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ll'EluDk Description

CoVID-18: Sunviving a Fandemic provides critical insighis info survival strategies
employed by communities and individuals around the world during the pandemic.

A caniral question sinca this pandemic began has been how to survive it. That question
has applied not just to staying alive, but also to staying healthy, both physically and
mentally. Survival is cerlainly key, bul surviving, and what that means, is also critical,
The scholarship included in this volume will take a closer look at what i means o
sunvive by addrassing such issues as the importance of ethnicity in vaccine uptake, the
gendered and racialized impacts of the pandemic, the impact on those with disahilities,
questions of tood security, and what t means to grieve.

Drawing on the expertise of scholars from around the world, the work presented here
represerts a remarkable diversity and guality of impassioned scholarship an the impact
of COVID-18 and is a timely and critical advance in knowledge related to the pandemic,
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Abstract: Prior to the COVID-19 pandemic, available data suggess nearly three oul of ten
mothers in indonesia were successfully managing thelr HIV (human immunodeficiency virus)
{LIFY -_'I ThHese mather s were ablé i source requited medications, and when prieghant,
were able to access prewantion of mother-to-child transmission services to decrease the chance
of transmitting HIY T Their babies, However, the COYID-15 pandemic affected the abilioy of
mathers to access HW care in two primary ways. First, many mothers living with HI'V became
[arful ol going 1o haspital (Tor cane or even 1o colleck medi Il'u-] BECaUse Rospitals becarnme
places where people became infected with COVIE-1%. Second, mothers weare afraid of
disclosing their HiV status when |.:i'.'ir:,g Brih because hospitals were ot capatily, and dise Iu*_-.iruf_
one s HIY statws, even when in labour, could mean the hospital refused treatment due (o the

perceived added resources needed. Knowing this possibility, =ome mothers living with HIV

delivensd their babies in ospital withouot dcclosing their HIV sgatus. & cultiere ol $Henon




pervades the intersection of HIV and OOVID-19, and Indonesian society is yet to have an open

discussion about the interplay between these bwo diseazes

This chapier explores the steries of three mothers living with HIV as they navigated Indonesia’s

COVID-1% pandemic. The chapter reveals that mothers falled regardless of tha path they took_ if
they stayed away from medical e te avod confracting COVID-19, they knew they coukd die; if
they tried to access care and declared thetir HIV status, they might have been denled care; If
they accessed care and did not declare their HIW status, they could not access the HIY
treatment that kept them and therr children alive. In addition, the stigma attached to HIV and
the reduction af HIV tests availzbility during the pandemic resulted In manmy missed
opporiunties to diagnose HIY among pregrant swomen, Wile HIV and COVID-19 are differemn

diseases, the silence sumou noing Dot reswts in poor health outcomes for womer.

oo

Disclosing One's HIV Status During Indonesia’s COVID-19
Pandemic

Challenges Faced by Mothers

hl'afmuh O0DD-0002-7370-9702, Kusnan 0000-0000-000 2-7370-2702, Torm Graham Davies 0001-0001-
52254051, and Sharyn Graham Davies 0000-0001-5 3484051

Introduction

Wy daughiter, Vi {living with HIV) (11 years old), | wants to be a police officer, She always mentions this
arnbition to her Iriends and teachess at school. Bul can she pursde This armbitan? | am unsure [woice
sobs]. ¥Wia abways asks me why she needs 1o take these medicines {anti-retroviral medicines, ARV). Her
questions make me sed, However, | tell ke it is our desting; it s our fate (sudah nasib kito], We have to
beep taking our ARV medicines:, | tell her, | need to take mire too. | need to fight as | have sia children, If
| stop taking ARY medicines, | will pass away (pobos nyawo), It would be a pity for my children.l

1Oreeng, January 2021)




Oneng passed away from HIV cormplications (pessibly COYID-19 redated) In June 2021. As & widow, she
beft behind six children, She was the sole income earner, meaning that her children are now facing
difficult financial hardship. When Oneng fadglll, she knew she should go to the hospltal far treatrment,
but she was too afraid to go, She believed thatif she went £6 the hospital, she would contract COVID-19,
and If she was hospialied, she would be tested for COVIO-19 and test positive. Oneng thus died at
home, and the precise cause of death remains unknowwn.

Oneng's story of dying from HW complications in the time of COVIE-10 is sadly nat seceptional in
mdomesia. Widi, 2 pregrant waman living with HIV, shared a similar stony, Like Gneng, Widl avoided
wisiting the hospital when she was ready to give birth for of contracting (O0VID-19. At any other
tima, Widi would have sought help from the pravention of rather-to-child transméssion [FATET)
services at her publlic hospial in the central ity of Palembang. Widl knew that thes sarvice was the best
way toavaid transmitting HIV to her unborn baby, Like Oneng, Widi belioved that hospitals had the
nlghest number of COVID-159 patlents in South Sumatra. Widi thus gave birth to her baby at her local
willage hiospital, and while she felt able to disclose ber HIV status, the kospital did not offer PRTCT
TRV B,

