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ABSTRACT

Prenatal genetic technologies now are being implementellliCs and while there is
much research on the ethical, legal and social implieatid such technologies in
Western countries, there is a paucity of such reseaiddiiCs, which have diverse
cultural, religious, political, financial and health\gee contexts. This study aimed to
explore views aboutomen’s autonomous decision-making for antenatal screening held
by women, men and healthcare professionals (HCPs) in BakitQ-methodology
study was conducted during June 2016 to January 2018 in Lahore, Pakistah.of

137 participants (60 women, 57 men, 20 HCPs) rank ordered 41 estéiserollowing
by-person factor analysis, four distinct viewpoints were ifledt Three of these
represent views held by women and men only: autonomous deciakingmequires
directive advice from doctors; autonomous decisitaking requires the husband’s
involvement, where independent decision-making by the wosnaomsidered

culturally inappropriate; and opting for antenatal screenigfisegone decision. One
contrasting viewpoint represents predominantly HCPs: autom®ahecision-making is
the couple’s responsibility. These findings highlight that Western apphes to
facilitating wome’s autonomy for antenatal screening are unlikely to be suitable for use
in Pakistan. Instead, culturally appropriate practice guidslare needed in LMICs to
enable HCPs to adopt shared decision-making approachesintaat enables them to
facilitate active and joint decision-making by couples, wailsuring women exercise

their autonomy.
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INTRODUCTION

In Western countries, prenatal genetic technologiessurally implemented in clinical
practice after much consideration of the empirical ewsdeon the ethical, legal and
social issues (ELSIs). These technologies are nowgbegiplemented more globally,
including within low to middle income countries (LMICs), whichvealiverse cultural,
religious, political, financial and health service corgeyet there is sparse empirical
evidence of the ELSIs specific to LMICs. For exampieRakistan, screening for fetal
anomalies, ranging from nuchal translucency scansafbrmarkers for Down syndrome
to non-invasive prenatal testing for multiple conditioesavailable. In the province of
Punjab, the government-funded Punjab Thalassaemia Praeventct (PTPP, 2009)
also includes carrier and antenatal screening. Whiledéé for informed reproductive
choice is acknowledged in Pakistan, there is an absafpolicy and practice
guidelines on how to facilitate autonomous decision-makingrftenatal screening in
this or any other LMIC.

Policy and practice guidelines in Western/higher incomm@son antenatal
screening focus on supporting the woman as an independent deuisker
emphasising an individualistic approach that encompasdegendence, self-
determination and self-sufficienéyl his approach may safeguard women from
paternalistic influences and undue pressure from relathneéd@althcare professionals
(HCPs), but it does not take into account that individuals mayiew themselves as
independent decision-makérgor examplgearly feminist critiques of the Western
autonomy paradigm recognise women's autonomy as ‘relational’, where her agency in
moral decision-making is inevitably social, shaped by thepénts of people she is

close to® Similarly, decision-making in Pakistan is likely toteeted in religious
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beliefs, family-centred and require support from the doc@iven that currently
available guidelines worldwide operationalise Western idedagfiendividualism, to
facilitate women’s autonomous decision-making about antenatal screening irtdakis
and other LMICs with collectivist cultures, there isimperative need to develop more
culturally appropriate policy and practice guidelifes.

Womenin LMICs generally have limited autonomy over their heatbeaecisiorfsand
men are discouraged from being involved in pregnancy refastidrs because these
are seen as falling primarily within a female dontainstead, female in-laws play a
pivotal role in decisions about prenatal cirelowever, recent research on decision-
making about antenatal screening in LMICs shows that wosten would prefer to
make decisions with their partner and oppose the involveaiém-laws? possibly
because the father’s views about termination of pregnancy and fathering a child with a
disability are major factors in women’s decision-making, and because women may want
to share the moral implications of screening with thieeidt: The importance of
decision-making with the partngy enhance women’s autonomy in pregnancy is
recognised, particularly by proponents of relational autonowho believe shared
decision-making can better support women by preventing feetihjelplessness and
isolation*? The need for research in LMICs on men’s views aboutvomen’s autonomy

in maternal healthcar@,including antenatal screenifgs also acknowledged.

