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Chapter 2

Abstract

Aim: To describe what is known in the literature about parental perspectives in making
prenatal decisions about treatment after birth at the limit of viability, as a better under-
standing of parental values can help professionals support parents as they decide.

Methods: PubMed, Cochrane, Embase, CINAHL, PsycINFO and Web of Science were
searched to identify relevant literature from 1 January 2010 to 22 April 2022 on parental
decision making. Data were extracted from selected studies and organized into themes.
The final themes were formed through collaboration with the parents of a premature
infant born at 24 weeks.

Results: Of the 15,159 papers examined, 17 were included. Parental perspectives were
described in terms of long-term outcomes for the infant, survival, protection against the
burden of neonatal treatment, long-term impact on the family, religion and spiritual beliefs,
to do everything possible, hope, sense of responsibility, wanting the best, doing what is
right, giving a chance and the influence of experience.

Conclusion: The extracted parental perspectives show the complexity of these decisions.
Some perspectives were clear, but others were multi-interpretable. Increasing the under-
standing of common parental perspectives can help improve shared prenatal decisions
and lead to further improvement and personalisation of the process.
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Background

Parents need to be involved in prenatal decisions about neonatal treatment if their baby is
likely to be born extremely preterm -- in the grey zone, which is between 22 and 26 weeks
of gestation, depending on time, country and culture.’* The two treatment options in this
grey zone are intensive care and comfort care. Intensive care treatment comes with great
uncertainty regarding the outcome: some infants will not survive, some will go through
life with one or more disabilities, and others will grow up without problems.*

As decisions in the grey zone are value laden,® a shared decision-making approach is rec-
ommended.® This involves mutual recognition of the need for a decision, followed by a
discussion of the treatment options with their pros and cons, as well as an exploration of
the parental values to be incorporated.’®!! This exploration, known as values clarification,
will allow treatment decisions to be aligned with personal goals and circumstances.!?
When a prenatal decision must be made, the preferences and values of the parents, who
represent the unborn child, should be explored.?

Previous research has focused mainly on decision-making models and the preferred roles
of parents and healthcare providers as they make decisions.!* Although clarifying values
is considered an essential aspect of shared decision making,®51¢ it is not always practised
in prenatal decision making.'® Improved understanding and identification of common pa-
rental values can help professionals support parents as they decide. The aim of this study,
therefore, is to describe what has been published in the literature about the parental per-
spectives involved in prenatal decision making in cases of extreme prematurity.

Methods

This scoping review was guided by an article written by Micah Peters'” and the check-
list provided in the PRISMA Extension for Scoping Reviews (PRISMA-ScR): Checklist and
Explanation; PRISMA stands for Preferred Reporting Items for Systematic reviews and
Meta-Analyses.*®

Search and study selection

In consultation with a literature specialist, we systematically searched PubMed, Cochrane,
Embase, CINAHL, PsycINFO and Web of Science. The complete PubMed search is provided in
Appendix S1. The databases were searched for literature published between 1 January 2010
and 22 April 2022. Reference lists of the included papers and related systematic reviews
were screened to identify additional references. The results were collected in Endnote
X9, a reference management tool (Clarivate, Philadelphia, USA) and deduplicated prior
to screening. The deduplicated results were imported into an online reviewing system
(Rayyan, Oxford, UK).*
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Two authors (AB and RG) independently performed a title and abstract screening, followed
by a full-text screening. The eligibility criteria are summarised in Table 1. Disagreements
were settled through discussion with two authors (MV and MH).

Table 1: Eligibility criteria

Inclusion criteria Exclusion criteria

The focus of the paper on prenatal decision- Does not meet the inclusion criteria
making regarding treatment after birth at the
limit of viability; intensive care treatment or
comfort care

Guidelines, expert opinions and reviews

Publication that reported prompted
perspectives, so they were not

The research population involves parents who
spontaneously named by the parents

experienced actual or imminent extremely

premature birth at the limit of viability Unable to retrieve the abstract or the full-

Describing parental perspectives, arguments, text paper

considerations or specific values regarding the Publications performed before 2010
treatment options at the limit of viability

English or Dutch

Data analysis

Data pertaining to parental perspectives were charted from the included studies, using a
data extraction tool made in Microsoft Excel (Microsoft 365 MSO, version 2202, UK).” We
have used the term parental perspectives in this article to refer to several aligned items,
such as parental perspectives, considerations, arguments, values and views. The key find-
ings reported in Table S2 are those of our research aim and are not necessarily similar to
the key findings of the original manuscripts.