Prior g COVIR-19, both Oneng and Widi had for many years succesfuly maraged their HIV using AR5
and accessed PMTCT services when gelivering their bables. But the COVID-149 pandemic aflectad ther
desire to acoess sech help, Women with HIY were often sfrasd to go to hospital becawse they knew that,
a5 prople with underlying beakh conditions, COVID-1% was a particular threat to their well-being, It was
not just contracting COVID-19, however, that kept mothers lwving with HIW away from hospitals and thus
access bo ARV medications, These mothers were also afraid of disclosing their HIV status, With hospitals
gricritizing COVID-19 patients, disclosing one’s HIV status could maan ane was turned away from the
hospital without Sreatment, As such, some women living with HA delivered their bataes in hospital
without disclasing their HIV statws. They knew this would put themselves, their baby, and the mediczl
staff at risk, but they saw no other option,

Parallels may be drawn betwesn Oreng's and Widi's stories, as both highlight the cultesal silence
surrounding HIV in Indonesia and how HIY ntersacts with COVID-19. Both HIV and COVID-19 are velled
oy a cultum of genial, with governments, and even health officials, downgplaying their respective dangen
iManda and Ryan 2022}, 5adly, this simnce has resulted in increased sutfering and praventable deaths,
There & alio 2 gendered aspect to this sllence. For instance, mainstream narratives in Indonesia declare
that ‘pood’ wives and mothers do not get infected with HY, As such, disclosing ore’s HIV status
classifies a wornzn ipso facto as a "bad’ woman {e.g., someone who has had high-risk sexual Inferoourse
andfarintravenous drug use) (Majmah et al, 2020) This classification exacerbates the already difficul
fealth and economic challenges experionced by women living with HIY, &s such, some women “choose’
to stay silent about thek HIV status when they try to aocess pregnancy care. The culture of silence also
feeds into and exacerbates foars of COVID-19, which are then compownded by the il-treatment by
hiealth service providers of women [hing with HIV. The wornen living with HIY we came to know during
this research told us of ther lives, Sadly, their stories include a great deal of suffering and of economic
struggle to meet daily necessities, as well as the stgrma of lvngwith HIV, In a time of COVIO-19. This
chapter examines bow inegualities in pender and health care intersect with a lack of support services for
women living with HIV that ouclude women from the kelp they neod,




Withim this analysts, we explore two key themes. The {irst theme examines how COVID-19 increases the
risk of death from HA in Ind ia, The second theme investigstes how the silence surrounding HIV
results i the l-treztment of wamen living with HIY in health service sattings. The methodology puiding

resarch was feminst-participatory action research, The s.0f the research was marginalized
women lving with HIV in Sowth Sumatra, Indonesia, and was conducted batween December 2020 and
August 2021,

Rescarch Setting and Methad

Owir researnch site s beated in Palembang, South Sumatra, Ind::-ne-sla.galembang Is bardered by the
Banyuasin Regency to the north, east, and west and Muara Enim and Ogan llir Regency to the south,

Pal ng's area ts 40,000 km2, with & population of 1.7 million people in 2020 (Badan Pusat Statjegik
2020} Falembang & divided into two main areas by the Musi River; Seberang llir and Seberang Ula, The
awerage monthly Income of a Palernbang worker Is aporoximately Ap 1.2 milllan {585 U% in 2022}, with
about 200,000 or 11 pescent of the lation fving on kess than half of that, Rp 430,000 (about 535 LS
per menthey April 2022) (CER 2019], While men and women ower 15 years have similar access (o
education, unpald dornestic wark in the home 5 still largely undartaken by wormen, with about 92
peroent of womaen daing the majority of domestic work (Miranda 2011), ahagh rate by OECD
|Organisation for Econornle Co-operation and Development| standards.ill

Palembang has 147 climics, hospitals, and public or community health centras Hnwwer.ﬁe ratio of
health workers to poputation is low, at about 0S5 per 1000 populagion or about 2000 health workers for
1.7 million people. By way of comparison, the WHO recommends a threshold of 4.45 skilled healih
workers (physicians and nurses/ midwives) palﬂl]:l people in order to achiews universal health
coverage (Werld Heatth Organization 2015 In terms of antenatal visiks, the majority of womaen [ about
A0%) In 2020 made at least four visits. Contraceptiie methods among married spouses are malnly
progesterong injections, the pll, and implants (Gatar et al, 20000, In s of HiV-refabed health
services, In 2021, Palembanrg has four sexually traremitied |nf1|3+::t1-:|11'[g;rblu:llln-i:r.1 56 woluntary
couwnselling and testing [VCT) clinics. 38 HIV care, suppart, and treatment (C5T) lacal health clinics
|puskesmas) and hospitals, gge methadane clinic, and only two hospital-based HW care and PRMTCT
services, Priar to COVID-19, antenatal HIV tests were provided inall 41 puskesmas in Palembang (Public
Heatth Crtfice of Palembang, 2021)

This research projedt wsed a feminist participatony action research (FRRR ] framewark devised by Patricia
Maguire (1987). Maguire highlghts the importance of bullding trust, creating meaningful participation
1or women throughout the research prodess, and ensuring outcomes that include a collecive critical
conmscigusness that chalkenges oppressive attggades, beliefs, and practices that may be deeply embedded
i saciety. We use FRAR to explore pregnant wornen [ving swith HIV's experiences accessing healthcare
services, including antenatal care durng the COVIE-1% pandemic,

In [ine with FPAR, we use methods devised by the women to encourage what Maguire mfors to as 'deep
wolce' expression. We ako emaloved observation, ethnography, online discussion gapups and face-to-
face meetings, ard diary notes as a form of triangulation. The interviews explored the experigpces of 20
women |ving with HIV, who were either pregnant, of had besn pregnant, or had a child born with HIV
during thefirst vear of the pardemic. The groups had an average age of 29, and their above-average
monthiy family income ranged between Rp 1,500,000 {5100 US) to Rp 4,000,000 {5280 U5}