HCPs also have a significant role in facilitating autonosngecision-making. In
contrast to the non-directive role of HCPs in decisiaking for antenatal/genetic
screening in Western countrigéthe role of the doctor in LMICs is usually directf/n
LMICs, patients tend to delegate decisions to the doctoegmect him/her to take

paternalistic approacht* Such patient expectations raise ethical concerns aboemtpat
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autonomy and highlight the need for researciiQ®s’ views about their role in
decision-making andromen’s autonomy for antenatal screening.

The development of culturally appropriate policy and pradagigidelines for use in
LMICs to enhance pregnant women’s autonomy requires research with different
stakeholders. Therefore, this study aimed to explore \édoe8stwomen’s autonomous

decision-making for antenatal screening held by women, m&H&Ps in Pakistan.

MATERIALSAND METHODS

This study was carried out during June 2016 to January 2018 using Qdolethg a
structured approadio exploring the diversity of views on a topitParticipants’ views
are obtained through their Q-sortsheir distribution of statements (things already
written or said about the topic) rank ordéon a Q-grid (Figure 1) to show the extenft
agreement or disagreement with each stateMidifte set of statements (Q-set) used in
this study had been previously developed for a UK study (in &nghd Urdu}’ For
details of how the Q-set was developed, see the UK sfuéty. use with HCPs, the
statements were reworded to obtain their views on how wameuld make decisions:
“I would” and“l/my/me” werechanged to “She should” and“she/her"”, respectively.
Participants Following ethical approval from the Pakistan Medical Asstion, the
study was conducted in Lahore, Pakistan, with three groupsemomen and HCPs. In
Lahore, antenatal screening services are predominaothded by the private sector or
free of charge by NGOs and the PTPP. Sixty Pakistani wavees previously

recruited as part of an international stddio explore the diversity of views specific to
a LMIC, the present study included the 60 Pakistani women tiherinternational

study, plus 57 men and 20 HCPs (14 females, 6 males) and HCPs were recruited
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immediately after the women, but before completiothefstudy with the women.
Women and men were not related/couples. All women and mert leasiaone child
aged three years or younger to ensure salience of tlealedepic. Purposive sampling
was used to recruit women and men, smensure sample diversity by age and
educationParticipants’ religious affiliation was not recorded because they were likely

to be Muslims. Convenience sampling was used to recruit the B PsaCticing
obstetricians) attending a research workshop in a Univétisispital in Lahore. See
Table 1 for sample characteristics.

Procedure: Women and men were recruited via hospitalscamohgnity maternal and
child health centres. Local research assistants, trayéue first author in Q-
methodology data collection, collected data in persamgustiandardised instructigns
where Q-sorts were completed individually by men and womennvenient locations
(place of recruitment ggarticipants’ homes). The first author recruited HCPs, who
completed Q-sorts individually within a group setting.

Participants were provided with a Q-set (41 statemedtsgidually printed on
numbered cards) araQ-grid, in Urdu for women and méRakistan’s national
language) and English for HCPs (language of the researd{shagr). Participants
ranked the statements from +4 (strongly agree) to -dngdiralisagree) in relation to
the offer of antenatal screening tests by placing eatbmsent on a cell on the Q-grid.
Participant’s distribution of the statements (the Q-sort) was photographed. Post-sorting
data included participant explanations for placing statesra +4 and -4, either via an
audio recorded post-sorting interview (women and men) wariting on a separate

document (HCPs). A total of 137 participants completed thertiag procedure.
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Analysis: A participant’s Q-sort is the unit of analysis in Q-methodology. Data were
analysed using by-person factor analytic techniques in PQ-Blévhdentify factors -
groups of Q-sorts based on the similarities and difterem which participants ranked
statement$®18 Each factor represents a distinguishable viewpoint aedpirgtation of
these enables identification of the diversity of viewthe samplé® Factors were
extracted using principal components analysis, which maxirsigerities within
factors and difference between them. Varimax rotationused to ensure that no Q-
sort loaded significantly at the same level on mora thee factort®

Participants with Q-sorts exemplifying each factor (epkams) were identified; Q-sorts
with a loading of +0.4 (p<0.01) on one factor otiyrhese exemplars were merged to
produce a factor array,single ‘ideal’ Q-sort that best represented each factor (Table
2).29 Factor arrays are the key output of the statisticalysis and for each factor
represent how a participant with a correlation coeffitiof 1 would have ranked the 41
statements. Interpretation of the pattern of rankeeérsets within each factor array
enables identification of different viewpoints.

