could visualise using ihis
comprehansive nelworked supporl appecach for evaluatine bereaveament services, youllt
ollender intervantions, o assistance (or people widly mental or phySical disatalities.
Thease are all avalenis where participants are likely 10 gel suppoct Mrom many dilleranl
formal and informal sources, and there ay also he an elemeant of sbgma which
prasvents individoals rom osing one parlicular source.

Diary mathodolooies are also holstared Trom s cesearch. Already a popular and
growing research wol feg Meth 2003, his research made a valuable conteibulion Ty
pairine them with locus crmup methods. a pacimership which showed participants as
indisiduals and actors wr a networked support sysiem. T demonsiraled iheir successil
application ih Botawana, and described a method where verbal diaries could be kept Ty
participants usine cheap diedlal oece recordars, an wnvation which proswved
unecessary. The diuanies validated, and sometimas contradicled opinions expressad in
group discussions, and added a tune dimension, showing many wstances of sappor, and
potentially how the svstem changed.

While cerlainly not an inovation in research mellwsds, ihe ethinoeraplic approach ol
volunteering willy community crganisations lor many manths, prosed a leclile source of
inlormation, and was prohably esseniial in saining trusl and eetting e honest,
oulspoben and detailed conuneznis which made the daia 2o cich. Participant observalion
in particular provided valuable comexd and insighls, and researchers are ihcreasinglvy
engaging will and spending ime understanding the peopls they research, {eo Barnard
20003 Jusl as witl the parlicipand diaries, the research journal added a lemporal
dumension 10 e research, showing changes o groups over me, and with examples
auch ax the collapse al groups, created an ahilily w0 separate rends Teom ong oll
DECITTETIRES



Laztly, conducting a workshop with all participants preosed an extremely lertile source
ol inlormation, espacially since donors and recipient organsations se2n lo hay e so (Bw
oppariumities w wnleract. This could he seen as haing action-anented research (Reason
and Bradbuey 20017, as il Macilitated e very networking thal ihe hasis was examining.
Although thiz was cerlainly nol e intention al e baoiwnimg ol the projecd, il was anly
during dus workshop that pactici pants commented thae they had Few such opportunities
1o el Again it was nol inlendad hat the warlshop oo support geoups o PLWHA
Wesk 2006 would lurn mite a oroup protest against neglect of PTLWHA on World ATDS
Dav. Both these examplas maraly lustrate e power ol nelworking, and the
ellectivanass groups can lias 2 whan they worl. wgether. Damonslrating thig point like
this may not have been planned. Tl was cerainly a compelling exampla.

8.4 TPPuvther rescarch and the wider picture

This research ook a novele approach, pulling an 2mphasis on oroup as weall a3
indisvidual rasponses. There was no quantilied demographic proliling of individoals, and
astwdy whicl took this approach would be valuablz 1o provide more insighis wite he
dilTerem experiences and neads of pecple rom dillerant croups, aud 2ven willin
dilTerem aroups. L was hoped thal the COCEPWA study (COCEPWA 20010, a
guestinnnaire wivestigating the needs of dosens of FLWHA atlending a support 2roup
drop-in canbre, would provide this level ol hackeround 1o bz inlegraled with the sludy,
but gince the organizalion had ellectively shul down beloce tha leldwork starled, i1 was
not possihle 10 engage wiilh this group and create a comparizon with hgic mambears.
However imporiant quesuions aboul he eroup dvnamics remain, for esample, werg the
respondenis who l2lt that love and caring weare the most impariant tepe ol support
wealthy enough thal they had hasic food and sheller ngeds met? O did these people jusi
have a preater nead Gor psychological support?

As previously stated. support eroups are worthy of much moce empirieal research, and
wlnle the nwlii-level investication pwovides a oond discussion of their inportance in the
overall landscape of care, this 8 of course only [or a linuled part of ooe small country.
Hera tha impact ol suppord groups was resteicted by 2 perceplion hat most people did
not undarstand the banalits they could offer, hoal s dus true in other countries? Do
aupport aroups have dilferem roles in other areas? Tt would he nlerasting 10 see whether
i reewons where anti-retrovicals are oo avallahle, the role of support aroups dillzrs. Are
thay less impartant 1o PLYWHA when they canool even gal madical trealmeani. or are
thzy aclually more important, because e situation 8 50 stressul? While there is more
research heeinning 1o exanunz the role and success [ul attribules ol support groups [or
PLWHA (1 sub-Saharan Alrica (e Fanelll et al. 2008, Yisser and Mundell 2008),
emipirical research addressing these hroadar questions i3 sUll warrantad. Being abla o
balance the social and medical neads of PTLWHA 15 essential, expecially as recent
evidence dermonstrates many aller couniries m sub=Rabaran Alrica are colling-oul ARY
programmes. hul are val o achiey e [ull coverage (e Nattrass 20003 Thus in many
coundries, support mechanisms, eluding supporl 2roups, will have o be able o
aimullanaously cope with the ngeds of people with and withouwl acczss 10 ARYs. The
lindings T'rom Qus thesis should be ahle 10 guide other comndries 10 ensure that they meael
thz social needs of FLWHA, especially lughlighting same of the issues i huilding
partnerslips babwezn the commuonily and covanunenl seciors.