A Snapshat of HIV in Indonmesia

People lwing with HIV are subject to significant obstacles and discrimination in Indonesia. According to
thee WHD, out of the present population of 270 milllon, there are curmently over 670,008 people living
with HV, or approsimately 0.2 percent ﬂl:ﬁ and HIV Data Hub In ASIA Pacific 20200, although this
number may be grossty underreported. The United States Agency for International Development
AUSAID) supmests that anly 44 percent of HIY cases an crted in Indonesia (USAID 2021 | Two-thirds
af the HIV population is male and one-third is fmalnE: number of pregnant women with HIY
inpreased by 25 percent from over 15,000 In 2002 to gver 19,000 cases in 2006 (Minlstry of Health
I01R). There are approximatedly 220,000 AIDS orphans in ndenecia (AHF Indonesia 2016} Broadly, thers
i a poar level of information evafable to Indoresians about how HIV s transmitted and treated. The
lack of apcurste inforrmation s compounded by the almost complete shsence of sex educationin
indonesia, as many officials oppose its inchusion in school curricula, Condom use is low armong sesually
actise people in lndonasla. Estimates suggest that less than 5 percent of marded woarnen wse condams
and only 25 percent of unmarried make adofescents do (Putra et al, 2018),

The avalability of anti-retroviral treatrment & low, with oaly about 16 percent of people [ving with HW
{PLHIY| able to access it {LIN AI0% 2020), There is comsiderable stigma and condemnation of sex outside
marriage, resulting In higher rates of 5T0 transmission | Wibawa 2019), induding HIV. Same-sex
relationships are generally met with public disapproval in indonesia, meaning that LETO + people faoe
significant public ard low-based dscrimination, with gay clubs and health centres frequently raided by
police (Human Rights Watch 2018; Yulius 200 5], Similarly, people lving with HY are mare likely ta
enperiencs violence directed at them and bave higher rates of suicide and other mental health isues
iBrewsr et &l 2011; Sherr et al 2011} There is some positive news. Due to recent effors to combat HIW,
the reparted number of new cases of HIV has declined from 38,000 in 2015 to about 280000 20200
indonesia (UN AIDS 2020).

Lwing with HIV nagatively intersects with actions taken by the Ind&ﬂwnzmemmenrm addrass
COVID: 19, examples of which are explorad in the following stories of women living with HIV,

Imdonesia’s Respanse to COVID-19 [Yanuary 2020 to June 2021}

Figure 5.1 tracks changes in how the Indonesian governrraent responded to the challenges presented by
COVID-19, moving trom a position of outright denial, through to large-scale sacial restrictions,
aversalling the role of vacomation, and finally, reducing COVID-19 preventian to the level of individual
actians, With the benefit of hindsght, it is pasy to be critical of the failures of the Indonesian
govarnrment.

[rsert 15032-5591 - 009-Figure-001 Here|
Fgure 9.1 Timeline of povernment responses to the COVID-19 pandemic

The Irdonesian gavernment’s inital response to the COVID-19 pardemic was a kost opportunity to
successfully reduce the impact of this deadly disease, partcutarly in light of its impacts on women living
with HIV, Staterments made by the Indoresian governmaent initially denied the possibility that COVID-19
coruld exlst at 2l i Indonesa. Following the first canfirmed cases, the povernment’s marrative then
changed from denying the exlstence of the disease to downplaying the disezse’s lathality. Controwersy
surraunded the povernment with statements made by ministers and legishter members alike




wigorously understating the wirus's potential impact. For example, in February 2020, the minlster of
transpartation, Budi Karya, stated, “Indonesian peophe are immune to Corona because we like to cat
‘masl kucing' [2 small portion of rice with anchawy, egg, fried fermented sova bean (tempeh), and other
ingredients wrapped in banana keaves]” [Redaksi 2020), lronically, be was then exposed to COVID-19
and treated twlce for the wirus {Sitorus 2000).

By April 2020, the Indonesian government accepted the reality of COVID-19 and introduced lange-scala
socal restrictions along the lines of many other nations |Pembatasan sosial berskala besar, PSEB). There
were six types of acthlty restrictions, Thase includes (1] studying and working outside of the home; (1]
religious activities; |3} activities in public spaces; (4] sacial and cultural sctivities; (5] transportation; and
16) abhar activitles, malnly related to defence and security.

The speed of communicating directives reguiring pubic restriction also reflected the malaise of central
gowernment implermentation. Policy cormmunication between lapers of government, from central to
provinee and finally down to the dty level, were sluggish, Despite modern, instantaneaus
commumication ecknodogy, the timeframe between centrad government policy announcements and
local gowerpment officials recelving policy directives cowld be measwred In weeks. By this time, bath the
disease and the policies addressing its impact may well have moved on,

During one of these changes, at the beginning of June 2020, the Indonesian gavernmant introdwced the
phrase "the naw normal era,” which encpsulated the notlon of accepting the Inevitability of the disease
and adapting to change by lving with OOWVID-19 (adaptasi kebiasaan baru) At the time, cases of C0WID-
19 had Increased significantly, and the economic impacts of social restrictions began to be felt at bath
ther cientral posernmant and individoal beeels |Bresiin 2022,