The authors developed a coding strategy prior to data extraction and adjusted it throughout
the review process. To minimise extraction errors, two authors (AB and RG) independently
extracted text parts from the included manuscripts. When papers did not exclusively focus
on extreme prematurity or parents, the potentially eligible data were extracted except
when they were explicitly described in another context. Thematic analysis was used to
organise the extracted data into themes, which were substantiated with illustrative quotes
from the included studies. Our research team (AB, RG, MV, MH and ]JV) collaborated with
the parents (HD and DB) of a premature infant born at 24 weeks in 2020 to discuss and
form the final themes derived from the data.

Results

Figure 1 presents the PRISMA flowchart of the inclusion process. The literature search
revealed 15,159 deduplicated records, from which 17 papers were selected for inclusion
in this review. Most of the studies were conducted in the United States (n=12)%*-*! and the
others came from Canada (n=2),°*% Switzerland (n=1),** Norway (n=1)% and the Nether-
lands (n=1).1* An overview of the characteristics of all included studies can be found in Table
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S52. Theresults are charted in order of frequency, starting with the theme that was covered
in the most papers. Figure 2 provides a graphical display of the results.
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Figure 1 Prisma flowchart of results

Long-term outcomes for the infant

Many parents featured in the papers were concerned about the potential long-term out-
comes for their premature infant, in terms of disabilities,*20-222428.293335 neyrological or
non-neurological complications!*2%29303233 gnd quality of life.!*?72°30 These concerns were
often cited as factors in parental decision-making about neonatal treatment, with some
parents opting for comfort care. However, many parents chose intensive care despite these
concerns, as they prioritised the infant’s life. Opinions about acceptable long-term out-
comes and the perception of the presumed quality of life of a disabled child were personal
and differed amongst parents, as did the extent to which those outcomes played a role in
the decision. As one parent stated: “If I deliver this early, knowing that baby could have -- you
know -- disabilities is the reason why I said do not resuscitate”.** Other parents said they may
not have chosen resuscitation if they had known the potential complications® or to protect
their child from becoming a vegetable.°
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Other long-term considerations and preferred outcomes were described as a dignified ex-
istence!* or a healthy infant?*, leading either to a decision for comfort care or an unspecified
decision. Independence, participation in society and prognosis of intact survival were also
reported as important considerations.*

Protect against
burden of NICU-
treatment”

Long-term outcomes
for the child*

Parental perspectives

Long-term
outcomes for the
family system*

Doing
what is
right

Survival*

Figure 2 Graphical display of the parental perspectives extracted from the included literature. Each
perspective is circled, with the circle radius proportional to the number of papers in which it is men-
tioned. The colour of the circle is based upon the choice (if this was recorded) made by the parents
who expressed this perspective. Black = comfort care, light grey = intensive care treatment, dark
grey = both comfort care and intensive care treatment. A white circle or a * in the circle means thatin
some papers in which parents expressed this perspective, no mention was made of the parental choice.

Parental concerns regarding the infant’s future quality of life were also raised. One parent
said, “So, I think the majority of that decision would be based on the quality of life that your
child would have”° These concerns led to decisions for comfort care or for decisions that
remained unspecified.

Survival

This theme covered different aspects of survival, including its general potential and specific
probability. Some parents viewed the potential for survival as a reason to initiate intensive
care treatment, while others, having weighed the probability of survival against the risk of
short-term suffering or complications, opted for comfort care. When parents believed there
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was a reasonable chance of long-term survival, they were likelier to choose intensive care.
However, some parents were not concerned about potential complications and morbidities
as long as their child survived.!*20:262931 Others were more focused on avoiding unnecessary
suffering for their infant if the chances of survival were low?”%; as one parent argued: “We
don’t want to have to put a child through something that she’s not going to survive anyway”.?”

Protection against the burden of treatment

When faced with the decision, parents were concerned about the pain and suffering that
intensive care treatment could cause.'*?*+2729-323* They weighed up the disadvantages of
potential suffering against the benefits of comfort care.?”” One mother argued that the
benefit of not resuscitating was “that the baby would not be in pain and would probably
pass quickly and not with stress”?” It was reported that parents would not have initiated
intensive care treatment had they known how much their child would have to suffer in the
neonatal intensive care unit (NICU).32 However, although most parents considered short-
term suffering to be an important argument in favour of comfort care, some still chose
intensive care treatment in spite of their concerns about it.

Long-term impact on the family

Some parents reported concerns about long-term outcomes for themselves and the impact
on other family members when choosing intensive care treatment.!*26:28:293235 One study
reported parents as saying that family life, which also matters, could be very different with
a premature child.?® In two papers based on data gathered in the USA, mothers expressed
their fear of the financial consequences.?3?