Eight factors were originally extracted, with an eigengadf 1.00 or more, aral
minimum of one exempl&f. A four-factor solution was reached after inspection of
factors five to eight showed that they did not providéiris viewpoints that were not
captured in the other four factors.

Interpretation of factors involved examining and comparintpfaarrays, focussing on
statements in the ‘strongly agree’ and ‘strongly disagree’ columns, and statements
identified as statistically distinguishing each factor.tPosting data wsthen used to
inform, confirm or challenge and further clarify factorarpretations. The first author

initially interpreted the factors, discussed them withdb-authors and refined them.
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RESULTS

For demographic information for the exemplars in the faators (viewpoints), see
Table 3. Quotations in this section will be followed by participants’ codes, providing
information about participant group (F=female, M=male, HB®althcare Professional
There was one consensus statement showing particieaisd to strongly agree with
doctors giving professional advice about antenatal screening

Viewpoint 1: Decison-making requiresdirective advice from doctors

Q-sorts of 17 participants exemplified this factor: 9 won&emen. Seven women and 6
men had an education level higher than matriculatiqaiyalent to UK GCSE level).
The main emphasis was on doctors as directive advisorscamparatively little
emphasis on the need for the couple to engage in theatdeaisiking process, mainly
because antenatal testing was perceived as an importacit aspetenatal care.
Participants believed doctors should give directive prafaasadvice (#40=+3;
#8=+3). They would want information about tests (#27=+4), but woatlshecessarily
want to make the decision themselves (#6=-3; #39=-2). This npdgiexvhy men and
women strongly disagreed with using their own judgementakidg lots of time to
make a decision (#14=-4; #38=-4) and showed little interestiopportunity to think
about termination of a child with a condition (#31=-1).tlegrants explained that this
was because they would opt for a termination if advised to dhy sheir doctor:*Our
doctor is our saviour and s/he would only suggest tests that are neC¢s68)y
Participants strongly believed having antenatal screengtg Wes an important aspect
of good antenatal care (#26=+4; #1=+3; #11=+2). Accordingly, teégved there was

no decision for them to make (#12=+#} would find it difficult to say ‘no’ to testing
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(#13=+2). Also, they were unlikely to be concerned about beingdt@sthout consent
or consideration of the consequences of testing (#7=-2,0433Ewouldn’t be angry
because they would only do tests that are best for(Fl).

Furthermore, participants would not be concerned about ths wiErelatives or what
others may think if they opted for termination of pregnam@2€-3; #29=-3). They
also disagreed with accepting the child that God gives acdgldtle emphasis on
religious perspectives about testing (#36=-2; #5=*R¥ligion doesn’t come into it.
Testing is a separate matteiM13).

Participants holding this viewpoint would delegate the deeiabout testing to doctors
(#9=+1). However, their accounts also show that they would tearetain ultimate
control and would not want to be forced to test against wWiki(#37=-1).

Viewpoint 2: Decision-making requires the husband’s involvement

Q-sorts of 18 participants exemplified this factor: twelve worand six men. Six
women and four men had a higher education level thanaulattion level.

The husband’s involvement in decision-making was considered esseantizl
independent decision-making by the woman was considered dylinegpropriate.
Similar to the other viewpoints, participants strongly agreatthe husband and wife
should make the decision about testing together (#19=+4ye¥r, in contrast,
participants most strongly agreed with women not going agdiesthusbants wishes
and doing what he wants (#18=+4) and most strongly disagréedheidecision being
the woman’s (#17=-3). Participantsaccounts show that they considexd it culturally
inappropriate for women to make decisions independéefitlyour culture, wives
comply with their husband and don’t make decisions without hith(M50); “I'd discuss

testing with my husband and only get it done if he agr€esb).
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Yet somewhat paradoxically, participants disagreed withukbdnd making the
decision about testing (#39=-1). So participants believed weimaumd make decisions
with the husband, but equally, the decision was not solellgubbandk.

