
1.  ATHENA	Network,	AVAC,	and	Salamander	Trust	with	UN	Women,	undertook	this	
mul>-stage	review	of	the	global	status	of	access	to	an>retroviral	therapy	(ART)	
for	women	living	with	HIV		

2.  This	is	the	first	interna>onal	study	of	care	and	treatment	access	issues	for	(and	
by)	women	living	with	HIV		

3.  This	global	review	takes	place	at	a	cri>cal	point	in	the	HIV	epidemic	where	
increased	focus	is	being	placed	on	strategic	investments	in	health	-	based	on	the	
specific	na>onal	and	regional	epidemic	contexts	and	commitments,	in	parallel	
with	the	rollout	of	new	World	Health	Organiza>on	treatment	guidelines,	which	
promote	early	tes>ng	and	treatment.		

4.  Currently,	liRle	is	understood	regarding	access	of	women	living	with	HIV	to	care	
and	treatment	across	the	lifecycle,	in	par>cular,	for	adolescent	girls	and	women	
not	currently	pregnant.	This	mul>-phase	global	review	was	carried	out	to	
understand	on-going	and	emerging	barriers	that	women	living	with	HIV	in	all	of	
their	diversity	face	in	accessing	HIV-related	care	and	treatment	

5.  This	review	is	informed	by	and	interrogates	the	interplay	of	structural	factors	that	
affect	overall	access	to	health	and	resources	of	women	with	HIV.	These	structural	
factors	must	be	addressed	in	a	human	rights-based	approach	to	policy,	
programma>c	and	budgetary	responses	and	interven>ons	that	consider	the	
visions,	needs	and	rights	of	women	living	with	HIV.			
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1.  There	are	major	gaps	regarding	informa>on	on	women’s	access	to	care	and	
treatment	across	the	lifecycle,	in	par>cular	for	adolescent	girls	and	women	not	
currently	pregnant.	–	We	need	to	disaggregate	data	beyond	age	and	sex	to	

recognise	and	track	diversity	
2.  Few	inclusive	examples	exist	of	peer-led	and	-governed	analyses	of	treatment	

access	in	which	women	with	HIV	are	placed	at	the	centre	of	design	and	
implementa>on	and	almost	nothing	beyond	tx	access	for	pregnant	women	

3.  Women	living	with	HIV	are	best	placed	to	frame	and	priori>ze	the	issues	and	
areas	that	should	be	interrogated	as	part	of	an	effort	to	fill	these	gaps.	cri3cal	to	
include	evidence-based	interven>ons	grounded	in	human	rights,	to	have	any	
hope	of	achieving	global	targets	such	as	Fast	Track	

4.  This	mul>-phase	global	review,	in	order	to	explore	barriers	and	enablers	to	
women	accessing	HIV	care	and	treatment,	sought	to	address	this	gap,	ensuring	a	
beRer	understanding	of	the	experiences,	reali>es,	needs,	visions	and	priori>es	of	
women	with	HIV	in	rela>on	to	treatment	access.	This	was	conducted	within	the	
framework	of	a	robust	model	for	the	meaningful	involvement	of	women	living	
with	HIV.	At	every	phase,	‘	‘micro-‘	‘meso-’	&	macro-level’,	barriers	and	
facilitators	were	considered,	and	the	analysis	interrogates	the	interplay	of	
structural	factors	that	affect	overall	access	to	health	and	resources	of	women	
with	HIV.		
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BACKGROUND	NOTES	–		
	
1.   Grassroots,	research	-	The	challenge	of	research	is	o[en	the	need	to	think	of	social	and	behavioural	contexts	

more	than	medical;	to	succeed,	we	must	beRer	understand	which	rou>nes	and	methods	work	best	for	
women	in	stressful	daily	condi>ons.		