Religion and spiritual beliefs

Several papers discussed parents’ reliance on spirituality, faith and religion to make the
decision to initiate intensive care treatment.?021242729.3033 parents believed the decision
should be left to “God”.?**! Faith helped them to maintain hope?® and not give up, despite
the risks.?” One mother argued: “She’s gonna be fine ... I keep referring back to God has the
last say, so ... He's not gonna give me or my partner too much that we can’t bear”*°

Everything done

In some of the papers, parents justified their decision for intensive care treatment by saying
they wanted everything done.!*26:30:31.3435 As one parent explained, “We had the option not
to do anything and then she would die after a while. Or we had the option to try everything
possible ... We discussed this and we said we would try everything”.3* The authors of one study
worried that failure to define the concept of everything done could cause a misperception
of the delivered care. One of the parents in that study felt that her infant did not receive
appropriate care in spite of her insistence that everything should be done.*
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Hope

Hope appeared to be important in prenatal counselling, especially for parents who chose
intensive care.??72%3135 Despite the physicians’ medical information about risks of disabil-
ity or death, parents based their decision on their hopes that their infant would survive,
would be fine or would be better than expected.?! One article reported that some parents
wanted hope while others wanted realism.? Hope could be helpful for parents. As one
stated: “The pain is going to be there no matter what, so I didn’t mind trying to have hope”.?°
This theme had some overlap with the Survival subtheme described above.

Sense of responsibility

Papers addressing this theme reported that parents chose either intensive care treatment
or made no clear decision. Several papers described how parents felt they had to advocate
for their infant and take responsibility.}*?42>3> Parents felt responsible for making the final
decision*3%35 or were convinced that it was their job to take responsibility for and protect
their infant."* They needed to be assured that there was no right or wrong in making their
decision.™ Another article described how parents experienced an instinct to save the infant;
as one explained: “You experience that the survival instinct when you are pregnant, and the
protection instinct after birth, is so strong that it is difficult in the situation ... I do not know
how long it took me to arrive at a more nuanced view”.?

Giving a chance

Parents choosing intensive care treatment described giving the infant a fighting chance
as important.'*2*273°One mother justified her decision by saying: “Give her an opportunity,
give her a chance, don’t write her off”.*” Choosing comfort care felt like denying the infant
the chance to fight,'* and parents just wanted to give their infant a chance to live because
they felt the infant deserved it as much as any other baby.?’

Wanting the best for the infant

In some of the studies, parents argued that they wanted the best for their infant?*26:35
and act in the child’s best interest?®: “The whole thought process the whole time was ... just
whatever is going to be the best outcome for her”.?* However, parents differed in their inter-
pretations of the best; for some, it meant choosing intensive care treatment, for others,
comfort care.

Doing what is right

While making their decision, parents wanted to do what was most ‘natural and right’,
without specifying to what natural and right pertained or to which decision this led.2%?
Another article reported parents as saying they anticipated their possible regret.?’

Influence of experience
Parents’ decisions could be influenced by prior experiences, either their own?*?* or an
acquaintance’s,?>?*?° with a premature or extremely premature infant treated in the NICU.
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Discussion

We carried out a scoping review of parental perspectives on decision making at the limits
of viability. Our results offer insight into the most common values underlying parental deci-
sions. Complex and multi-layered, some themes reflect the weighing of factual information
about outcomes for infants and families, as well as numerous underlying and potentially
conflicting values. Other themes reflect a process preference, such as the desire to do
everything possible, or reflect feelings or intuitions, such as the instinct to save the child.
The results demonstrate parents’ difficulties in clarifying and verbalising their values in
a sudden situation that provokes anxiety and is laden with values. Similarly, physicians
may not be fully equipped to clarify parental values and fail to recognise that parental
perspectives can be unclear and open to interpretation or misinterpretation.!>*¢* This
can make it challenging to provide guidance and support to parents. One perspective can
be interpreted differently by different parents and lead to different decisions, so that some
will decide to initiate intensive care treatment and others comfort care, based on the same
perspective. For example, some parents could believe that everything done means every-
thing technically possible, while others think the phrase means that they simply want to
feel that they have done all they could for their child.?

The results of this review raise questions about the extent to which feelings and intuitions,
rather than explicit deliberations about values, guide the choice of intensive care treatment
or comfort care. Themes, such as everything done or hope, suggest that feelings or intu-
itions may be more important than explicit deliberations about values. However, the extent
to which these feelings are based on underlying values is unclear because these values,
difficult as they may be to verbalise explicitly, may be genuinely important to parents in
the long run.*’If this is the case, these feelings may help guide the making of decisions in
this context, which is highly sensitive to preferences. However, it can be challenging to dis-
tinguish biased feelings or intuitions from those that tap into genuine underlying parental
values. Feelings may arise in the heat of the moment, be based on perceived social norms
or coloured by information from a biased counsellor; such feelings are not good bases for
decisions in the long run because they can overshadow other important aspects. More
research is needed not only to understand how much reliance parents place on intuition
or thought when coming to a decision, but also whether it is wrong to incorporate emotion
in this decision.*

To navigate these challenges in clinical practice, parents could be allowed a little extra
time. This would allow them to process the information and the overwhelming emotions
arising from their first reactions, thereby developing a more balanced feeling. The delay
may help them consider all relevant aspects of the decision rather than just reacting to
the initial shock or stress.*! Even under the time pressure inherent in (imminent) extreme
premature birth, a little extra time may help parents to make decisions that align with their
values. Another suggestion is to allow parents to talk to a significant other.*> However,
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it is not always feasible for parents to fully process and understand the situation before
making a decision, so it is important for healthcare professionals to continue supporting
and checking in with parents postnatally to ensure that decisions are made with care and
consideration.'