8.5 Limitations and fovther investigation

There are obyous opportunilies 10 expand the research, especially conzidering iz deep
qualilalive nature of iz project which investizaled a relalis2ly small nuwobher ol
individuals and oreamisations i greal depth. Tn partecular, the use ol only two eld sies
in oue couniry, while necessary Lo 111 the cesearch desien within the budeet and linme-
acale ol a PhD study, oreatly lumit the alulity of e resgarch o apply norz widelv o a
wide eroup o PLWHA. This s even true within Bolswana, since (he siwdy looked at
arzas which wera dominantly Tswana, and did not fully represent ollar elhnic groups.
While ihe support zroup workzhop did conteibule a sample ol groups rom across ihe
coundry, iU was noLin e level ol detail thai ihe Tong-tecm relationships with the main
oroups proy ided. This research also does ool rellecd the experience of PLWHA 1
coundrigs where there are dilTzrent lavels of formal supporl struciures. Being abla o
draw a comparizon across contexts with varvine avalabality of olTicial support and
ARV would show better the relative hportance of duTerent sowrees and vy pes ol
aupport, and Facilitale the creation ol guidelinegs w0 develop and asaist suppor siraciures
for sub-5aharan Alnican couniries as they roll-oul ARY trealmeant.

Aeain, il weould he wselul tohave a comparison ol netwark structures o upport
machanisms in other counines. South Alvica [leanda and Zimbabwe [or exaple also
hav e network orcanizalions lor ATDS service oreanigations and sappoct groups, and i
wiould be intaresiing w compare e challences they Tace, as well assess any dillerant
approaches 1o commuwcalion and cooperation they may have implamented. This
research also paid very hitle attention o iernational networks. Some orgamsations had
inlernalional links and assistance, espacially churchy based croups. and this could he
another nierasiing avenue [or i estigalion usine nelworl. analysis thal would
complement the research desien by adding an inlervalional leveal.

As can only be expecied in a project ol this natwre, some ol the lieldwork did oot 2o a3
inlended. and there are clear limidalions lo the researcl, especially the smallar than
anlicipatad nuwmber al dupport croups who paricipalad, which limiied the number of
Focus eroups. This was lareely due o the unexpectedly Tigh Gailure rate ol groups,
wluch 15 oul ol e control ol he researcher Tn reteespact 0 wiould hay e been wige o
increase the inial number of groups recruiled o that should several collapse, there
were 51l enough remaing (or e rezearch. However this was duTicull o aclueve
comdidering e Tone perod ol me that il ook 1o earn the trust ol groops, ndesd two
oroups collapsed alter considaralle time wipal, bol belore research willy them was
compleled. Tt is lioped thal the raspecilul and eneaged partcipatory approach taken here
will help he repulaton of researchers in Boltawana and [acilitale e success of lurther
researcl projecis.

Conlideniiality 153ues also lumited some of the scope ol the investieation, and especially
aome ol the Nual discussion, due 1o he inportance ol protecting the names o grous,
and by inlerence, the major lavers within hem. T presended the thesia [rom identilving
indisviduals who had contacls belwean support croups lor example, a3 even
pasudonyms werg udad, within the tighl circles ol the eroups, 1L would he posaihle o
idaniily the individuals by their associations. This alao prevenied includine detaills aboud
indisiduals thal mighl qualily their comments in diaries or focus eroups, by saying that
a particular comment cames from lor exanple 2 woman who used 1o balone w anoiler
group. The networks were amall encugh that dedails Tike this could allow olli2r 2eoups o
idandily individuals, T was diflicult (o wride e thasis 2o that anvone involvad in the
progect can read i and not ulentily ofTicials or indiy iduals Iy their comments or
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association, a5 this could potentially cause conllict. The rasearcher was keen 0 keep in
tha mwore conlrosversial discossion pomts, [or exampla the collapse ol groups and
problems in relationshipg hetweaen some comunily oreanisations and eovanunent
departments, which is an imporiant pacl of e networkine process. However il was
impariani that the research nol exacerbale the situation by prosiding Cuel Tor comments
thal could be attribuled 0 any particular ercup or indis idaal, considering that ihe
research permil slipulales thal copias ol the thesis must be gane o the Covernment and
Thversity of Bolawana,

