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Abstract

Introduction: Antiretroviral therapy (ART) is integral to HIV prevention,
including averting vertical transmission. The World Health Organization
(WHO) recommends ART and breastfeeding for all women living with HIV for
at least 12 months post-partum [1, 2]. Much of the data on HIV transmission
through breastfeeding comes from low-resource settings, with a paucity of data
on breastfeeding-related HIV transmission in women living with HIV in other
settings. Women Against Viruses in Europe (WAVE), part of the European
AIDS Clinical Society (EACS), aims to improve the standard of care for women
living with HIV and sought to gain an understanding of breastfeeding guide-
lines and practice in women living with HIV across Europe.

Methods: A steering group convened by WAVE developed a survey to collate
information on breastfeeding trends, practice, and guideline recommendations
for women living with HIV in Europe and to establish interest in becoming
involved in a collaborative breastfeeding network. The survey was dissemi-
nated to 31 countries in March 2022.

Results: In total, 25 eligible responses were received: 23/25 (92%) countries
have HIV and pregnancy guidelines; 23/23 (100%) guidelines refer specifically
to breastfeeding; 12/23 (52%) recommend against breastfeeding; 11/23 (48%)
offer an option if certain criteria are met; 12/25 (48%) reported that the num-
ber of women living with HIV who breastfeed is increasing; 24/25 (96%)
respondents were interested in joining a network on breastfeeding in women
living with HIV.

Conclusions: Recommendations vary, and nearly half of the guidelines rec-
ommend against breastfeeding. Many countries report an increase in breast-
feeding. WAVE will establish a collaborative network to bridge data gaps,
conduct research, and improve support for women living with HIV who
choose to breastfeed.
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INTRODUCTION

The high effectiveness of antiretroviral therapy (ART)
has transformed the lives of people living with HIV. In
addition, ART is the most important measure of HIV pre-
vention, including prevention of vertical HIV transmis-
sion. However, there is still controversy regarding the
small risk of HIV transmission in the setting of effective
maternal ART, where there is access to safe, affordable
alternatives to breast milk [1].

The World Health Organization (WHO) reports the
rate of wvertical transmission without ART, or
other specific interventions, as ranging from 15% to 25%
in Europe and the USA, and from 25% to 45% in low-
resource settings, where breastfeeding is the norm [2,3].
In low-resource settings, the estimated risk of HIV trans-
mission attributable to breastfeeding, in the absence of
maternal or infant ART, is 25%-48% [4].

Rates of vertical transmission in high-resource set-
tings, where mothers living with HIV are advised not
to breastfeed, are reported as less than 0.5% [5,6].
There is increasing data, primarily from low-resource
settings, on breastfeeding-associated transmission in
the setting of maternal ART [7]. A large randomized
controlled trial comparing the efficacy of maternal
ART and prolonged infant ART (PROMISE IMPACT),
conducted in Sub-Saharan Africa and India, reported
a breastfeeding-associated HIV transmission rate of
0.3% and 0.7% at 6 and 12 months of breastfeeding,
respectively, in 1 219 mother-infant pairs where
mothers were taking combination ART. There was no
increased risk of toxicity reported in these infants [8].
Of note, in the maternal ART group, only 41% of
women had a viral load below the limit of detection at
delivery or at their study entry visit 1 week post-
partum.

The WHO recommends that women living with HIV
breastfeed for at least 12 months but may continue
breastfeeding up to 24 months or longer (similar to the
general population) while being supported with adher-
ence to ART [9]. The WHO recommends exclusive
breastfeeding but states that mixed feeding is not an indi-
cation to stop breastfeeding in the presence of ART.
These guidelines are recommended as global guidance
regardless of HIV prevalence [1].

We know that, in high-resource settings, most
guidelines recommend against breastfeeding for
women living with HIV, and there is a paucity of
data on breastfeeding-associated transmission in
areas where there is continuous access to maternal
ART and maternal and infant monitoring. In addi-
tion, there are reports of increased intention to

breastfeed or actual breastfeeding in women living
with HIV [5,10] and documented wish to breastfeed
and fear of stigma in women living with HIV who do
not breastfeed [11]. Research and collaboration is
needed to inform guidance and best practice in these
settings to provide best medical care during this
period.