2.  [If	the	offered	methods	are	not	used,	then	researchers	must	rethink	their	approach	or	at-risk	women	will	
con>nue	to	acquire	HIV,	and	the	epidemic	will	spiral.	A	clear	example	of	this	was	the	VOICE	trial	-	Most	of	the	
women	who	par>cipated	in	the	VOICE	study	did	not	use	the	tablets	or	gel,	but	those	who	did	were	
protected.	In	other	words,	the	study	failed	not	because	the	products	didn’t	work	but	because	they	weren’t	
used.	The	researchers	said	the	women	had	“lied”	about	their	use	of	these.	Such	language	is	unacceptable.	As	
Professor	Ida	Susser	explained,	bad	workmen	blame	their	tools.	The	research	strategy	was	not	fit	for	purpose	
and	the	researchers	clearly	did	not	adequately	understand	what	was	going	on	in	the	women’s	lives.	Most	
people	lie	for	a	reason	–	because	they	fear	telling	the	truth	will	land	them	in	trouble	or	danger.	If	people	
don’t	tell	the	truth	those	in	power	have	to	try	to	understand	why,	instead	of	just	blaming	them.	]	

3.  The	power	of	using	mixed	methods	approaches	–	A	good	example	of	this	is	from	Raab	and	Stuppert’s:	
Evalua>on	of	Evalua>ons	of	VAWG	programmes	for	DFID	2014:	recs	re	mixed	methods	approaches.	Kim	
quote	from	this:	page	20	(from	"Par>cipa>on	also...		

4.   Qualita3ve	informing	quan3ta3ve	–	An	example	of	this	is	from	the	JHU	interna>onal	Wave	Study	on	urban	
adolescent	girls'	sexual	health	in	5	different	sites.	Qualita>ve	preceded	quan>ta>ve.	The	strength	of	this	was	
clear	when	the	JHU	team	realised	they	had	to	"tear	up	our	quan>ta>ve	ques>onnaire	and	start	again"	a[er	
the	qualita>ve	study.	Dr	Kris>n	Mmari,	Jan	2015,	UNFPA	mee>ng	on	SRH	of	15-19	year	old	girls.	(They	used	
Photovoice,	community	mapping	&	in-depth	interviews	in	the	qualita>ve	research.)	

	
5.  MIWA	–	both	intrinsic	RIGHT	and	also	instrumental	–	as….	
	
6.   Early	warning	system	–	see	lessons	learnt	from	the	2004	tsunami	-	Wiltshire,	Alison	(2006).	

Developing	Early	Warning	Systems:	A	Checklist	(PDF).	Proceedings	of	the	3rd	Interna>onal	Conference	on	
Early	Warning	EWC	III,	Bonn	(Germany),.	
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The	structure	of	the	findings	from	this	review	follows	the	analy>cal	model,	examines	barriers	
at	the	individual,	home	and	community	level	(micro);	at	the	structural	level	of	services	and	
infrastructure	(meso)	and	at	the	broader	societal	level	determined	by	economic,	
environmental,	legal	and	policy	factors	at	the	na>onal	level,	which	are	in	turn	influenced	by	
global	geo-poli>cs	(macro).		Key	ques>ons	under	each	of	these	areas	are	summarized	below.		
	
Key	Ques3ons	asked	in	this	review	were	as	follows	
Micro-level:	psychosocial	community-level	issues	
Key	ques>on	for	women:	
What	is	the	role	of	HIV-related	s>gma	and	gender	discrimina>on	and	inequality	in	
an>retroviral	treatment	(ART)	access	at	the	individual,	household	and	community	level?	
Specifically,	how	do	social	norms	regarding	gender	and	HIV	interact	to	influence	access	and	
adherence	to	treatment?		
	
Meso-level:	health-service	level	issues		
Key	ques>ons:		
How	does	knowledge	and	access	to	informa>on	on	HIV	shape	access	to	treatment	op>ons,	
care	and	services?	
How	do	health	services	enable	or	obstruct	con>nued	access	to	treatment?	
	
Macro-level:	na3onal-level,	big	picture	issues		
Key	ques>on:		
What	is	the	impact	of	na>onal	policies	and	laws,	corrup>on,	conflict,	natural	disaster,	
internal	displacement,	health	system	shocks	(e.g.	Ebola)	and	poli>cal	turmoil	on	treatment	
access?			
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WHO	2001:	Ethical	and	Safety	Recommenda3ons	for	Research	on	Domes3c	
Violence	Against	Women	
	
ICW	Ethical	and	Safety	Recommenda3ons	for	Research	on	Domes3c	Violence	
Against	Women	
	

7	



8	



A	Literature	review,	listserv	of	women	living	with	HIV,	a	pre	consulta>on	of	the	
Global	Reference	Group	and	addi>onal	desk	research	enabled	us	to	iden>fy	
important	GAPS	between	what	is	documented	in	the	literature	and	the	real	lived	
experience	of	our	peers.	
	