8.6 [Final Summnary

Tu conclusion, ihe landscape ol care and support Tor PLWHA 18 complex and
multilaceled. Teople ohuain a wide v ariely of social suppart Irom many dilTerant places,
ollen using individual, communily and Institutional sources in a wide network ol care.
Tndividual experiencas and ose of support varies consulerably, but the multi-level nalure
ol support allows [or redundancy, so that, al least lor TTWHA willy strone nelwork
links, there are always olher avenues [oc assislance. These ties are [reguently Ti-
directional, with indisviduals both receiving suppoct. ag well as zisig o o othars when
thay are able. Oreanisations providing 2ervices 1o PLWHA also exist i a complex
network of institutional suppart, i which inlormation, lundine and services ow back
and farward

This research has tahen a hroad dalinition as o whal constilulzs support, and who acts
as prosiders, an approach which lias been justiied by e resulls lnding suppor links at
all levels and lrom many dillzrem and unes pecled souwrces. While the smallar, in-depil
approach Lo data collection makes 11 dillicull 10 justily applving generalisalions Lo all
PLWHA in sumilar situalions, o 18 at the nuemum strong evidzanes that support must be
conzidered a3 a comples nelworked svstam. 1o which there is nol one imporiant source
or service thal can 2atizlv the disparaile needs ol PLWHA. T is also a warning o sarvice
providers and eovermnients about the hportance ol netwocking, and the problams that
ariz2 when orzanizalions with the 2ame ains become compatitors mstaad ol co-
opecators. To properly address the neads of the wereasing nambars of PTLWHA In sub-
Saharan Alrvica, new research must ensare il studies all levels ol support, Tor botl
individuals and areanisations, and vigualising hase Tunclions a8 networks is a strong
lramiework w0 lackle e social problems ol this epidemic.
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Appendix (i)

List of cards nsed in participatory excreises

Sources of support

i church

i hospual s cline

i homebased carer
Loosocial worker

i Ireicnds

i lamily

i husbhandiwile

i other PTVA

Lo governmenl creanisalions
o NOOYs

i Dihrary

i chicl flocal council
Lo SUppPoTL OTaup

i onewspaper s cadio 1
i lelephinne
ioonnerngt

o lax ¢ perlformance

Lo comnscllor

i tradihianal healer

i buddy scheme

Types of support

Medical: wilness

G ARV

7. paw contrel

8. nutrition

S opporiunislic inlections
1. cleaning

11. dressing wounds

12, medical supplies

13, (D4 count tests

14 checl ups

15 V0T

14 traditianal healer

17, condoms

L& plivsiotherapy

19 harbs and special Joods

3 Medical advice S mlomation

Practical: solf zullicieney

lnancial help —advice or mongy
accommedation

ICCHT generalion

Tegal help

lood

child care

hougework

fransport

willz

childeure — bigaer ssues wilh
chiliren § premaney

Psycosocial; 5ol Mwoerlh
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16
. Jun { laughing
18.

14
i

21

232

conmselling
someone o Lk 1o hslemng
peer support
gmalional help
advige / mlormation
advocacy / lobbying
sell worlh

luve / canng

Tespact

lrammy

aticking up [or me

negatives as well. paople haing
impatient S angry {lgnoring me. .
paladis 2

hues F iouching

Cresl ! relaxation

dianes ¥ memory books

- apiritoal needs
24

education ol thoge around ¢
i idual 2

3. dale gex educalion
. distraciion - sonething so vou

lorast Al il

Caport S colloral activilies S sinag !

dancine / musie



Appendix (ith key questions nsed in semi-stroctored interviews

Support
What Lev services do vou run that allar supporl Tor PLWAY
What ty pes of support do you olTer?