Women Against Viruses in Europe (WAVE), part of
the European AIDS Clinical Society (EACS), is an initia-
tive established in 2014 to promote the welfare of women
living with HIV in Europe. WAVE sought to gather infor-
mation on breastfeeding recommendations and practices
for women living with HIV across Europe and to develop
a collaborative network to share experience, bridge data
gaps, and provide research opportunities to improve our
understanding and to inform guidelines for healthcare
providers.

This survey, conducted by the WAVE breastfeeding
group, aims to review similarities and differences in
breastfeeding recommendations for women living with
HIV in Europe and create a conversation and supportive
network for providers caring for women living with HIV
who wish to breastfeed.

METHODS

A steering group consisting of healthcare providers,
non-governmental organization representatives and
researchers was established to develop a survey
(Appendix Al) to review national guideline recommen-
dations and country practices in relation to breastfeed-
ing for women living with HIV. In addition, each
country was asked about the trends in breastfeeding,
current breastfeeding-related research, and willingness
to participate in a network for collaboration and
research. The survey, INSURE (HIV aNd BreaStfeeding
in EURoOpE), consisted of 38 questions, including mul-
tiple choice and free text for descriptive answers. Not
all of the questions were mandatory. The survey was
developed and distributed via Jotform, which was also
used to collate results. The steering group identified a
contact person in each country across Europe to whom
the survey link was sent. These contacts were mostly
identified through EACS and WAVE networks. Thus,
31 contacts were emailed a link to the survey on
30 March 2022, requesting one response per country.
Contacts were asked to link in with colleagues as
needed to provide the most appropriate response for
their country. The survey was closed on 9 May 2022,
after a series of reminders were sent alerting respon-
dents of the closing date.
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RESULTS

In total, 25 responses were included in the final analysis.
Some respondents omitted some questions, leading to dif-
ferent denominators throughout the results. The survey
took a minimum of 12 min and a maximum of 43 min to
complete, as recorded by Jotform. Respondents were
encouraged to attach links to or files of referenced
guidelines.

A flowchart of country responses in relation to HIV
and pregnancy guidelines is shown in Figure 1.
Responses were received from the countries listed in
Table 1, which also presents country-specific survey
responses. Where countries did not have national guide-
lines, responses were provided around country practices,
which are included in the results. This is clearly indicated
in Table 1.

Of the 23 countries with national guidelines, 12/23
(52%) reported that their guidelines recommend against
breastfeeding, 11/23 (48%) offer an option to breastfeed if
certain clinical criteria are met, and no countries offer an
option to all women to breastfeed.

Although not specifically asked in the survey, three
countries independently advised that, although their
guidelines recommended against breastfeeding, if a
woman wishes to breastfeed, she would be supported to
do so where medically appropriate.

In total, 12/25 (48%) respondents reported that the
number of women living with HIV who breastfeed in

their country is increasing, 12/25 (48%) felt it was stable,
and 1/25 (4%) felt it was decreasing.

Maternal viral load, duration/type of
breastfeeding, and neonatal post-exposure
prophylaxis

The survey asked a range of questions around conditions
for breastfeeding:

Seventeen respondents (17/17 [100%]) reported that a
suppressed maternal HIV viral load (within 4 weeks of
estimated delivery date) was required to support
breastfeeding.

Ten respondents (10/11 [91%]) reported that a sup-
pressed viral load needs to be maintained for a minimum
period of time during pregnancy.

One respondent (1/11 [9%]) reported that a sup-
pressed viral load prior to conception is required for
breastfeeding.

Five respondents (5/12 [42%]) reported that their
guidelines include a recommendation on duration of
breastfeeding.

Eleven respondents (11/20 [55%]) have a recommen-
dation on the minimum age of introduction of solids.

Sixteen respondents (16/19 [84%]) reported that all
infants born to women living with HIV (including
breastfed and non-breastfed infants) receive post-
exposure prophylaxis (PEP).