Also, unlike the other viewpoints, participants tended to moshgly disagree with
keeping in-laws out of the decision-making process (#20btt)also disagreed with
in-law’s views influencing their decisions (#23=-3). The juxtaposition of these
statements anghrticipants’ accounts suggest that these participants may not exclude in-
laws from conversations about antenatal screening ancwegiyseek their advice, but
in-lawswere not considered central to decision-makitighey are the parents of the
husband... it’s good to have their advice” (M0O5).

Furthermore, participants strongly agreed with lookingafbat religion says about
such testing and were most likely to agree with acceptingtifet that God gives
(#5=+3; #36=+1). Neverthelesn contrast, they seemed to have favourable attitudes
towards antenatal testing and termination of pregnancyybejiehat doctors would
not offer tests if it was not important to have them (#25#82=+1; #11=+1; #1=+1).
Participants most strongly disagreed with the ideattigbffer of tests suggested that
people with these conditions are worth less than otk8rs-4) and similar to some of
the other viewpoints, believed that having these tests wasffggobd care for pregnant
women and being a good mother (#12=+3; #26=+3). Participants aisoldvant
directive professional advice (#40=+1; #38=-2; #24=-2).

Viewpoint 3: Opting for antenatal screening is aforegone decision

Q-sorts of 23 participants exemplified this factor: elewemen and twelve men. Nine

women and ten men had a higher education level than niatiaculevel.
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Participants strongly agreed with there being no decfsiothem to make (#12=+3),
emphasising the importance of testing to identify coodgiin early pregnancy so that
they may opt for termination of pregnancy. Accordinglyythmst strongly disagreed
with being ‘scared of making the wrong decision’ (#41=-3) and disagreed with it being
difficult to make a decision about testing and taking lotsnoé (#15=-2; #16=-2; #14=-
3). Participants alsmost strongly agreed with having tests as ‘part of being a good
mother’ (#26=+4), further endorsing antenatal testing as a forgone decision.
Participants most strongly disagreed with not havingbamntn (#35=-4) and most
strongly agreed with valuing the opportunity to think abouhieation of an affected
pregnancy (#31=+3). This was because they considered childrecondlftions to be a
burden for parents and societfParents of a child who is not normal suffer as much as
the child, especially as they know they could have done something to prévdn2 i).
Unlike the other viewpoints, there was little focus on whaughmake the decision
about testing, although participants generally agreed withdecision-making by the
couple (#19=+2; #18=+1) and shedldittle interest in the woman as an independent
decision-maker (#6=0; #17=0). Also, participants would value infoomand advice
from doctors (#27=+2; #24=-2) and would want to make this decis@mnsives
(#37=-3). They placed little emphasis on directive pradesd advice (#8=0; #40=0)
possibly because they believed opting for antenatal screemaim@ foregone decision.
Participants holdinghis viewpoint also most strongly disagreed that they “would not
have arabortion, so there’s no point in having testing” (#35=-4) and with accepting the
child that God gives (#36=-4). Participants believed that God givesledge and
wisdom to avoid ‘suffering’ for the child and parents: “We should use science and

technology to have children who can lead a normal [(i423).
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Viewpoint 4: Decison-making isthe responsibility of the couple

Q-sorts of 20 participants exemplified this factor: five waptaree men and twelve
HCPs (all female). All participants had a higher educdgweal than matriculation level.
HCPs were exemplars in this viewpoint only, and not in ahgrotiewpoint.
Participants’ emphasised decision-making about antenatal screening as a parental
responsibility, where couples should make joint decisiBf©8=+4). Participants
explained this was because subsequent decisions would neechaab by both
parents, including invasive testing, termination of pregnancgising a child with a
condition: “...they have to face the consequences togeth@iCP12).