25 Medical

20 Tesiing

30 Legal

31 Tood

32 Training

33 Finaoeial (or eroups or individoals)
34 Tolormation

33 Advice

36 Pallialive

3T Peer support

38 Cownselling

39 Tlome bazed cars
A0 Drop-in Gacilities
41 Oiher

Whal other aclivities do vou co-ordinate?

200 Fondine projects

21 Growp eo-ordinalion

22 Advocacy S lobbying

23 Consullancy ¢ research

24 Producing publicatioms

23 Educational prograninies

26 Fund raising F Tnemue genaraung
27 Poneertly reduction

What are the key aims ol the support thal vouw olTer?
Who iz the support available 107 How i3 11 promoted?
Nervices
>Whal do vou consider 1o ba ilie most impariant secvice thal your areanisalion
prosides?
FHow Tong have vour services baen runming? How Tong will they run?
=Whal services do vou plan © would Tike 10 oller in il Tulure?
Needs
>Whal do vou consudar o be the most Iimportand needs o PLWA?

FHow do vou assess the neads of vour clients?

Tmpact of ARY
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>How hag the availahility of ARV changad the support oo oller S perceive a3
neoded?

FHas vour oreanisation made spacic dhianges 1o sen ice delivers in resgponse o ARY
availahilitx "

>Whal hag been ihe higeasi change ARY 5 have made o the services vour
oreanisation  prosvidas?

How do vou [zel other organiaations have adapted o the ARV ara?

Sources

Whal are vour kev sources [
15 Funding
16 Tolormation
17 Recruiimani
18 Awareness ol e oreamsation s programoes

How muoch do vou rely on other areanisations [or the ahowve?
How moch do ather oreanisations celv on yvou [or e above?
Which ol these do vou hiave the mostleasi lrouble sowrcing?

Networking

Ilow clasely daes vour organisation work with others?
=Which oreamisations do vou work closest with?
Do vou work wilh other organizalions o deliver gervices ¢ ey avenis?

ILow mmch docs vour ovganization rely on ather ovoanisations to carry ont it
ohjectives?
=Does vour arganisauon rely an other organsations o day 1o day operation?
=Has il recaiy e inlformationtranne (mom another organsation 1L could not do
withoun?

Do vou fecl that HIV/AIDS scrviee organisations in Botswana work well together?
SHow could these oreanisations worl. togather more efleclively?
=Does vour work duplicale thal of anathar working w1 the same area’?
=Are there oroanisations or instilulions which lunder vour work, or dimiish vour
gourges!

Do vou fecl that vou are aware of mast of the relevant organisations in this ficld?
SHow do vou mostly hear aboot oller oreanisations, and @iy succeszesslalluras?
=Would vou sav thal your orzanization is able lo learn [rom poojects cun by other

oreanisauons”?
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Appendix (i) Serviee proavider consent form

Formal and Informal Care and Support for
People Living with HIV/AIDS in two sites in Botswana

A ThD rescarch project co-ordinated by Danigl Tumer in collaboration with
the Universily of Sheilicld, UK and {he Universily o Botswana

Organisation Consent Form
Tsiate thai T have lveely given consend (o be interviewed lor the study, that ny

commenis will be ananymouws iFT vequest il, and that T ean withdraw my comments
al any lime before the repart is published,

Sianed; Prinl “amg;
Posilion
Orgamsabon;
Diate;

Hlecironig Paper
T wizh lo recaive an copw ol he provisional and inal repart ] []
T wigh 1o recaive an electronic capy ol e Nul thegis (dus 2008) []

Plcasc provide delivery dotails
incloding an c-mail address:

Flease kaep Hus cony
Formal and Informal Care and Support for
People Living with HIV/AIDS in two sites in Botswana

A ThD research progect co-ordinatad by Daniel Turer in collabaration with
the Universily of Shellield, TTK and the Thversily ol Bolswana

1 state that | have frecly given eonzent to be interviewed for the ztudy, that my
comnments will remain anonymons it 1 request it, and that 1 can withdraw my
commcnts at any time before the vepart is published.