Limitations

This scoping review had some limitations. First, the depth of our results could be limited
because we extracted data from the summarised documents rather than from the original
interview transcripts. Second, it was impossible to count the exact number of parents men-
tioning each theme or to systematically compare representations of perspectives between
the groups opting for intensive care and comfort care because the raw data was lacking.
Third, we may have missed some grey literature outside the healthcare databases that
might have included parental perspectives. Fourth, the assembled data might have been
biased; cultural bias might have been present because most of the studies were conducted
in the USA, or a bias might have existed towards intensive care treatment because most
parents featured in the selected literature either chose intensive care treatment or made
no clear, recorded decision. Finally, the widespread timeframe of parent interviews -- some
were interviewed before the premature birth, some years afterwards -- may have had an
impact on the perspectives parents considered important.

Conclusion

This review highlights common perspectives that affect parents’ decisions at the limit of
viability. An increased understanding of parental perspectives and their underlying values
can improve the clarification values as part of shared decision making. Barriers should be
minimised and facilitators leveraged to promote and improve the clarification of values in
prenatal counselling. This may improve prenatal counselling and promote value-congruent
decisions, a key goal in patient-centred care.?*
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Appendix s1: electronic search strategies (last updated 15*
april 2022)

Pubmed search

(“Fetal Viability”[Mesh] OR “Infant, Premature”’[Mesh] OR “Infant, Very Low Birth
Weight”[MeSH] OR “Premature Birth”[MesH] OR VLBW/|tiab] OR ELBW|[tiab] OR EPI[tiab]
OR ((viability[tiab] OR viable[tiab] OR periviab*[tiab] OR prematur*[tiab] OR preterm*[tiab]
OR Pre-Term*[tiab] OR Pre-Matur*[tiab]) AND (baby/[tiab] OR babies[tiab] OR birth*[tiab] OR
childbirth*[tiab] OR neonat*[tiab] OR infant*[tiab] OR newborn*[tiab] OR child*|tiab]))) AND

(“Decision Making”[mh] OR “Counseling”[mh] OR Decision making[tiab] OR Counseling[-
tiab] OR Counselling[tiab] OR “Withholding Treatment”[mh] OR “Resuscitation”[mh] OR
“Intensive Care, Neonatal”[mh] OR Withholding treatment*[tiab] OR Resuscitat*[tiab] OR
Neonatal intensive care[tiab] OR Palliati*[tiab] OR Comfort care[tiab] OR Active care|[tiab]
OR Active treatment[tiab] OR NICU[tiab] OR Neonatal care[tiab]) AND

(“Parents”[mh] OR “Pregnant Women”[mh] OR Parent*[tiab] OR Father*[tiab] OR Moth-
er*[tiab] OR Pregnant woman[tiab] OR Pregnant women[tiab] OR Maternal[tiab] OR Pa-

ternal[tiab] OR Parental[tiab]) Filters: from 2010 - 2022

This search string was adapted to each database.

-40 -



A scoping review of parental values during prenatal decisions

syuaed

Jo saouartadxy
,2W00IN0

poog, e 10y adoy

yarej pue Ayjenjrids
‘(spuey spon) uordiey
[earaans 1oj adoy
Aiqesip e yam

PIIYo € jo Surueaw ay [,

uoneIISNSal
papaadoad aaey

j0U p[nom ,3.101S

ur semjeym,

umouy| pey £ay3 J|
Juejul.I1BY] JO SULINS
Ayrmyewaad

Jo suonearduod
[ennualod

(reaoua8) adoy

auop

JuryyLiaayg Suriayins
pue ured Juasag
[eAladns 1oy adoy

saA1323[qo

Apnjs ano bulu.aszuod
(saansads.aad
[p3ua.apd) sbuipurf
A3) pa1dv.aIxq

Yieap

191JE SYIUOW 0] SHIaM
UaXB) 9.19M SUOISIIDP
9J1]-JO-pus Inoqe
SMIIAIIU] Y3IIq
J93je (3], [ereulsod
pue [ejeuaIg

auo 1daoxa
‘Y3.11q 191Je SIedL
> SMIIAINUI [[V

JUBJUI 93 JO YIBap 9y}
191J€ SYIUOW 0 SHIaM
Ude} 9.19M SUOISIIDP
9j1[-Jo-pus jo
SMIIAJRIUI Y, ,Y3lIq
J93j€ 9[3M], [ereulsod
pue [ejeuaId

sjuaaed
91 Surydaeasal
Jo Surury,

ajusonNW ‘sapmsg
MBIIAIRIUI PRINIONIIS
1was uisn Apnas ased
ardnn[nw eurpniiguoj
(ea13€31[END) B WO1J
pa1oeIIXa sem ele(