The adoption of the new normal suggests that the central government came under significant economic
pressure to favour less economically damaging polcies, with the cost of health impacts being, onge
again, downplayed (Cltra Rosa 2020}, From August 2020, the government narratve changed again to
dispensing information about O0WI0-19 vaccine trials, even though the Indonesian government was
aware that vaotination would not, at that point, end the pandemic, Images of smiling health workers
were shared on soclal media, sugpesting a panacea for the COVID-19 pandemic (Majmah et al. 2021;
Sanford et al, 2022). By May 2021, tha governmaent’s narratiee was modified again to encourage micro-
scale publc actiity restriction (PPEM], particularly after numbers of COVID-19 cases of the Delta variant
acturred, eading to a rise n COVID-19 cases in ower 130 ather countries {Chookajorn et al, 2021} The
Delta wariant also led to a significant increase in OOWID-19 cases in Indonesia [BBC News 2021} Priorio
the Dela variant, daily reported cases ranged from between S000 and 10,000, By the end of July 2021,
ther rsmiber of miew cases reached 30,000 to 50,000 daily.

This approach returned to something similar to PSED. Central government ministers directed governars
and munidpality leaders to mabilize actions at the indlvidual lewel, including i schoals, workplages,
restaurants, markets, and praying hals {Eompas 2021}, Howewer, the implementation of this policy was
gogrly managed and coordinated, and the focws was still an economic one, with the mindster of hame
affairs being replaced by the minister of maritime and investmaent affairs,

Slrnilarly, during the Eldw celebration, the slamic day that takes place at the end of the holy month of
Ramadhan, an mconsstent and highly telling statement was made by Indonesian presdent koko
‘Widoda, Despite socal distancdng and physical movement restrictions, he encouraged the indonesian




people to do ‘pulang kampong,” meaning to break physical distamcing restrictions and visit their
hometowns during the ong holiday. Similarly, the minister of tourism and creative ecoromy, Sandiaga
Una, undarmined his govemment’s awn goaks of restricting moverment by reapening popular tourlsm
destinaticns such as Bali, and another minister allowed the entry of Chinese health workers into

i omesia (Majrmah et al. 202101

By July 2031, despite obvious evigenoe to the contrary, denlal once again becams the watchword by the
minister of maritime and investment affairs, Lubut Binsar Fandjaitan, who confidently prodaimed that
COMID-1% in Indonesia was now under control, However, 3 few days later, he made an about-face,
informing the goneral public that the Delta variant could not be efHectivaly doalt with (Anwgerah 20021).
These are [ust a few examyples of the rmore glaring and Iinconctant messages prackimed by high-ranking
ind onesian officlals. We now turn to the individual impacts of these policies,

A Battde Lost: Ufe and Death Among Women Living With HIV During C0%10-19

The first authar knew Oneng for the lact three vears of her IHe and witnecsed the considerable effort it
took far ta survive the desth of her husband, raise cix children, be 3 breadwinner, and access ARV
therapy, represented the concept of a traditonal Indonesian housawife or ibu rurmah tangga

During our inferviews, Gneng spoke of the ok of support from health and nongovernmental
afganization (NGO) workers for ker condition. In one Instance, she expressed her frustration and anger
when ane NGO worker igrared her request for belp to get ARY medication from the hospital, When her
condition worsened, she sought acorsuftation durng her manthly wisit tothe HIY centre in the public
hospltal. Her deteriorating condition proved extremely challenging for her as restrictions in health
facilities disring the pandemic led to the introduction of protocols that changed bow doctoss and
patents interacted. The doctor she spoke to could not chack her directly, kept & physical dstance and
anly pravided her with a presiription, and &tered the combination af her RS to minimize their side
effects. ¥he added that some doctors who had previously treated her HIV were employed elsewhere,
attending to COVID-19 patients, andwene too busy totreat thelr regular patients, As & result, Oneng
delayed her much-needed hospitalization and resorted tg self-treatment by combining herbal medicines
with her ARV, Atter her condition worsensd evenmoare, Onang gecided to vkt the emergency room in
the puhlic hospital, She revealed the following:

And right nony, | fead sick because of noreasing stomach acid, | was treated inanemergency room ina
aublic hospltal. Health workers provided guick treatment, tharefore | was motivated to recover, Health
worknrs know | was living with HIY, and | had to underga some procedunes, including two scans in the
arnergency room. Then, during my hospitalization, | undersent o ultrasound checks. 5o many doctors
carad far me, and | believe , . . that was the result of help from an HWV NG00 wha begged far me to be
treated.

(Cmeng’s diarg notes shared with the first authar, &prl 2021)

‘W omarn living with HIV im this study shared with us the struggle to get HW care. HWY service provision
decreassd during the pandermic, 25 medical resources were strefched. The almady present alienation
felt by women subject tn HWV-related stigma was worsened by COVID-15 protocals such as physical
dizstancing betwesn patents living with HIV and dectors. in some instances, tables were uwsed & barriars
ta minimim contact betwaen H-positiee women and hiealth workers in VCT becasse of COAD-19




conmcerns. Before the pandemdc, wornen living with HIY would normally consult doctors without amy
separation and would sit closely in @ counselling room, Interestingly, physical separation was not carnied
auit by doctors who had been wel trained for HW programs (Majmah abservation during PhD fialdwork,
017-2018). Howewer, physical dstancing became the norm duning the pandernic (Romania 2022}, With
the shartage of health workers, well-trained HIV doctors wha norrally pravided Hiv therapy had to
douhle up thelr roles as general practitioners treating COVID-1% Conseqguently, the Imited access o
HIV-related health specialists compounded the reluctance of women living with HIY to get health came,
aven when thay were feeling extramely sick. Cneng spoka of her experiences.