Ay gueries, Mecse oontact Danded Turier:
T-mal, . Tume @ she flicld acuk
Mlohile: 20Ty 7251 87T ™

Deparinenl al Geagraphy, Toveraily of Shellicld,
Windor Strect, Shellicld, 9100 2T, UK

Signed:
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Appendix (v) Participant consent form (Setswana)

Tlhokomelo ya semmuso le e e seng ya semmuso
va hatho ba ba tshelang le mogare wa HIV/AIDS
mo mafelong mangwe a a mebedi mo Botswana

Pattisiso ya PhD ya o Damief Turnor
go tswa Univorsity ya Sheffiold, ko UK

Matseno (Introduction)

Falo va bathe ba ba tshelang ka mogare wa HIV |efatshe ka bophara e
akanyediwa mo di dikadikeng di 2 masome a mararo le boferabongwe. Le fa
bolwetsi jo bo tihoafetse e bile bo ka baka pihelo mo go ba ha tshelang ka hane,
go botlhokwa thata gore ba nezlwe kemonokeng e lebaneng. Le fa diritibatsi di
letla batho gore ba tshele hotshelo jo bo siameng, ga di kake tsa alafa go
kpaphclwa ko thoko 1o kgethollo ya ba ba bolawang ke mogare mme mananca &
kalafi a ka fetola mefuta ya kemanokeng e tlhokwang ke batho ba ha tshalang
ka mogare wa HIY,

Lefatshe la Botswana le nale mananen a a siameng a a itebagantseng |2 kalafi
le kemaonokeng ya ba ba tshelang ka mogare wa HV/AIDS, Le ntswa go Kwadile
go le gontsi ka kalafi le go emisa kanamo ya mogare, ke dipatlisiso dile palo
potlana tse di dirilweng di itebagantse le tlhokomelo le kemanokeng. Patlisiso e,
e tlabo e itebagantse le go botsa bathe ha ba nayang kemonokeng le ba ba
neelwang kemonokeng gore € botlhokwa go le kahe, e ba thusa ga le kahe |e
gore e tswa kae, 32 se tla aga setshwantsho sa kemonokeng e e tomagana ya
ditsa tikologo, 2 nne sekao go supa mefuta yotlhe yva thuso e ka tswang mo
masikeng, maphata, makgotla a tumela kana kae fela.

Maikaelelo (Aims)

Maikacleln a tshokatshoko €, ke go tiwa ka patlisiso o tla tswelang mosela
makpgotla a a itebagantseng l2 go neela batshela e mogare wa HNW/AIDS
kemonokeng mao lefatsheng la Botswana |le go thusa mafatshe a mangwe a a
lekang go tswa ka metlhale e e itebagantseng le kemonokeng. Go solofetswe
gore patlisiso e, 2 tla sedimosa fa tihokomelo le kemonokeng e le bantlha jo bo
botlhokwa mo kalafing ya batho ba belwetsi jwa HNWV/AIDS e go rurifaletsa baabi
ba mafatshefatshe ka fa go leng botlhokwa ka teng.

Tshekatshekao e, e tla leka go batlisisa gore ke kemonokeng efe e e tlhokiwang le
e g nealwang le gore e fetoga jang fa kalafi e nna teng go fetisa. Kakanyo ke go
leka go sekegela kemonokeng e newang ke maphata, makgotla a tumelo, l2 ba
masika I¢ ditsala gore sckag sa motho a tshela ka dikakanyo tse dintle se
sedimosege. Go tla nna le ditekeletso tsa go leka go bona gore a ditthopha
tsotlhe tsa hatho di bona kemonokeng ka go lekalekana, sekai: a hamme ba
tlwaclesegile go dirisa ditlthopa tsa kemonokeng go fotisa bo e,

Fatlisizo e, e diretswe go kanoka holeng jwa dikakgelo le ditshwanelo tsa
batsaakarolo mo patlisisong e, Batsaakarolo batla kgona go bua go le gonnye
kana 9o le gontsi ka fa ba ka kgonang ka teng e bile dikakgelo tsa bone e tla
nna sephirl. Go rurifatsa gore tirisane mmogo e nna teng, ga tla nna go
neelanwa phetole e mo go yone batho hatla bo ba neelwa tshobaoko ya patlisiso
pele ga e ka gatisiwa gore ba kgone go akgela mo go yone |le go fetola fa ba
akanyang e se nnete,
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Metlhale ya Patlisiso (Methods)

Tshekatsheko 2, e tlabo e dirwa mo Gaborone e Bobhonong magareng ga kgwedi
ya Phukwi {July} 2006 le Ferikgong {January) 2007 e bile go tla dirisiwa metlhale

e botlhokwa ya patlisisc e le merarg;