28 responses
26 countries

¥ >

2/28 duplicates
1/28 link to guidelines only

FIGURE 1
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Twelve respondents (12/16 [75%]) reported that PEP
2w is not extended in infants who are breastfed.
5 % E 5 Three respondents (3/16 [19%]) reported that PEP is
z £ 3—:; 2 é E 5 extended in some breastfed infants.
h= .
'g = g §% § g o One respondent (1/16 [6%]) reported that PEP is
&.g E8g8853g extended in all breastfed infants.
REEESEEE £ 8¢
- 2 i i
g8 S 3 Information on breastfeeding
£, 72 :
s g = 9 . .
< & E % § é & Six respondents (6/20 [30%]) have dedicated healthcare
o
o E é e 2 § § workers to educate women living with HIV on
] 7] .
S 8 E g gé 2 2 2 2 breastfeeding.
SRS 838 » > > 9 Thirteen respondents (13/20 [65%]) have a multidisci-
O . . .. .
- plinary approach for management of women living with
3 ) g é HIV who wish to breastfeed.
E 58 ¥ %:b g _“: 8 Countries reported a variety of different healthcare
< 5 E, E _g i Z % 2 workers in their multidisciplinary team, including mid-
q o =] . . .. . . . .
% E § E é"‘g ‘E E E ' wives, paediatricians, gynaecologists, infectious disease
S 8 gg 2 5 2 2 2 5 £ F g specialists, clinical nurse specialists, social workers, and
REEE2S - o o B EL g case manager/peer workers from an non-governmental
R organization.
TEEEY E ELi
T« g .8 & &g <€H . .
. E g% _g g s $g5z2 Laws surrounding HIV and breastfeeding
o g & ] 2 zE 535
= ) g s £3-°73
SES58E o séet
S § g = 7 g s 2 9 8 —EE g 2 Twenty-two respondents (22/25 [88%]) reported that
SEABRSS - o E g E é 3 there were no known cases of women living with HIV
[
@ - § S ?g 8 E breastfeeding who had been reported to the police or
@ R . . .
o 5 = g z P g 8 social services or been prosecuted or convicted due to
o xfes 88 £ BEEZ breastfeeding. Th dents (3/25 [12%]) ted
g 2hEseg T % ¢ e 8:-¢82 reastfeeding. Three respondents %]) reporte
§ 5 E &g 55 5 2 2 R R 12 that this has occurred in their country, and two respon-
‘% é g ‘é 5 g E g £ EE £5 9 gﬂg dents stated that social services had been informed.
o= . 5 [T =) a2 = . . .
:.,; g ;4'3 §° & 'g &SJ i C = - a 229 Ten respondents (10/25 [40%]) said breastfeeding is
— — — s g .
e 3] 23 ;;‘ B 2 ; exempt from laws concerning HIV exposure and/or
) ECERS [
& o g E g 2 & § transmission, and 15 respondents (15/25 [60%]) reported
o on - . . .
g g g 5 5 = £ % that breastfeeding is not exempt from laws concerning
7 8 © 8 £ ¢ . .
L2 92 5 2 % 5 & HIV exposure and/or transmission.
545 g 839 3
82 3 EEsE2
o5 o2 8 88 ELEZTsEE
A@m88 = = = ESEECg )
55233 Research on HIV and breastfeeding
> 2% 23
B o TSHERE
-l Tg' EE 8% ;DE Eight countries (8/25 [32%]) have research studies on
S= n S = =« . . .o . .
3 nE g % g 353 58 E breastfeeding in women living with HIV, and some
(] = == . . . .
-; & E g § 23873 r;‘ g reported multiple studies. At a national level, five
= =] S5 8 58 o2 . .
= 2 g é‘ E EE g é Z % 9 research studies (5/9 [56%]) are ongoing, two (2/9 [22%])
(0] o %] 172} %] o £ o O o . 1
g SEBEETE 2 2 2 g - § 52 £ have been published [10-13], and two research studies
£ S 2 é £z S (2/9 [22%]) have been completed. At the local level, three
= g s — . .
S R 5 2 research studies (3/4 [75%]) are ongoing, and one respon-
= =
- . 3 E gﬁ Eﬂ E £= é dent reported that their research studies (1/4 [25%]) have
= = E £ 32 £ % %g £ % been published [14,15].
2 é E % :::: M 2SE g é fj) One respondent (1/6 [17%]) reported having a breast-
> “EZPoA milk biobank.
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Twenty-four (24/25 [96%]) respondents would like to
collaborate in data collection around breastfeeding in
women living with HIV coordinated by WAVE.