The doctor wha has a role in HIV treatment als has another role in mitigating COVID-19. Theretore, he
was ovengarked and not ahle 1o give detalled help or provide consaltation. There was no chest check or
ather direct physical check-ups, The docior only listened to our symptems and then changed my drug
That was all. YWhen my mouth was full of scurvy, the dactor suggested gargling with water and salt, and
these was no other suggestion, llke what medicine | showld take or other sugpestions. | was disappointed
and askied myselt why | visited the HIV facilities. | sit a1 a distance of 1.5 meters from the dactor,
However, in tha paediatric room, there is no distance bebaeen the child living with HIV and the dactor;
the dodtors undertook regular check-ups for my child. | think It is bettar mot to consult about my keakh
condition, rather than my heart i broken.

1Omeng, a wirtual interviow v

| nivver been asked by the doctor. The health worker who sched moe was the pharmacist who provided
aur ARY medicine. How are vou, mom? Do vou have any symptams? Do you feel sick? | can see some
doctars, two bo four young doctars, sit in tha consultation room for HIV patients, But the dastors are
|t | busy ta discuss on their cwen. When | sae them, | said | did not have any symptams, | only felt tired
and gat a keadache. And | took my medicine and went home

|Eda In & focus growp discussion)

The last statement mads by Oaeng in Aprll of 2027, two months before she died, is about keaith
services and NGO particpation whaen they finally enabled her to access health services, \While the
authars applaud her bravery, and despits her interce treatment at the end of her 1fe, we cannot help
hut think that her death might have been prevented bad she boen given a timelior intersntion

After Oneng's funeral, the first author visived Oneng"s family and experenced first-hand how the
mmpacts of scarce medical resources, due to COVIE, can extend o wider familial networks, Qut of
Dnerg's sid chitdren, Ona was the only one who took care of her rmother in hospital, and she added how
deeply distressing it was tosee her mother i such a state ard on so many medications. Had she been
given the aktention she neaded, it might have been avoided,

Womean living with HIV may suffer fram HIV drug resistance as ARVS may not wosk well and lead o
apportunistic infection, like booo plasmosis or gastritis (Basavaraju 2021). As researchers, we directly
ewperiented both the hopelesnes eoperienced by affected indvidoals and its impact an their wider
farrilies. We use thic to hlnazht the tension bebween the strugpls to g@ain access to appropriate HIY
care ard the pain borne by women living with HIY caused by the retasking of medical professionals
during the pandernic.




The prics statemeant highlights the deuble bi.ITdE-I'!p-EﬂEi'II'_Ed by wiorren hvlng with HIV who have other
uncerlying health conditions [opportunistic infection |, when subjedt to the negative corsequences of
COVID-1% related pelicies. The combination of & weakened Immune system abong with the fear and
uncartainty of becoming infected with COVID-19 from health Facilities results in fewer women seeking
treatmeant and, therefore, lower life expectancy, as well as Increasing the risk of wider HIY transmission
ibday 2017}

Furthermore, the low economic status of women ke Oneng is compounded by health disparities
15chultz 2022 suwch as the nonavallability of doctors e these groups { Chenmevilla et sl 20020),
‘Waorryingly, in some cases self-treatment becomaes the only perceived aption for those whao are too poor
ar tao afraid to visit thelr health sendice praviders when they hawe HIV Thase harriers lead to delayed
care sesking and put women lving with Hiv at higher risk of death

The Triple Bind of COWID-1% Restrictions

CONVID-19 restrictions werne performed as strategies to reduce the spresd of COVID-19. Initally, the
gowernmant restricted travel between regions. In addition, due to shortages of health workers, hospitals
resiricted hestth services to minmmilze COVID-19 transmdssion, Finaly, social restrictions ke to avaolding
hospital wisits dus to mEinformation (Ryan 2002) abowt COVID- 18 testing or DOVID misdiagnosas.
Unfortunately, the triple bind of O0WI0-19 restrictons const®utes a missed opportunity bo prevent HIW
transmission among mothers and childran, as many rmathers living with HYV may not disclose their HIV
status to services bo get the proper care.

‘Widl [3d-yaars-old from a low-incame family, lving in a wilage, four howrs from Palembang) den:lﬂed
disclose her HIV status 19 health services before, bt not during, the pandemic, She worked in the health
sector and wg:ralned in providing peer suppaort for women living with HIV. In her case, sha had slready
given birth as a mother living with HIV and was experienced encugh to prevent transmission to her first
and second children by opting to deliver therm by caesarean section in 8 public hospital in Palermbang,

Hovwpevar, during the pandemic, she decided to dedver her child vaginally for her third pregnancy. She
tald us that every manth her obstatrician chached her pregniangy, but in spite of her experienoe 2% an
HIV advocate, sha did nat Feel comfortable enoigh to disclose har HIV status, as she experenced
diserimination by being denied treatmaent when she aiked for a reterral letier for her therapy. We usa
her case to highlight the difficulties women living with HIV expesience during the simple act of asking far
health treatmeant [n Indonesia. For those women from low saclpeconomic statues groups, who lack tha
educational and cultural capital to articetate the need for treatment, the barrier is almost
insurmountablae.