Dipuisano le Maphata a lemosegang {Intervicows with Formal Organisations)
(ao tla nna le dipuisano le batho go tswa mo maphatheng a a neelang
kemanokeng gore Ba necla kemonokeng ¢ niseng jang le gore baka tswa ba
akanya gore mathata a hotlhokwa a lebaneng maloke a bone ke a ntseng jang.
Mangwe a maphata a, atla kopiwa go itsise maloko a bone ka tshekatsheko e le
go batla batho ba ba eletsang go tsaya karole mo ditlhopheng tsa dipuisaneg,

Ditlhopha tsa Dipuisano (Focus Groups)

Batho ba ba tshelang l2 mogare wa HIV/AIDS le ba ha thusang ba ba tshelang le
magare wa HIV/AIDS ba tla lalediwa go tsenelela ditlhopha tsa dipuisanc, i tla
bo di akaretsa ditlhopha tse tharo le batho ba ba inaakant=eng le go neela
kemonokendg @ hile batho batla nna le sehaka sa go tsaya karalo mo puisanong
e e itebagantseng le kemonckeng le thuso 2 ba a neelwang ke ditsala, masika le
ditthopha, Dipuisang tse, di tla bo di golelesegile ¢ bile di ta ba di retloctsa
puisana gareng ga batho ka ga tse di kilong tsa ba diragalzla mabapi 1o tsa
kemonokeng. Dikakgelo go tswa mo ditlhopheng e tla bo e le bontlha jwa pego
va bofelo ¢ bile batsaakarole me sethopheng sa puisand va bofele batla kopiwa
go akgela mao pegeng e o le go tlaleletsa kana go fetola mo ba sa go
itumeleleng.

(o tla dirisiwa sekapamantswe mo dipuisanong e hile go tla bo go nale
moranodi gore batho ba kgone go bua ka sekgoa kana setswana, Dintlha le mo
mantswe a kapetsweng mo teng € tla nna tsa mmatlisisi fela e hile di tla
phimolwa morago ga tshekatsheke e, Maina otlhe a hatsaakarolo, batho le
ditlhopa tse batla buang ka tsone a tla fetolwa go rurifatsa gore ope ga a
amanngwe ¢ shokatshokao ¢

Dibuka tsa mananao (Diaries)

Go tla kepiwa batho ba 1o mmalwa ba ba neclang kana ba ba noclwang
kemonokeng go nna le dibuka tsa mananeo beke tse pedi, gore ba kwale ka
mofuta mongwe wa kemanckeng © ba o neclwang ka nako co, © ka tswa ¢le go
etela ditlhopha tsa dipuisano kana go bua le ba masika. Go solofetswe gore
dibukana tse. di tla letlelela dithusa tse di potlana gore di iragadiwe [2 go
tshwantshwanya kemonokeng go tswa mo bathong le kemonokeng go tswa mo
maphatheng. Batho ha ka kwala go le gontsi kana le Qo nnye ka fa ba ratang ka
teng = hile ba ka itlhophela gore ba batla go kwala ka ga eng. Go ka kwalwa ka
sekgoa kana ka setswana e hile maina le mafelo a beng ba dibuka tsa mananeo
a tla fetolwa. (o tla dirisiwa bontlha bongwe ba dibuka 53 mananeo mo go
kwaleng pego e hile dibuka tsa mananeo di tla husediwa beng ba tsone fa ba
cletsa go di buscdiwa, Mothe o golalesegile ga dirisa sckapamantswe fa a 53
batle go ikwalela buka ya lenaneso,

Phetholo/Pego (Feodback [ Reparting)

Morago ga kgwedi tsa ntlha dile mmalwa go sena go nna le dipuisano gareng ga
ditlhapha, mmatlisisi ¢ tla kwala pego ¢ tla ranglelwang ko sckswaneng gors
batsaakarolo ba e buise. Ditlhopha tsa dipuisano di tla soboka dikakgelo tsotlhe
mo pegong 2, pele ga pego va bofelo e ka kwalwa, Meriti ya pego ya bofelo e tla
romelelwa maphatha otlhe a tsereng karolo le batsaakarolo ba ba eletsang go
nna nayg, € bile e tla nna teng e |2 mahala mo letloeng (internet) e be e
remelwe mo maphatheng otlhe a a tlotlegang, Pego e, e tla romelwa gape ko
lephateng la botsogo le mmadikolo mo Botswana,
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Tshekatz=heko e, e tlabo ele bontlha bongwe jwa patlisiso yva PhD e tla bewang
mo metlabong va dibuka kwa UK. Go ka nna ga gatisiwa bontlha bongwe jwa
pego yva patlisiso mo pampiring ya dikgang tsa sekolo,