ERGLIER]
o[3uIs ‘smaralajul
paanionays-rwas uisn
Apnis aaneleng)

ERGlIER]
o[8uIs ‘syreyo [esrpawt
puE SMaraIajul

Gursn udisap Apnas
9SBD 9A1309[[0)

ASojopoy1d|N

(s1ouonnoerd
95.INU [BIBUOSU pUE
sos.Inu pataysidal
‘suerdisAyd) siapraoad
aIedY)[BaY T/ pue
s1aujaed a1ay3 jo
¥1 ‘VDJoNeam 97>
A19A119p wIa3axd
paus3eay) e 10j
pazifeydsoy a1am
oym sIa3ow 0

paaAlaans oym

(VD Joeam-9z-€7)
sjuejul aanyewa.rd
A[9Wa.13Xa JO SI9Y3e)]
XIS pUE SI9130W U],

193e[ parp

OYM JUBJUT UIOCRAI]
BJO VD JO SHaaMq}T
pue,£7 Usamiaq
[31.11q 9aeS s1ayjowt
[y Jauonmnoead asinu
[e3EUOSU U0 pUE
sos.Inu pataysidal
9341} ‘suerdisAyd
IN0J ‘SI9YI0W DAL,

9zIs ajdures pue
uoneindod Apnis

juejul
aanjewa.ad A[owaixs
ue SurILAIep jo

S 3e sjuated jo
ui[asunod 3urmoioj
adoy jo suonndriosap
s1opiaoad axeoyifeay
pue [ejua.ted ajenjeas
pueltodalo],

salqeq

aanjewa.rd swa.aIxa
a3 jo syuaed a3 -
woo.I AISAI[PP a3 Ul
9pew SuoISIap ay3 Aq
Po109jje 3S0W IS0}
wo.1j saonoeld JuarInd
uo jySisut ures o,

potiad

9J1[-Jo-pus ySnoayy
[ezeuaad syuejur
aanjews.rd A[pwaixa
10j suolsap y1oddns
9J1] axew sjuaged

Moy uo saandadsiad
s,uenisAyd pue sasinu
‘ syuaaed aqLIosap of,

Apnis jo wiry

vsn

epeue)

vsn

A1yuno)

|1RE]
7102 ouspsoy ¢
7107 [e3¢8unox ¢
1102 [e30I0 T
Jeax sioyny #

S9[D13.1B PApN[OUL 311 JO SIIISLIDIDRIRYD ZS d[qeL

-47 -



Chapter 2

JUeJUI 93 JO YIEdp Y3
(3saa93ul J193jE SYIUOW 03 SHIoM

S, A[IWE) SNSI9A) UM} 9I9M SUOISIIAP
1S2.19)U13S9q ,SIueju| 9J1[-Jo-pus noqe
adoy smarazelul 9y, yiiiq

[eanjeu syeym Ia3je o3[, [ereursod
811 s1yeym 3uroq pue [ejeua.ld

JUBJUI 9] JO YILap 93
sjuaded J191je SYIUOW 03 SYIaM

Jo seoualIadxy Uuaye] 919M SUOISIIIP
(,saan3e[ad) UO A[oY 9J1[-J0-pua Jnoqe
9JI[ uInfeA  SMaIAIAIUL YL, YIIIq

jou / [nj3iny aq ued  .J193je 933 [e3eulsod
,pon 01dn, a31apy pue [ejeuald

ENE]
Suryiswos ur yrej
and ‘op1oap pog 1o
Y3y

Aqreaa suonyesrduwod Y311q J9)je

Jojadejuadiad  Suo[ moy payrauapl

deorpuey [erauajod A[1ea]d J0U ‘[EIERUISOJ

saA1323[qo

Apnjs ano bulu.aszuod
(saanpsads.aad sjuaaed
[p3ua.apd) sbuipurf 93 Suryd.aeasaa
A3y pa1dv.aIxq Jo Suruwr],

SMIIAIIIUL
patnjoniys-rwas uisn
ugdisap Apnas ased
9A1309][[02 a[diynwt
[eurpniiduoj ‘08.1ej e
wo.1j pajoeIIXa eyep
JO sasA[eue A1epuodag

SMOIAIIUI PA.INIONIYS
-1was guisn udisap
Apnjs 9sed 9A1109[[0D
ardnnw [eurpniguoj
‘08.1e] B WOIJ
pajoe1ixa ejep guisn
Apnis 9sed 9A1309[[0D)