We	realised	that	we	needed	to	approach	this	in	a	way	that	allows	for	the	gaps	to	be	
seen	and	not	just	to	ask	the	same	‘barriers	to	treatment’	ques3ons	as	have	been	
asked	for	many	years,	which	would	elicit	the	same	answers.		
	
Research	fa3gue	is	a	reality	and	by	developing	a	more	encompassing	approach	we	
hoped	to	have	discussions	that	are	relevant,	meaningful	and	useful	for	the	groups	in	
each	country	as	well	as	feeding	into	the	Global	Review.	
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1.  Through	peer	outreach,	every	effort	was	made	to	ensure	that	women	in	all	their	

diversi3es	were	meaningfully	involved:	including	young	women,	women	with	
experience	of	sex	work,	drug	use,	trans	women,	widows	of	migrant	workers	and	
other	poten>ally	marginalizing	factors	such	as	living	in	poverty.	

	
2.  All	women	who	took	part	in	the	focus	groups,	listserv	discussions	and	one-to-one	

interviews	are	accessing	ART	and	shared	experience	regarding	barriers	to	
accessing	treatment.	

	

3. Findings	framed	in-depth	“country	case	
studies”	(Phase	III)	which	has	provided	a	deeper	look	
at	the	context	of	access	in	specific	loca>ons.		
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a)	To	start	everything	off,	we	conducted	what	we	have	called	a	“holis>c	well-being”	
pre-consulta>on	exercise	with	GRG	members	and	3-4	of	their	peers,	to	produce	
emerging	themes	around	tx	barriers	and	enablers	for	women	living	with	HIV	in	all	
their	diversi>es.	
	
b)	Availability,	affordability,	acceptability	and	quality	of	care	components	can	be	
explored	in	ways	that	yield	informa>on	cri>cal	to	the	development	of	effec>ve,	
woman-owned	and	–led	care,	treatment	and	support	programs,	when	the	construct	
of	access	is	viewed	from	a	gender-responsive	and	human	rights-based	perspec>ve.	
Only	with	such	an	approach,	will	expansion	of	and	adherence	to	ART	succeed.			
	
c)	These	structural	factors	must	be	addressed	in	a	human	rights-based	approach	to	
policy,	programma>c	and	budgetary	responses	and	interven>ons	that	consider	the	
visions,	needs	and	rights	of	women	living	with	HIV.		
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1.  Before	this	current	research,	there	has	been	almost	no	interroga>on	from	women’s	perspec>ves	

of	why	women	are	choosing	not	to	con>nue	with	treatment	-	This	study	is	overdue	–	As	a	woman	
living	with	HIV	–	I	was	involved	in	facilita>ng	the	FDGs	in	Zimbabwe	and	we	did	not	learn	anything	
new	–	women	have	been	saying	the	same	things	for	years	but	no	one	has	been	listening	and	
documen>ng	their	challenges	and	concerns	–	for	the	first	>me	this	study	provides	us	with	this	
space	to	finally	put		down		as	part	of	the	formal	evidence	base	the	challenges	that	we	are	facing	in	
our	homes,	communi>es,	health	care	centers	and	lives	

2.  global	goals	-	To	achieve	global	goals	such	as	Fast	Track	we	need	to	understand	and	address	key	
barriers	to	and	facilitators	of	women’s	HIV	treatment	–	especially	in	light	of	START	study	findings	

3.  As	the	UNAIDS	document	on	START	emphasizes	“Protec>on	of	human	rights	is	cri>cal	to	effec>ve	
health	responses.	In	the	context	of	HIV,	access	to	an>retroviral	therapy	is	a	fundamental	aspect	of	
the	right	to	health	and	to	life.	Recogni>on	of	this	right	calls	for	redoubling	efforts	to	ensure	early	
access	to	an>retroviral	therapy	for	everyone,	everywhere.	The	implementa>on	of	expanded	
access	to	an>retroviral	therapy	should	uphold	key	human	rights	principles	such	as	informed	
consent,	privacy,	confiden3ality	and	non-discrimina3on.	Under	no	circumstance	should	efforts	
to	expand	HIV	tes3ng	or	treatment	involve	coercion	or	mandatory	approaches.	It	is	cri3cal	that	
individuals	be	provided	informa3on	to	allow	them	to	make	informed	decisions	about	treatment	
ini3a3on.	