Because of these barriers, Widi decided to nsk fransmitting HIV to ber child in ber local bospital, The
discrirmination she sxperienced was, howewser, not limited to her local doctar and the public health
nstitution After the delivery, b hushand asked Widi to breastfeed her baty in the kospatal, as be was
afraid the staff and ker mother-in-law would dscover har HIV status.

CONID-19 also imposed a travel barrier, 35 Widiexpressed that she feared breaking COVID-19 distance
restrictions by acoessing PMTOT HIV senvices in Palembang, a fourdhour journey by car from where she
lved




| wias inftially hesitant to hawe my child {during pandemic) because | was afraid that | might transmit HIV
to my baby. | alsa had fears of COVID-19 and travel restrictions from my village to Palembang . You know
the pandemic is 2 difficult tirme for us (incleding ecanamic challenges). There s an B0% chamoew] that rmy
child would be infected with HIV, However, my husband supports me in treating owr baby together if owr
baby gets HIV.

Wid), virtual Intensdew]

Based on a survey conducted by the Global Fund from April to September 2020 across 502 health
facllities in 32 countries [n Asla and Africa, Including Indonesia, there are saveral key reasons why peaple
hawe tended to avoid visiting health servoes during the COVID-1% pandemic, Figure 9.2 shows that the
miaim reasons Inchide fear, mistrust, and uncertainty about the possiblity of getting Infected with
COVID-13 from health senvices, limited publiic transportation due to mability restriction, and the order of
staylnggd home from the government | Global Fund 2020}, These percelved barriers were also fgund
amang the majority of women living with HIV in this study and often resulted in nondisclosure of HIV
skatus in haalth sektings if the mothers needed to visit hoalth servioas to access health services,

|im by 20020 ¥es, | seek health services in a hospltal, | do rot disclose my HIV status There is a strong
stigma of heing an HIV-positive mothsr, | cannot imagine disclosing my HIV status. | [really| do not want
to open my HIV status. Do you know why? Facoess the third-class facilities (there are 5—8 pationtsin a
rpom), and stigma is strong durlng the COVID-19 pandemic (every patiznt was suspected of having the
wirts ), | was alone during my haspitalzation, no companion (from famdy) was allowed. f | am open
about my HIV status, people will nof treat me (run from mel: no one will ke care of me, Inject the
mndicine for me. In my abservation, health workers ane s5ill afraid of HIV compared to (OVIG-19.

iMika, an Infomnzl Interview; read Mika’s story in Inside Indonesia; Najmah et al. 2021)

Without proper sterdization and disinfectants, strict infection control, and HIY therapy, the intersected
elemants of these barriers lead to missed opportunities to prevent transmission to babies, but also to
ather heakh workers and other patients (Mbanga et al. 2010; Wyagowski et al, 2016). The COMID-1%
pandemic might also hinder ART continuation and PMTCT services acoess [Hang et al. 2020). For
instance, HIV testing fell 41 percent and PMTCT acoess to 20-40 percent babwean March and lune 2020

[Insert 15032-5551 - 00%-Figure-002 Here|

Figure 9.2 Barriers 1o accessing HIV treatment during the COVID-19 pandemic (Source: Global Fund
20200

The disruption to HIY prevention services during the OOV D-19 panderic, including HIV sereening for
pregnant women, means more mathers are at a higher risk of not knowing their HIV status and more
babies are at risk of potentially becoming infected with HIV (Global Furd 2020; Fang et al, 2020}
Howewver, the sllence surrounding HIV in healthcars settings means midwives and obstetricians often do
not talk about HIY to pregrant patients. Corsequently, not all midwives and obstetricians recommend
that pregnant women do an HIV test, thus reinforcing the stigma (Hopkyns and van den Howen 2022;
Maondal 20220, A5 & result, many womaen may know their HIY status only after their children subfered
from opportunistc Infections, Including malnutrition, and were offered an HIY testin the |ate stage In
hosplital. Unfortunately, COMID- 19 restrictions also affact the late diagnoses of thedr chiidren's HIV
status,




The Irmpact of COVID-19 on diagnosis s reflected in Mur's story. InOctebers 2020, Mor nesded to treat
her first daughter, Anti |18 months old), whe became malnourished due to a medical condition, Despite
belng ahble to affard & private hospltal, Mur was unable to access approgriate sendices for her dgaughter.
immiediately, she was referred to a public hospital, as the dector who specialived in ber daughter’s
condition was unavallable becauss of the pandemic.

The sttending muerse explamed that the doctor whe spacialized In treating roy daughter's condition had
ather work to do and could ot treat my davghter. Therefore, the hospital decided to refer my daughter
to the public kospital at 10 prm, After arriving in the emergency mam in the public hospital, tha doctor
auplained the HIV status of my dasghker |in a low tore of voice) . vii

iMur, an informal Intendes, 2020)

After arriving at the public hospital, she recalled that a doctor called her Into the emergendy raom, It
was a crowded room, so the doctor disclosed ta Nur that her child was fiving with HV in 2 lowtone of
wolce [n the corner of the reom. 1 was shocked o learn that she was infected with HIV," Mur sald

Mur's child is a moving example of the late diagnosis of HWV, Though Nur accessed an obstetrician, an
antenatal clinic, and a midwifery praciice, she was not offered an HiV test at any tirme frorm 2017 10
2020, After experiencing thres miscarriages, Nur was offered a complete blood test, which cost ber Rp
3,000,000 (abowt U5 5210 in 2022), but the test did mot Incliade HIV screening.