Participants rejected the idea that women ‘do not want to make the decision’ and most
strongly disagreed with the husband making the dec{$®r=-3; #39=-3). However,
there was also little emphasis on the woman as tle enandependent decision-maker,
as in Western countries, or the father as the maiisideemaker, as in the literature on
healthcare decision-making in low-middle income countries

In contrast to the other viewpoints, participants seemeddorse the concept of
informed decision-making. They strongly agreed withgiavision of information for
decision-making (#27=+4) and most strongly disagreed witle theing no decision for
them/women to make and the decision about these testsrimemore difficult to make
than routine health tests in pregnancy (#12=-2; #11=-1%€Tparticipants were also
least likely to endorse the statement ‘it’s best to take one step at a time, to have the tests
and notworry about what could happér#1=0), and explained that discussion oéth
implications of antenatal test results was not necgsédhe time of testing
Furthermore, participants were least likely to endorsettttersent that having tests

was just part of being a good mother (#26=+1). Instead, thay strongly endorsed
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only making screening decisions after careful consider@i88-+3). Unlike the other
viewpoints, participants were most likely to agree that theydicauples should take
lots of time to make a decision and most strongly digagith doctors telling
them/women what to do (#14=+1; #40=-4). Participants also agreedoittars should
give their professional advice (#24=+2; #8=+2), but only irnfdhe of information
provision, where they should avoid being directiv®octors should only give
information, not influence decisions. It’s entirely the couple’s decision” (HCPQ7).

As in some of the other viewpoints, participants stroagheed that they/women would
look to what religion says about having such testing (#5=+3jglbatstrongly
disagreed with accepting the child that God gives (#36=Having faith in God is

positive, but youlon’t have to accept everythiidM37).

DISCUSSION

The four distinct viewpoints elicited in this study about women’s autonomous decision-
making for antenatal screening show the views held by theiparits— women, men
and HCPs in Pakistan. All the viewpoints represent the raingews expressed by
women and men, and viewpoint 4 represents the views express&tPsy Although
viewpoint 4 also represents a comparatively small numbe&pofen and men,
viewpoints 1 and 4 show that women and men generally had difféesvs about
autonomous decision-making than HCPs.

Similar to other studies!’ viewpoint 1 show that while women and men would want to
be informed about antenatal screening, they were likelatt doctos’ directive
advice. Most of the women and men in our study had educatjoaéfications higher

than the equivalent to UK GCSE level yet still perceivexiieed for directive advice.
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The literacy level in the Punjab province of Pakistaar@ind 60%, with millions of
people over the age of 15 years unable to read or #stethe tendency for couples to
seek directive advice is likely to be high. In light of trowing availability of prenatal
genetic technologies in LMICs, our findings suggest thalleoe an increased need for
HCPs to provide directive advice about antenatal screeningli@s.

In contrast, in viewpoint 4, HCPs believed it wascouple’s responsibility to make
decisions about antenatal screening based on their owmnsitances and values of the
conditions. Similar to studies in Western countries, H@¥gved their role was to
facilitate decision-making by providing information or#fmot to provide directive
advice.HCPs endorsed parents’ autonomy for screening decisions, including non-
directiveness, butarticipants’ expectations of directive advice for antenatal screening
raises ethical challenges for HCPs. Non-directivenessnsidered &gold standardfor
respecting patient autonomy, but insisting that coupld® raatenatal screening
decisions themselves when they are vulnerable and depemdel@Ps advice could be
seen as undermining their autonothy: Therefore, HCPs should enable couples to
become active participants in decision-making by engpgethem to express their
values, being attentive to their views, then acting irbtrst interest of the coupté.

Our findings suggest that there is a need to develop culturallg@ete practice
guidelines for use in LMICs to enable HCPs to adopt sharedatecisaking
approaches, particularly for couples lacking confidendbeir own decision-making.
We acknowledge the challenges in adopting such an appimactionomous decision-
making in populations with low literacy levels and whie@éPs may believe they
themselves lack knowledge of genetics and new technol&giérefore, to inform the

development of practice guidelines on facilitating autonasraecision-making in
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LMICs, research is needed on (i) how HCPs should fatglitlecision-making,
particularly in populations with low literacy levels amjl ICPs training needs to
engage in shared decision-making about antenatal screening.