	
4.	Removing	barriers	and	changing	policies	and	programs	to	align	with	best	prac>ces	will	contribute	
substan>ally	to	efforts	for	the	achievement	of	global	goals	such	as	the	“90-90-90”	UNAIDS	Fast	Track	
targets.		The	UNAIDS	“Fast-Track”	goals	include	the	following	targets:	By	2020,	90%	of	all	people	living	
with	HIV	will	know	their	HIV	status.	By	2020,	90%	of	all	people	with	diagnosed	HIV	infec>on	will	
receive	sustained	an>retroviral	therapy.	By	2020,	90%	of	all	people	receiving	an>retroviral	therapy	will	
have	viral	suppression.	
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Dorothy	added	her	own	experience	about	pill	burden	(and	length	of	>me	on	pills	
daily)	&	confiden>ality	issues		
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1.  There	are	major	gaps	in	the	data	being	collected.		These	include	an	absence	of	and/or	

gaps	in	data	disaggregated	by	age	and	sex/gender	at	every	stage	of	the	treatment	
cascade	(with	the	excep>on	of	women	receiving	ART	as	part	of	peri-natal	services).		

2.  Uneven	progress	in	access	and	adherence	–	Although	Women	emphasized	that	access	to	
ART	has	improved,	some>mes	drama>cally,	since	their	diagnosis	many	years	ago	but	
there	is	much	room	for	improvement	—progress	in	addressing	underlying	factors	that	
facilitate	not	only	star>ng	but	remaining	on	treatment	is	uneven.	As	ART	programs	have	
scaled	up,	women	have	had	complex	experiences	accessing	treatment,	facing	violence	
and	discrimina>on	from	family	and	community	members	and	from	professionals	in	the	
health	system,	each	of	whom	act	as	barriers	or	enablers	to	ART	access.	

3.   Major	gaps	in	the	data	There	are	major	gaps	in	the	data	being	collected.		These	include	
an	absence	of	and/or	gaps	in	data	disaggregated	by	age	and	sex/gender	at	every	stage	of	
the	treatment	cascade	(with	the	excep>on	of	women	receiving	ART	as	part	of	peri-natal	
services).	There	are	also	gaps	in	informa>on	regarding	ART	access	for	women	in	many	of	
their	diversi>es—sex	workers,	transgender	men	and	women,	adolescent	girls,	young	
women	and	indeed	women	of	any	age	who	are	not	pregnant.		Further	gaps	exist	in	
rela>on	to	documenta>on	of	women’s	experiences	as	pa>ents:	especially	in	rela>on	to	
confiden>ality,	treatment	literacy,	disrespect	and	abuse.	Although	(based	on	available	
sex/gender-disaggregated	data)	women	ini>ate	ART	more	frequently	than	men,	many	
women	do	not	remain	on	ART	and	may	even	have	lower	reten>on	rates	over	the	long-
term	than	men.				Op>on	B+	rollout	in	several	countries	has	been	characterized	by	high	
levels	of	“loss	to	follow	up”	and	lower	rates	of	adherence.		
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1.  Violence	against	women	living	with	HIV:	this,	coupled	with	fear	of	violence,	were	
the	most	commonly	cited	barriers	for	women.	

2.  In	the	home,	fear	and	experiences	of	s>gma	and	discrimina>on:	this	leads	to	non-
disclosure	of	status,	which	is	linked	to	lower	adherence	and	higher	rates	of	
depression.	This	effect	is	amplified	among	women.	Lack	of	privacy	was	also	cited	
in	rela>on	to	having	no	safe	space	at	home	or	work	to	take	medica>ons.	

3.  Side	effects	of	HIV	treatment:	these	were	consistently	cited	as	a	barrier	to	
treatment	access	in	the	form	of	long-term	adherence	for	women,	and	some	side	
effects	–	especially	changes	in	body	shape10	–	had	mental	health	or	emo>onal	
repercussions,	par>cularly	around	gender	norms	and	expecta>ons	for	women’s	
bodies	and	sexuality.	