free HIV testing for pregnant women |s theoretically avallable In all public health mndma:pushe-sma;} in
Palembang, hawever net all pregnant women visit puskesmas for their atal check. Abouwt 55
percent of all mothers go to private midwives [Minlstry of Health 2013), who do not offer ansite HIV
tecting (MWiulandari et al. 2019). In shart, it took the length of her pregramcy and the child's current age,
nearly one and 3 half years, for the Ingonesan health system to recogrize the HIV status of a child born
1o & mather lving with HIY. Nur's story lso reveak the multfaceted barriers to accessing HIV treatment
during the pandemic even attor her child has been confirmed as living with HIV,

Health workers are also redectant to disouss HIV because a stigma may b attached to their institution as
a whole, Health workers may atternpt to protect the ‘good nama' of their hospital by diverting patients
Iving with HIV to another spedalist or hospital (Ha et al. 2013; Najmah 201%). Had Indonesia Instituted &
program to better educate healthcare workers and work towards improved coordination between
healthcars providers In the area of HIV, these lssues and the suffering they cause may well have beean
avoided, or at least lessened (Knight and Bleckner 2022),

The Silence Surrcunding HIV Combines With the Silence Surrounding COWID-19

While n certain situations silence can be an effective strategy, st other times it can 'vad to suffenng and
death, One of the most interesting findings from this study is that there isa link between the silence
surrounding HIV and the silence surrounding COVID-1%. There are thres Intersecting elements to
silencing: first: silemcing and sharme; second; silendng and morality; third: silencing and religioes
gractices. Unfortunately, gyese silences contribute to delays in health-seeking behaviour, nondisdosure
of HIV status by mothers living with HIV, and the concealment of HIV status by patients in beakh
treatmant settings.




The notion of shame s a key aspect of Indonesian and Muslm culture. Muslim women are in general
taught to have a sense of shame, and being moded and shy is 3 part of the Muslim faith {iman]. in this
study, unfartunately, shame prevented mary of our respondents fram disclosing thedr HIV status and
accessing health servioes and led to psychological difficulties. At the individual Tevel, women living with
HIV I Indonesian society may feel ashamed, dirty, and not respacted ar needed, and at the community
bevel, HIW s often seen as sormething people contract & punbshment for acting immorally (Dewees and
Miller 2022}. Therefore, silence i one means to aenid feeling the shame of being exgosad to negative
aublic attitudes, ar silence |s deployed when accessing much-neaded health services, particularly with
the corstraints imposed on health warkers during the COVID-1% pandemic whare they may not have the
resalroes to hedp PLHIV, Inberestingly, staying silent may be nterpreted as acceptance of the unfalfness
of health services (Wong-Padoongpat and Barrita 1022} and a5 a form af destimy or takdir, thus
undermining public demand for improvements in treating HIV.

Shame s ko a moral valee and & institutionalzed In health services in Indonesia (Bennett 2006 Bt
F011), Mathers living with HIV, therefore, may lose regardiess of the path they take in engaging health
sepvices during the pandemic, whether they are silant or not

Umprofessional attitudes can happen in healthcare settings due to rondtransparent communication
bebween the patient and health workers {Griffiths et al. 20232). This lack of transparency is exacerbated
by the inability of some bealth workers to separate the morad values that underpin their perspective
about women living with HIY and the necessity to att professionally in carnying out their work, Inan
armergency sifuation, such as the COVID-19 pandemic, malntalring heatth services for thess
marginalizad groups does not gocur, Therefore, the COVID- 1% pandemc may result m organizational
sllence or systematized silence that cam be a threat to patients’ health, as seen in pravious health orises
mithe past |Henriksen and Dayton 2006}

Ome example of this silence comes again from Nur's story, & health worker who treated Nur's
malmourshed chid decided to refar the child ta the public hospial, The health worker bept sllent about
tha child"s HIV status and merely said the child needed to be transferred because there was no dactor
avallable to treat malnutrition. Oneng ako then stayved slent about her own worsening health condition
for a year due to her disbrust of health workers, After 3 vear, Oneng did access comprehensive health
care for hier complications with support fram NGO workers, but it was oo late and led 1o her death

Anathar example of slence 15 seen in Widd's story, Waidi afm?u:ilud not to disclose her HIV statui
because if she tried 10 access care, she feared shie might have been denled the opportunity 1o deliver
her baby In the hospical The hospital also did not carny out the mandatory HIV test, which should have
been part of regular blood testing before her delivery, Widi was placed in 2 no-win situation, just like
avery woman [ving with HIW. Disclosing may lead 1o a negative response sech & receiving demeaning
health sereces, but  they do not disckose, their bealth will georsen and they risk further complications
af even death. b this way, purposeful silencing by mothers [ding with HIV during the COWVID-19
pandemic may be interpratad as a protest against the hopelessness exparienced by women when
accessing health services, First, the government faked to provide health services for these manginalized
groups before and during the pandemic. Secomnd, thers B institutonalized discrimination in health
seitimgs, therefore health workers often have an unprofessienal attitude towards patients living with
HIV (Butt 20LL; Najmah et al. 2020). Third, women living with HY may assume the peroeived barriess as
a destiny given to them by God (takdir), In other words, they feel they do not deserve proper care and




they st accept this as @ way to reduce their sins in the hereafter (akhirat). Sadly, silencing may be
associsted with lower resilience of mathers lving with HIV in surviving Fife with HIV [Dale et al, 2014),
Unfortunately, the national health systenm s not protecting patients' rights to care, particularly dusing
thee COWID-19 pandemic,