Ka ga mmatlisisi (About Me)

Leina la me ke Daniel Turner, ke moithuti wa PhD kwa mmadikecls wa Sheffield
kwa UK, ko ithutha ka ditsa thholego (Geography]. Ko sotse ke kile ka inaakanya
le ditlhopha di le dintsi ke itebagantse le go kokoanya madi le go lemotsha ka
ga HIV/AIDS lefatshe ka bophara ke kopa gore go iragadive go le gontsi go
thusa batho ba ba tshelang ka mogare wa HIV/AIDS |2 go bapalela ka tsa thibelo
mogare le mananeo a kemonokeng. Tshekatsheko e, ga e na go nthusa fela gore
ke atlege mo dithutong tsame, mme e tsile go ntletla go tswelela ke inaakantse
letsa HYV/AIDS le go lemotsha hotlhokwa jwa go akaretsa dikakanya le di
tlhokwang ke batho ba ba setseng ba tshela ka megare wa HW/AIDS mo
dingangisanong lebopo lotlhe,

Tshekatz=heko e, e tlabo e eteletswe pele ke Dr. Deborah Sporton. Jan Righy
botlhe ¢ e ba mmadikole wa Shoefficld ko UK e babercki go tswa mmadikolo
wa Botswana, Tshokatsheka ¢, o tla sala moragoe maelag yva setho yva mmadikolo
ka nako tsotlhe, Maiteko otlhe a tla iragadiwa go rurifatsa gore ba ba nnileng le
seabe mo patlisisong ¢, ¢ ba tswele mesola ¢ gore batla noelwa maoriti ya pego
e ba thusitseng gore e diragadiwe,

kgolaganyo (Contacts)

Fa go nale sengwe se le eletsang go se itse go feta fa,
I ka ikgolaganya le Daniel Turmaer mo moegaleng wa:

72 51 87 93 kqotsa e-mail ya: '
D.Turner@sheffield.ac.uk

Mokwalo o o supang tumalano ya go tsaya karolo

Ke zupa I'a ke ithaopile zo taava barolo mo dipatligsisong se mme e hile Le ilhalooanya
gore o diragala eng e hile oo rava ene. ka jalo ke ilhaloeanya gowe ke ka ikeoezla
morage nako e nnowe le @ nnewe cape ea ke killa Le nishatswa mo pontsheng.
Tshagna

T.zisalsi
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Appendix {vi) Participant consent bricfing (English)

Formal and Informal Care and Support for People
Living with HIV/AIDS in two sites in Botswana

A Phiy Research Project by Danief Turner
from the University of sheffrefd, UK

Introduction

It iz cstimated that thore are 39 million peogle in the world living with HIY, and
it is vital that they get enocugh suppert to help them live with this sericus and
stigmatising illness. Anti-retroviral treatment may now allow people to live
healthy lives with HIV. but it does not cure isolation and stigma. and treatment
programmes will change the kind of support that pecple with HIY need.

Botswana has an excellent programme offering treatment and support for
HIV/&IDS sufferers, and while lots has been written about treatment and
prevention, few studies have looked at the importance of care and support
groups. This project will ask people who give and recgive support how important
support is to them, how it helps and where help comes from, This will build a
picture of support as a social network, @ map showing all kinds of halp from
family, arganisations, religious groups or anyw hore ¢lso,

Aims

The aim of the project is to create a piece of research that will be useful to
organisations providing suppart for people with HIV/AIDS in Botswana, and also
for other countries designing support strategies. It is hoped that the research
will demonstrate that care and support is a vital part of treatment for people
with HWV/AIDS, and make sure that internaticnal donors are aware of its
importance,

The project will try to find out what support is needed and offered and how it
changaos as treatment becomes morg available. The idea is that both formal
suppeort offered by organisations and religicus groups, and informal support
given by fricnds and family will be cansidored 5o thata complote map of
positive living can be obtained. Atompts will also be made 10 see if all groups of
pecple have access to the same kinds and amounts of support, ar for example if
women are more likely 10 uso support groups than maen.

The research is designed o value the views and rights of the people taking part
in the research. At all times participants will be akle to say as little or as much
as they want to, and their contributions will be completely anonymous. To
ensure the work is a partnership, there will be a feedback process where people
are given a summary of the research before it is published, sa that they can
comment on it, and change aspects they think are inaccurate,

Methods

The study will be in Gaborone and Eobonong between July 20086 and |anuary
2007, and there will be three main methods used in the research:

Interviews with formal organisations, People from organisations providing
suppart will be intorviowed 10 find out what support they offor, and what thoy
think are the most important problems for their members, Some of these
organisations will then be asked to tell some of their members about the
project, to find people willing to take part in focus group sessions.