4.  Inability	to	meet	basic	needs:	including	livelihoods,	food	security,	nutri>on	and	
housing,	and	each	of	these	in	turn	served	as	a	barrier	to	HIV	treatment	access	and	
adherence.	In	the	case	of	food	security	and	nutri>on,	women	reported	priori>zing	
children	over	themselves	making	it	difficult	for	women	to	access	the	healthy	diets	
they	need	to	take	treatment	effec>vely.	
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1.  Gender	roles	and	responsibili>es:	including	women	having	to	ask	permission	from	
husbands	or	other	family	members	to	seek	services.	This	is	a	significant	barrier	to	
treatment	access,	as	is	the	related	lack	of	access	to	and	control	of	resources	that	
would	allow	women	to	move	freely.		

2.  Viola>ons	of	rights	to	privacy,	confiden>ality	and	bodily	integrity	in	healthcare	
services:	these	were	frequently	cited	as	barriers	to	accessing	treatment,	
par>cularly	for	women	from	key	popula>ons.	Viola>ons	include:	disclosure	of	HIV	
status	in	front	of	family	members	and	other	staff	and	clients;	refusal	of	treatment	
and	care	for	themselves	and	their	children;	human	rights	

3.  viola>ons	during	and	a[er	labour,	as	well	as	forced	and	coerced	steriliza>on.	
4.  Poor	communica>on	in	healthcare:	limited	>me	with	and	effort	by	healthcare	

providers	to	address	women’s	concerns	and	deliver	full	informa>on,	including	
outlining	the	benefits	and	complica>ons	of	treatment,	what	to	take	and	when,	
and	drug	interac>ons	that	are	frequently	ignored	or	dismissed	by	healthcare	staff.		
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1.  Women	cited	a	lack	of	counselling	in	health	se|ngs,	being	unable	to	ask	
ques>ons	of	healthworkers,	side	effects	not	being	discussed	with	health	staff,	and	
being	pressurized	to	make	quick	decisions	without	adequate	informa>on	by	
health	staff.	

2.  Mental	health	and	self-s>gma:	women	described	experiencing	internalized	s>gma	
resul>ng	in	depression,	low	self-esteem	and	self-worth,	and	other	mental	health	
problems.	These	can	impact	on	their	health-seeking	behaviours,	including	
treatment	access	and	adherence.		

3.  Care-giving	responsibili>es:	women’s	expected	role	of	caregiver	was	cited	as	a	
barrier	to	treatment.	Women	described	taking	children	to	the	clinic	due	to	
unavailable	or	unaffordable	childcare,	and	missing	appointments	due	to	family	
caregiving	responsibili>es.	

4.  In	healthcare	se|ngs:	S>gma	and	discrimina>on:	women	from	marginalized	
groups	(i.e.	women	engaged	in	sex	work,	transgender	women,	women	who	inject	
drugs)	or	partners	of	men	who	are	at	increased	risk	of	HIV,	face	high	levels	of	
s>gma	and	discrimina>on	in	healthcare	se|ngs	and	the	community	that	impede	
their	access	to	treatment	
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1.  Criminalisa>on	of	HIV	transmission,	of	drug	use,	of	sex	work	and	of	sexual	
orienta>on	
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Dorothy	added	personal	comment	here	
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Dorothy	added	personal	comment	
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✱✱	SERVICES	Implement	a	minimum	package	of	services	including	
ensuring	that	“Know	your	rights”	and	treatment	literacy	
programmes	are	available	to	all	women	on	treatment	in	
the	community,	and	in	health	and	other	related	se|ngs	
(e.g.	with	police	and	prison	staff).	
	
✱✱	GBV	Implement	gender-based	violence	preven>on	and	
reduc>on	programmes	as	a	core	element	of	HIV	care	
and	treatment	programming.	
	