SMIIAIIIUI PA.INJINIIS
-twas ‘uonndridsap
EYNGERGRER 1
‘aA1re}IEeND

ASojopoyId|N

sa1apiaoad aaedyyeay
[3IM UOIDBISIUT
[euos.aad.aajur a1dy3 jo

VD Jo sy@am-,Gz Ayenb a3 pajaadiajur

-ZZ syuejul aanjewa.ad
A[9Wa.11Xa JO S.I9Yy3ej
$T pue s1ayjowt

0% ‘sjuaed §g

VD JO s}oam-,G¢

-ZZ sjuejul aanyewa.ad
A[9WIa.13Xa JO SI9Y3e]
$T pue s1ayjour

0% ‘syuaued g

sol[luej
aA1) Sunuasaadal
sjuated uaAag

9z1s ajdures pue
uonyeindod Apnis

(Vo 9z>) Apanyewaad
Buriaalap jo

ysu1 e sjuaged

MOV 9(LIISAP O],

juejur uralaad
A[oWa131Xd 119Y]3 10J
Sunyew uoisap
Gurpuno.ans 3ioddns
pUE JUSWIA[OAU]
A[Turej popuaixo

jo suondriosap
[eauated aurpano of,

uonelsad

SP9M 97 01 {2

1e Ayrnyewaad

JO SOWIAIIXA 93 Je
poAlAINS pue UIoq
9.19M SJUBJUI dSOYM
sjua.aed 10j ssadoad
Junyew-uoisap
93 puelsiapun
pue 2qLIdSap o],

Apnis jo wiry

A1nyuno) JIeax

[e1e

VSN S10Z ysneueaey 9

e

VSN 107 ySneueaey g

epeue) z1pz [eyJaddad ¥

sioyny #

panunuo) zs s[qeL



A scoping review of parental values during prenatal decisions

aaningy
sjuejur30930ad o,
142p [B21paW ‘UBIP[IYD
auaning 1oy adoy jo
agdeLLIEW UO 109)J]
Ayprqrow

ur.193 Suof 10J qsry

saouanbasuod
[elduRUL]

PIIYd

pajqesip e 1oj Jurie)

Suryyhaans A1],
Surraypns
Juaaaad/yuswieany

-A1DIN Jo usp.anq
1surede 1091014

A[1wiej uo 30939
auewnyul st
Ayiniqestp jo 93.139p v

saA122[qo

Apnjs .ano bulu.1a3uod
(saandads.aad
[p3ua.apd) sbuipurf
A3) pa1dIv.aIxq

Y3.1q 1ayje
Suo[ moy paynuapt
Al1eard jou ‘Tejeulsod

[ejeua.dd

[jeap suejur
E1VRIRERN-ER-EY
Z-T Jo awreajawil],

[ejeusa.nld

sjua.aed
93 Suryd.aeasal
Jo Surury,

110daua ase)

110dau ase)

9.13Ud2 d[3uls

‘soway) oly10ads
AjL1e]d 03 suonysanb
paInIoNIIS-TWAS YHM
SMIIAIIIUI AIIRILIBU
‘yadap-ur Suisn

Apnis aaneyen)

110daua asen

ASojopoyIdy

voJjo

SY29M 4E7 1e PAISAI[RP
sem I193ysnep

asoyMm Jayjow duQ

Apanyewaad
uriaaljep queudaad
S)oaM HZ “1ayjoul auQ

NDIN 10 w001 AISAI[OP
9] Ul palp pue aalfe
u10q atom oym (yo

JO s3Pam 87>) syuejul
w.1939.1d A[owa13xa

Jo (02 = u) 1ayaey

2uOo pue SIaY oW

aA1j ‘sa]dnod uasag

Apanyewaad
Sur1aA1[ep 10J YSII
Je queudauad syoom
-2 ‘UBWIOM T

9zIs ajdures pue
uoneindod Apnis

VD JO syaam

9+£7 1B UI0q U9aq
I193y8nep 119yl ynoqe
sI1apiaoad aaedyiesay
11943 yum pey sjuaged
93 UOIILS.I9AUO0D
JUS.I3JJIP BqLIISAP O,

Juejul 19y} pue syus.ed
uo aAey asoy3 3oedur
93 pue s1apraoad
axeoy3eay 03 suonndo
[e21Y39 3[qeieae
JUDIJJIp 93 sA[eue 0,