Within all of the viewpoints in our study, participants gatlg agreed with the woman
and her husband making joint decisions. Research in Wesiantries also shows that
women want to involve their partner in decision-making antigheners want to be
involved!1172627sg these findings are not specific to LMICs. However, urstkelies
in Western countries, none of the viewpoints provide sugpothe woman as an
independent decision-maker. Furthermore, viewpoint 2 is regegspredominantly by
women who endorsed the key role of men in decision-makKing.endorsement and
missing discourse on women’s autonomy may be simply because parents would prefer
to make joint decisions, as in various cultures and ciesiitr’® or because it is
culturally inappropriate for women to consider themsehgemdependent decision-
makers in a patriarchal societydowever, participants generally disagreed with the
decision being the husband’s. Also, there was generally a lack of discourse on tlee rol
of other family members in decision-making, particularly darin-laws, except in
viewpoint 2, where it was clear that they would only be informetcbf respect.

These findings suggest that the use of Western individuaigpimaches focusing on
the woman’s autonomy are unlikely to be suitable for use in Pakistan where cultural
norms emphasise the primacy of the husband in deaisaking. However, we are not
aware of any reference to involving fathers in decision-makingntenatal screening
in policy or practice guidelines in any country. Instead, sudahetines operationalise
Western ideologies of individualism worldwide, overlookitigmative (including

feminist) perspectives of women’s autonomy, such as, relational approaches. Relational
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approaches in which family members are involved in healtltssion-making could
enhance patients’ autonomy and there are calls in Western countries for HCPs in
antenatal/genetic services to move towards a more nuanceaetppualising
relational approaches to autonomy to better support wéftéo empower women in
Pakistan and other LMICs in a culturally appropriate wasthér research is needed to
understand how relational approaches could be adopted ttatacdijoint decision-
making approach for couples. Research on how to involvatherfin screening
decisionsshould focus on how to empower women, ensuring that women’s autonomy is
not constrained through deference to men and that womewotanearginalised.

The finding that participants may perceive the optiombéatal screening as a forgone
decision because of the burden of having a child with a tonds understandable
given the broader cultural context in LM8Qn addition to the lack of medical,
educational and social welfare facilities for people widabilities there is stigma
associated with having such a child, parents may expersend isolation and the
child may be seen as a form of divine retribution for pievrong-doing®
Nevertheless, our findings resonate with the ethical irapdins of routine antenatal
screening? where the offer of antenatal screening tests could oeiped as their
endorsement by HCP. Therefore, there is need for HCRsilibate active decision-
making to enable parents to make autonomous reproductive decisions

Unlike other studied?’ there was a lack of focus on the religious contexhtdrzatal
screening. Participants tended to agree with looking for whgtorelsays about
antenatal screening, but disagreed with accepting the childtd gives. The former
may reflect a social desirability bias, while the laitdvased on beliefs that Islam

encourages the pursuit of knowledge and to exercise autofamg,possibly the
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social context mentioned abo%&Therefore, HCPs should acknowledge parents’ need

for religious information, but avoid interpretationtbis as their rejection of antenatal
screening. These findings provide further support for encouragregtgdo engage in
active decision-making to exercise their autonomy.

To our knowledge, this is the first study to explore the viefveen and HCPs on
women’s autonomy in decision-making about antenatal screening in a LMIC. Practical
constraints limited recruitment of participants to oneomeity in Pakistan. Also, most
of the participants had an educational qualification higinem the equivalent to UK
GCSE level, so the sample does not reflect the gepepallation in Pakistan. Research
with a less educated Pakistani sample may reveal furéh@points, although the lack
of emphasis on independent decision-making is unlikelyaogd Further research is
also needed on the degree to which these views are prewaleatwider Pakistani
population and other LMIS

This study begins to address the paucity of research.8is©f prenatal genetic
technologies in LMICs, highlighting the need for culturappropriate practice
guidelines that adopt relational approacteesutonomy. Our findings also have
implications beyond the LMIC context, raising questionsualioe lack of ‘relationality’

embedded in the current 'gold standard’ of Western indivalicagjuidelines.
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