Conclusion

During the COVIR-19 pandemic, there were overwheiming demands on warkers in health seraces,
which inevitably meant scarce resaurces being shifted away from socially desipnated less pressing
medical condtions, ncleding HW. This realiscation resulted n considerable impacts an HIV-pasitive,
pregnant wamen The shift to a fecus on COVID-19 treatment resulted in an intersedtion of negative
factars, leading to constderable impacts on women living with HIY, who already faced sgnificant barriers
to freatment, The culture surrcunding HIV, and sexuality in general, is similar to the Indoresian
gowernment's early response to COVID-19, in that faclng and communicating this lssue started with, amd
to some degree, remains, o of denial,

‘What lessons can be learned from this reseanrch? Late diagmesis and testing of both HIV and COWVID-19
reflect ln5tll.'|.u:r-ai and cultursl barriers that surrcund the treatment of HIY In the era of COVID-19,
They tuggest an interplay of inadequate communication and coordination between levels of
government and the refevant hoalth services, relative avaidance of treating wormssn living with HIV by
healthcare providers, and a lack of standard cperating procedures for HIV and COVID-19 patlents
COVID=19 has highlighted these ssues in Indonesia, offerng an opportunity to develop better treatment
of Hiv-posithe women, as well as improving Indonesia’s exparience with meeting any future outhresks
af currently unknown deeates (and many existing ones that also face social stigmas).
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I Yo jadi ity yang bikin aku sedikit, apo ye [Terisak), Sedikit bingung cak ite nah. Apo vo biso cak itu nah,
Sampe sekarang pun dio kadang, ngapolah adek ndh minurn obat terus mak ye katonyo. lyo kadang it
yang bikin, yo sedikit tesenyuh kan, Jadi yo aku kalks sudah garisan kito, sudah garnis nasib kito, Yo
diterimo bae lah dulw. Yo cak mano jalan Tuhan kagek Inayasdlzh pasti ada jalan kan. Cak itw. Di sakolah
disuruh namn, teros cito-cito, hobi kan, cak itu kan, Idak, &lhamdulillah. idak Kaly memang yang itu tuh
akw Yo aku fokusken lah duly, kagek lebeh parah. Aku punyo anak & lkok nak diperjuanpke galo Inl. Kalo
potos, atay potos pulok myawo kaslan mereka.

@ More information can be found here: Miranda, V. (2011), “Cooking, Caring and Velunteering: Unpaid
Work Around the World,” OECD Social, Employment and higration Waorking Papers, Mo, 116, DECD
Publishing. doi: 1001 TR SkghrlmBs 142 -en,

I-Eu:l ul-Fitr, also called Has Raya Puasaor Harl Raya Addilfitrl in Southeast Asia, ks the first day of
Shaerwal in Islamic calendar, It is celebrated as Lebaran in Indonesia, Itrefers to a process of spiritual
reebirth or becoming pious agan.

§ ¥o dio kan sekarang lagi sibuk ugo ngorosi pandemi. Jadl kalo kive, agak ini mungkin, dio tuh agak cak
mano yo agak kurang, kurang terlalu detail cak iturah ngoros cak itu nah. jauhk dio ngobati it tuh jauh:
idak do istilabhnyo kayak, diperikso dado, diperikso apo, idak. Denger keluhan kita, yosudah agek kito
ganki obat Cakitu bae, ladl aku raso kecewa, [adl ay sudshlah buat ape curhst dengan dokterini kata
akw Kalo buat senep bae kan istilahnyo cuma. tupun kemaren, suruh mangap (buka mulut) bae karena




sarizwan, Terus kitd ranyo baek-taek, minem ini bae, kumur-kuemur banyu garem, Cak itu, Coh okelah
Lata aku. Jadl dak ksbek istilah masokan yang la2n cak itu nah kan ibaratryo. Obat rmah yang bagus yang
i bu, mirum i, minum ini. Kdak. Katek, lyoooa, jarabnyo pake, sudah die dibalik mejas, mungkin sekitar
semeter semeter setengah lah kito dodok sekarang. Hamplr selurub sih. Tapl kalo yang di baglam anak-
anak, ibaratmyo (dak doterlaiu cak manoe sik. Dak tau ngapo. Kal di baglan anak-anak, idak dooo
bejarak, Mereka tetep pericso, perikso dada, perikso apo, perikso ini, idak. Dari pada aku saket ati lagi,
guplkir kan talak ke lah sano lah.

# Without anti-retroviral treatment, the risk of HIV transmission from infected mathers to thair children
i 15-30 percent during gestation or abor, and 15-20 percent during breastfeeding [Volmink and Marais
P00R). The Warld Health Organdzation puts the figure higher at 3 45 percent chamce of transmssion
{World Health Qrganization 2401 E:I

#il Perawat men|elasken dokter spesilis untuk merawat anak aku, lagl ado gawe (kerjaan | dan tidak biso
datang ke rumah sakit, ladi remab sakit memutuskan untuk menguk anak sava ke rumah sakit
pemerintah (umum} fam 10 malam. Setelzh tiba di ruang UED, dokter menjelaskan status HIV anak saya
idengan berbesik),
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