(vnjo

syoam 8z>) sjuejul
uL1a3a.d A[9wa.a1xa Jo
SUOISIIP dJI[-JO-pUd
Jo ssaooad a3 ur
san[eA pue sapninie
[eyuaaed aao[dxa o],

umo I1ey3 yum udipe
j0u op sanfea [ejua.ed
uayM doudLIadXa Aewr
A9 SSa13STp [BI0W 9}
pue Awouoine sjua.red
soueyua 03 uonesijqo
J19y3 399w 03 A)1[Iqe
s1op1ao.ad a1edyieay
a3 suruLIspUN e
serq moy 3y31ysiy o,

Apnjs jo wiry

vsSn Lioc youar 0T
e
vsn L10¢ ueuLeg 6

weyerqy
puelezIMS  £10Z 9 SYUPUSH 8

vsn Stoc [Blosaay L

Anjuno)y Ieax sioyny  #

panuinuo) zs a[qeL

-43 -



Chapter 2

soouaLIadxy

soueyd Sunysiy e Juian
1s9q sem jeym Suroq
uoIs1ap

10j Ly1[iqisuodsay
e

SuLayyns

pue ured 3noqe 3.190U0d
/ausunieaqi-N )N Jo
uap.anqjsurede 1093014
Juejul AYyeay
Anpnqesiq

sjuaged e

Se 9[puey ued NoA yey |\
JUBJUI.INOA .10J
Aiqisuodsad oyel o],
‘Aqeq Inok30930ad of,
‘Aj1[e310UW - [BAIAING
suoneordwod pue

Keas (NDIN) jo Aysuaur
pue y33ua] :uLId} 1.I0YS
A[iwrej pue juejur Jnok
J0J JUSWISSISSE-YSTY
9y31L1.10 Suoam oN
‘swa[qo.1d [eInolaeyaq
‘sanI[Iqesip [ejuswt
‘saniqestp rearsAyd
‘A3o100s ur uonyedn.red
‘70D Surpnput
Aypigiowt wi1ey Suo|

saA1323[qo

Apnjs ano bulu.aszuod
(saanpsads.aad
[p3ua.apd) sbuipurf
A3y pa1dv.aIxq

213uddn3nuw ‘Apnas
J98.1e[ ejo11ed e a1om
UOIYM SMITATIUT
[ereuaud jo ejep Suisn

[ereuald ‘Apnys aaneiend

9I13udINUI
Guiesunod ayy ‘SMIIAIIUT
I93je saeak G-z uaye) paanjonais-rwas uisn
9I9M SMITAIIIU] Apnis aaneend)

sjuaaed
93 Suryd.aeasaa

Jo Suruwr], ASojopoyId|N

(VD jo s90m 457 03
022) ya11q djqeraLied
pauajealyy 1oj
pazijeydsoy sjua.aed
aanoadsoud §9

VD JO S3}eam §Z
e (S10A1AINS-UOU pUE

SJ0AIAINS 30q) Y3I1q
aanjewa.ad sawa.a)xa
ue pasuariadxa oym

sjyuated (Jo sared) €1

9z1s ajdures pue
uonyeindod Apnis

[e3EUdIUE UOISIODP
e gupjew ur A[dde
a3 s,onfea ay) pue
A1aa119p 91qerartad
pauajeauyy Surp.aedal
S9WI02)NO pue
suondo juswaeuew
jo suonydaoaad
[eauaaed aanoadsoad
SUTWEXa O,

Juejul
aanjewn.ad A[pwa.13xa
ay3 Surpaedaa
Suiqasunoo [eyeua.ad
ul saouaaajaxd
[eruared asA[eue of,

Apnis jo wiry

e

vsn 610¢ spuowipy 7T

[eie

SpuelldyiaN 6102 uszyIney Il

Anuno) Ieax sioyny #

panunuo) zs s[qeL

-44 -



A scoping review of parental values during prenatal decisions

doueyd
e Aqeq a3 SuIAr)

adoy dn Suia1d joN
ey Sutaey

Guriayns pue ured ur aq
J0U quawiea.d-NIIN Jo
uap.anqjsurede 1093014
[BAIAINS JO ddUBY)
dJ130

Ay1renb moj e aney 03
PIIYo 93 Sunyuem JoN

PIIY2 943

10J3s9q ay3 Sunuep
PIIY2 Inok
3unjoajoad/3uraes
JO 30UI}SUI/UOISIDAP
10j 9[qisuodsay
auop Surylfiaayg
wdlSAs A[lwej 8y 10j
saw023no wIa) uo
[eAlAINS

JuBJUI 93 10J

9J11 S1Y3 Suryuem JoN

J9Y J10J 3S9q STIeYM
Furyyh1ans A1],
1s9.J9ul

SJUBJUI SNSIDA
1Sa.J93ul Sal[Iwe]
[eAlAINS

saA1323[qo

Apnjs .ano bulu.1a3uo0d
(saansads.aad
|p3ua.apd) sbuipurf
A3y pa1dv.aIxq

weal-)IN
9Y3 WO.J UOI}e}[NSU0D
[eIRUIUE SUIATEDDT
RERIRIE (AIENETIN
SMOIAIIIUI ‘TeIRUDI]