Focus groups, Peaple living with HV/AIDS and people who give help ta those
liwving with HIV/AIDS will be invited to a series of focus groups. These will consist
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of three group sessions with other people involved with support, where people
will be able to take part in discussion about support and help from friends,
family and graups. These sessions will be relaxed and will encourage people to
talk with sach other about their experiences of support. Comments from these
groups will form a large part of the final report, and in the last focus group the
participants will bo asked 1o commant on the report, and add w0 it or changoe
parts thoy arc unhappy with.

These sossions will Be recorded on a tape rocordor, and there will be a
translator present, so that pecple can talk in Setswana or English. The tapes
and notes of the session will anly he availahle to the researcher, and will be
erased after the project. All names of participants, people and groups that they
discuss will be changed to ensure that no-one can be identified from the project,

Diaries, A few people who give or receive suppert will be asked to keep diaries
for two weeks s0 they can write about any kinds of support they get during that
time. anything from going to focus groups or talking to their family members,
Hopefully the diaries will allow for even small offers of help to be documented,
=0 that community support can he compared with support from arganisations,
Poople can write as little or a5 much as thoy like, and can cheose what thoy
want to write about, They can write in English or Sctswana, and the diarics will
have names of people and places changed. Only short sections from the diaries
will be used in the repart, and the diaries will be returned to their guthors if thoy
wish. If someone is uncomfortable with writing a diary, they may use a tape
recorder instead.

Feedback / Reporting

After the first few months of focus groups and interviews, the researcher will
write a repart to be translated into Setswana for participants to discuss. Focus
groups will collect comments on this repart before the final document is written,
Copies of the final report will be sent to all organisations that took part and to
participants wha roquest it, and it will be frecly available on the Intermet and
sent to major organisations. The report will also be sent to the Ministry of Health
and the Univorsity of Botswana.

The research will be part of a PFhD thesis, which will be stored in libraries in the
LK. Parts of the report may be published inan acadomic journal.

About Me

My name is Daniel Turner, and | am a PhD student based at the University of
sheffield, studying Geography. | have been invelved in many groups raising
maon=y and awareness about HW/AIDS across the world. In this work | was able
to bring people from across the world tegether to call for more to be done for
people living with HWV/AIDS, and to campaign for halistic prevention and suppaort
projects, This research will not only help me get a gualification, but will allow
ma to keop warking on HIVAAIDS and show the importance of including the
views and needs of people already living with HVW/AIDS in the global debate,

The project will be supervised at all timoes by Dr. Deborah Sporton and Jan Righy
at the University of Sheffield in the UK, and by staff at the University of
Botswana, The research will Tollow the University ethics codes at all tmes,
Every effort will be made ta ensure that the people who are involved in the
project benefit from it. and get copies of the report that they helped to make.

Contact Details

Far any more information, please contact Daniel Turner;
by phone: 72 51 87 93
aor by e-mail: D.Turner@sheffield.ac.uk
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REFERENCE No: HRU-137/18/1 VYol I (94} April 10, 2006

O, Turner

Department of Geography
Winter Street,

Sheffield,

510 2TN,

UK

Formal and Informal Care and Support for People Living with
HIV/AIDS in two sites in Botswana.

Reference is made to the abowve titled study re-submitted to the
Health Research and Development Committee (HROC) for ethical and
scientific review and appraisal. We note that the revisions have
satisfactorily addressed the concerns raised in our letter

Permission is therefore granted to conduct the above-
mentioned study. This approval is valid for a pericd of 1 vear,
effective March 3 2006. Approval will expire on March 3, 2007.

This permit does not however give you authority to collect data from
selected institutions without prior approval from the management of
the institutions. Furthermore, consent should also be sought from all
those that will be interviewed.

The research should be conducted as outlined in the approved
proposal. Any changes te the approved proposal will need to be
resubmitted to the Health Research Unit in the Ministry of Health.

Furthermore, you are requested to submit at least one hardcopy and
an electronic copy of the report to the Health Research Unit, Ministry
of Health within 3 months of completion of the study. Copies should
also be sent to relevant authorities.

Thank you,

S. El-Halabi
For Permanent Secretary Ministry of Health
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