DISCUSSION

Through this survey, we sought to better understand the
current situation and transition of guidelines and practice
in Europe in regard to breastfeeding in women living
with HIV. Our results demonstrate that countries report
an increasing number of women who decide to breast-
feed and heterogeneity in guidelines and practice across
respondents.

There is adequate data in HIV serodifferent sexual
couples to support the statement ‘undetectable-
= untransmissible’ (U = U) regarding the ability of
effective ART to prevent sexual transmission of HIV
[16,17]. We do not have the same level of evidence to
apply U = U to the breastfeeding situation. The risk is
lower when the mother's viral load is not detectable,
but breastfeeding-associated transmissions in the set-
ting of effective maternal ART have been reported
[13,18,19].

Despite many guidelines recommending against
breastfeeding, some women will choose to breastfeed.
Comments in the survey revealed that clinical practice
differs from what is recommended in guidelines. To mini-
mize risk in a supported way, many countries offer sup-
port to women who choose to breastfeed despite their
national guidelines recommending against breastfeeding.
Freeman-Romilly et al. describe providing a ‘managed
risk’ plan for women living with HIV who want to
breastfeed their infants, including ‘Ten safer breastfeed-
ing rules’ and ‘The Safer Triangle’ [13].

We need to recognize the complexities of breastfeed-
ing in women living with HIV who wish to breastfeed. It
must be noted that formula feeding is the only method of
feeding that has zero risk of HIV transmission to the
infant, and this needs to be discussed with the mother.
However, taking a hard-line approach to counselling
against breastfeeding may result in a mother breastfeed-
ing in secret and a lost opportunity for education, adher-
ence support, and close monitoring. Open conversation
leading to shared decision making is important in under-
standing a mother's and parents’ values, discussing risks
and benefits, and providing education to ensure the best
outcome for the infant [20]. We believe it is our duty to
encourage and support an open discussion around breast-
feeding in women living with HIV.

NOURISH-UK, an ongoing study exploring how new
mothers/birthing parents living with HIV make decisions
around feeding their babies in the UK, will help better

inform guidelines and supports for parents by sharing
experiences and offering peer support [21].

One-third of countries are already conducting
research on breastfeeding in women living with HIV in
their country. The vast majority of respondents would
like to join a European network to bring together exper-
tise in this area. Since the total number of breastfeeding
women living with HIV is increasing but still small in
most European countries, collaboration to increase our
understanding is essential.

This survey is the first to review practices and guide-
lines in relation to breastfeeding in women living with
HIV in Europe. Although guidelines themselves were not
independently reviewed, the survey was sent to an
informed group of clinicians, non-governmental organi-
zation representatives, and researchers, and—where
national guidelines were available—verbatim fragments
of the guidelines were gathered. This article has led to
the development of a working group to review and trans-
late guidelines across Europe. We received a broad range
of responses but did not reach every country in Europe.

The establishment of the INSURE WAVE breastfeed-
ing network will help fill the data gap and start a discus-
sion in Europe around breastfeeding in women living
with HIV.

CONCLUSIONS

Breastfeeding recommendations for women living with
HIV vary across Europe. Many national guidelines rec-
ommend against breastfeeding, but some include man-
agement recommendations if women choose to
breastfeed. Around half of the countries report an
increase in the number of women living with HIV who
are breastfeeding. Almost all of the respondents express a
keen interest in joining a network supported by EACS/
WAVE to expand our knowledge and research opportuni-
ties. This survey and the differences and similarities
across countries will help bring respondents together to
create a European platform for discussion and collabora-
tion so that more data can be collected and a consensus
reached on how best to support women living with HIV
who want to breastfeed to do so safely.
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