Y3.1q 1ayje
3uof moy paynuap!
Al1eard jou ‘Tereulsod

FSEVNIEY)
191je sKep ZT-4pe

sjuaaed
91 Suryd.aeasal
Jo Surwry,

913uddNU
‘Apnas aAnejnyuenb
pue aanyejfenb
aanadsoud jo yaed
e St pa3d9[[0d BIED JO
sIsA[eue A1epuodag

SJ3Uudd13 W
JeULI0] MIIAII)UIL
paanjonals guisn
Apnis aanyeiend)

ERGlER]
9[8uls ‘smaraajul
PaIn3onays-Twas
‘popus-uado Suisn
Apnis aanejend

ASojopoyrap

SI9Y30
jueytodwi 97 Jd19Y3

juejul aanjewsa.xd

A[oWa131Xd 1193 J8a.1}

03 uondo ue se a1ed
110jw0d UISSNISIP
UayM 3N SI19Y30

pue (y9 Jo S)9am ¢}z Juerrodwll pue uewom

pue ,zZ Usamiaq)
uewom yueugdaad og

(vo
Jo syaMm 7Z 38 Y31Iq

jueudaud aGendue|
a3 aJo[dxa o],

Aqera jo

U 3Y3 38 UIoq SI pIyd

I19Y) USYM JUSUIIET)
Suraesaji| apraoad 0y

Joy3aym ap1ap syuaged

pInoys :uonsanb
[oIeasal

Suruajeaayy) yo jo SuImoroj ay3 uo paseq

SyaM ¢ e duo ‘yy Jo
S)}9aM FZ-£Z 18 uloq
uaJIp[iyd jo syuaded z1

VD JO S399M (SZ-o2C
U99M}3q PIISAT[RP
OUM USWOM U],

9zIs ajdures pue
uoneindod Apnis

‘Sunjew-uoisap
[eyeuoau ur syuaaed
Jo 901 a3 Surssnosiq

SaLIaAI[ep d[qeraLIad
11943 JO saouaLIadxa

[eauaaed Surpuejsiapun

£q suois1oap uape|
A[reuonjows pue
xa[dwod Ajjesrpauwt
ur syuaned a9y
110ddns 03 moy
aurwLIglap saapraoad
axeoyyeay dppy of,

Apnis jo wiry

vsn

AemiIoN

vsn

A1juno)

020z [e¥Je8e[ gy
[IRERI AN
6102 Julsin 1
6107 [e3YUAT €T
Jeax sioymy #

panunuo) zs a[qeL

-45 -



Chapter 2

b1 YI41g MOT AjoWa3XT MGTH HNU[) 4D) dAISUIIUJ [DIDUOBN :(1DIN @By [DUOIIDISAY (D :SUOIIDIABLGQY

143y
031 38ua1ys/aoueyd
(Bunysy) e uiary
ouop Suryifieayg
yareq A1aar[ap
Juauean-NIIN Jo a[qerattad e jo jealyy
uap.angisurede 1091014 a3 Suroey uswom
[ealaIng jueugaud Suoure
a1 jo anuadnnu (Y9 Jo SY2aM ¢ Z-,2Z) 9oet Aq Surdoo pue
Ayenb (wrey Suoy) 1oy ‘smaralajul  AIaAlPp o[qerartad e Ayqiqesip ‘Suriayns |1RE]
SUI92U02/P[IYD Y3 10J paanjonays-lwds Suisn  jojeadyl ayl Suej /ured jo suonndaosad spuowpy
S9W02INO WL.Id) 3U0] [e1eUaId Apnis aaneyend  uswom jueusdad og a1odxa o], vsSn 1202 ong, /LT
saouartadxy
3811 styeym Sutoq
wisi[ea. sns.aa adoy
CRILCE
wa)sAs Ajiwej ay3 .10J
SOW021N0 W.19)-3U07] uonejnsuod [ejeua.ad
Sur1ayns pue noqe saanoads.aad
ured ysure3e 3093014 ue woo AIdAI[ep
[eAIAINS aJjuadnNW 93 Ul SSo[ Juejul
9J11 jo A311ENb y3d1q J91je ‘SMalAIUL juejuraey)  waalaad Apwaaixe
(eaniny)/priyo aya oy  Suo[ Moy paljIIuspl palnioniis-lwas suisn  Jo SSo[ padualladxa Jo saouaLIadxa |IRE]
S9WI00IN0 W.Id) Suo  A[IB9]d 10U ‘[BIRUISO] Apnis aanejend) oymsjuedonged ¢ [ejuaded aao(dxa of, vsn 1202 plemey 9T

panunuo) zs a[qeL

-46 -



A scoping review of parental values during prenatal decisions

_47 -