✱✱	TRAINING	Make	delivery	of	services	safe	for	women,	including	
through	rights-based	training	for	service	providers	to:	
●	improve	providers’	ability	to	address	and	minimize	
gender-specific	HIV-related	vulnerabili>es	in	
healthcare	se|ngs	
●	ensure	providers	are	trained	and	resourced	to	
offer	ART,	suppor>ng	women’s	decision	making	
and	providing	adequate	informa>on	and	support	
on	treatment	uptake	and	adherence,	and	on	
management	of	side-effects	
●	ACCOUNTABILITY	ensure	mechanisms	exist	for	women	to	provide	
feedback	on	the	quality	and	effec>veness	of	services	
●	LIFE-LONG	provide	quality	life-long,	life-stage	appropriate	
sexual	and	reproduc>ve	healthcare	for	all	women	
living	with	HIV,	including	informed	choice	in	the	
context	of	pregnancy	and	fer>lity	desires.	
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✱✱	RESEARCH	Develop	a	rights-based	research	agenda	in	
collabora>on	with	women	living	with	HIV	and	related	to	
implementa>on	of	Op>on	B+.	This	is	urgently	needed	
to	provide	systema>c	informa>on	on	factors	affec>ng	
decisions	to	start,	stop	or	stay	on	treatment	during	
pregnancy	and	lacta>on.	
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✱✱		MORE	DATA		&	DISAGGREGATED	DATA	A	rapid	scan	of	types	of	
data	that	are	and	are	not	
rou>nely	reported	by	treatment	programmes	targe>ng	women,	e.g.	
Op>on	B+,	test	and	treat	and	serodifferent	
(“serodiscordant”)	couples’	programmes,	followed	by	a	coordinated	plan	
to	fill	gaps	in	informa>on,	with	
aRen>on	to	issues	of	choice,	coercion,	suppor>ve	services,	clinical	and	
psychosocial	outcomes	for	
women.	
	
✱✱	BETTER	DATA	COLLECTION	SYSTEM	A	system	for	improved	data	
collec>on	at	na>onal	levels		
developed	and	implemented	with	coordina>on	and	coopera>on	from	
PEPFAR,	the	Global	Fund	to	Fight		
AIDS,	Tuberculosis	and	Malaria,	UNAIDS	and	other	coopera>ng	en>>es.		
This	system	must	ensure	age	and	sex	disaggrega>on	of	treatment	data	
and	gather	
informa>on	on	access	for	pregnant	versus	nonpregnant	women.	
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✱✱	DIVERSE	WOMEN-FOCUSED	Provide	clinic	spaces,	hours	and	
structures	that	are	
accessible	to	women	in	all	their	diversi>es	(women	with	
childcare	and	family	responsibili>es	during	the	day,	
those	engaged	in	sex	work,	school	age	girls,	etc).	
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✱✱	RESOURCE	ACCOUNTABILITY	Track	resources	allocated	to	
community-based	
groups	to	ensure	that	funding	is	reaching	women-led	
organiza>ons	at	grassroots	level.	
	
✱✱	WOMEN	LED	Define	gender-specific	elements	of	community-based	
service	delivery	in	different	contexts,	to	ensure	the	
groups	and	individuals	with	relevant	exper>se	and	lived	
experience	are	in	the	lead.	
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✱✱		PEER-LEAD	COUNSELLING	Provide	peer-support/counselling	and	
mentoring	
schemes	within	health	services.	
	
✱✱	FUNDING	Increase	funding	for	networks	of	women	living	with	HIV,	
support	groups	and	community-based	organiza>ons	
to	provide	suppor>ve	services	along	the	treatment	and	
care	con>nuum.	
	
✱✱	MORE	WOMEN-LED	RESEARCH	This	review	has	focused	on	
available	data,	but	there	
remains	a	paucity	of	rights-based,	peer-reviewed	literature	focused	on	
women’s	lived	experiences	as	
reported	by	women	themselves.		
	
This	gap	should	be	filled	via	strategic	support	of	innova>ve	research	
projects	that	u>lize	a		
par>cipatory	methodology	and	a	holis>c,	well-being	approach	to	
understanding	
women’s	treatment	access,	adherence	and	health.	
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•  It	is	our	hope	that	this	extensive	review	will	catalyze	change	and	
dialogue	at	interna>onal	and	na>onal	levels	in	the	rooms,	clinics	
and	communi>es	where	new	and	exis>ng	forms	of	ART	are	being	
offered.		

•  Women’s	voices	are	clear,	consistent	and	urgent	in	their	
ar>cula>on	of	what	must	be	done	to	create	a	woman-centered,	
rights-based	approach	to	holis>c	health	and	wellbeing.	

•  	It	is	also	our	hope	that	the	methodology	used	to	produce	it	will	be	
adapted	and	expanded	as	a	basis	for	con>nuing	to	monitor	
progress	and	map	gaps	in	the	global	AIDS	response.	
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