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Abstract

Objective
To document interactions during the antenatal consultation between parents and neonatolo-

gist that parents linked to their satisfaction with their participation in shared decision making
for their infant at risk of being born at the limit of viability.

Methods

This multiple-case ethnomethodological qualitative research study, included mothers admit-
ted for a threatened premature delivery between 20%7 and 26%7 weeks gestation, the father,
and the staff neonatologist conducting the clinical antenatal consultation. Content analysis
of an audiotaped post-antenatal consultation interview with parents obtained their satisfac-
tion scores as well as their comments on physician actions that facilitated their desired
participation.

Results

Five cases, each called a “system—infant at risk”, included 10 parents and 6 neonatologists.
From the interviews emerged a blueprint for action by physicians, including communication
strategies that parents say facilitated their participation in decision making; such as building
trustworthy physician-parent relationships, providing "balanced" information, offering
choices, and allowing time to think.

Conclusion

Parent descriptions indicate that the opportunity to participate to their satisfaction in the clini-
cal antenatal consultation depends on how the physician interacts with them.

Practice implications

The parent-identified communication strategies facilitate shared decision making regarding
treatment in the best interest of the infant at risk to be born at the limit of viability.
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Introduction

Shared decision making, now included in family-centered care and promoted by major profes-
sional societies [1-4], implies a discussion between parents and physicians regarding their
respective criteria for defining the “best interest” of the infant at risk of being born at the limit
of viability. Research shows that each participant in this decision-making process may use dif-
ferent criteria. Parents are guided by hope, spiritual values [5], their interpretation of the infor-
mation available, their desired involvement in decision making, the support received and the
trust built with the neonatologist [6]. Most neonatologists consider that the determination of
the best interest of the infant should be primarily guided by the best medical evidence regard-
ing the probabilities of survival and morbidity [7], what some authors call the “best evidence
model of shared decision making” [8]. However, this model has not been studied in clinical sit-
uations where a vulnerable infant is potentially facing life with a range of resultant qualities of
that life (light to heavy handicaps) or death (at the end of palliative/comfort care) [9].

In order to ethically justify the final decision regarding treatments in the best interest of
such infants, these crucial and very sensitive discussions should follow certain "rules" to ensure
open and honest participation of each actor [10]. Thus, shared decision making for severely
compromised neonates must exceed in scope the mere discussion of medical best evidence on
risks and benefits concerning treatment choices and must also include parental values regard-
ing such matters as religion, spirituality, family, and hope not necessarily linked to medical evi-
dence [5].

Parents want to participate in the decision-making process [11-16] and some parents feel
frustrated or have regrets when their involvement in the decision-making process is less than
they had desired [12,17-20]. Each parent’s desire to participate is different and studies show
that the neonatologist cannot accurately judge in advance the extent to which parents wish to
participate [21].

There is a recognized need for clinical studies examining the characteristics of communica-
tion that facilitate the participation that parents desire in the decision-making process [4]. The
object of the present study was to describe the characteristics of the communication that
parents identify as facilitating their desired participation in decision making during the ante-
natal consultations between a neonatologist, pregnant mother and father-where these “life or
death” decisions concerning their infant at risk of being born at the limit of viability are
discussed.

These results come from a larger observational study of physician-parent communication
during antenatal consultations [22]. Presented here are parents’ descriptions, obtained during
a post-antenatal consultation (PAC) interview shortly after the clinical antenatal consultation,
of physician actions that facilitated, or not, their participation in decision making.

Methods
Research Strategy

Seeking to discover how parents’ describe, soon after the antenatal consultation, those aspects
that facilitated, or not, their desired participation in decision making, a prospective, ethno-
methodological multiple-case study strategy was used. This research is ethnomethodological
in that it studies aspects of how individuals communicate, reason, and make decisions in the
moment in a specific cultural context [23,24] (here, the antenatal consultation during the hos-
pitalization of a woman at risk of delivering a baby at the limit of viability). Due to time
restraints and the limited number of parents’ meeting the inclusion criteria, a multiple-case
study design with semi-directed interviews was chosen to allow an in-depth exploration of the
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interactions during a number of different antenatal consultations [25]. In the post antenatal
consultation interviews, rather than theoretical saturation of themes, rich descriptions of
parental points of view regarding satisfactory participation in a shared decision making pro-
cess were sought.

Recruitment Criteria

Participants were recruited in the department of Obstetrics and Gynecology in a tertiary care
teaching center in Ottawa (Canada) over a period of 6 months. Included were the principal
decision makers in the context of a clinical antenatal consultation: the mother referred by her
obstetrician and admitted for a threatened premature delivery between 20”7 and 26%7 weeks
gestation, the father, and the staff neonatologist or senior fellow in neonatal perinatal medicine
(NPM). We defined this observational unit (mother, father and neonatologist or fellow in
NPM) as a “system-infant at risk” (hereafter called system). Excluded were parents less than
18 years old, medically unstable mothers, parents where one of the two refused to participate,
mothers expected to deliver within the next 6 hours after the antenatal consultation, parents
not speaking fluently either French or English, same-sex parents, and pregnant mothers with
known malformed fetus.

Ethical Considerations

Parents meeting the recruitment criteria were approached by the staff neonatologist or senior
fellow (NPM) to participate in the order they were referred by the obstetrician for clinical ante-
natal consultation due to the risk of a premature birth. The study was explained to the parents,
distinguishing the normal clinical aspects and the research-related PAC interview. The parents
were assured that their clinical treatment would not be affected or delayed due to their consent
or refusal to participate. The parents were given time to think about and discuss together their
wish to participate. After the parents agreed to participate, the neonatologist or the fellow in
NPM was contacted for consent. The principal investigator who conducted the PAC inter-
views is a neonatologist working full-time in the neonatal intensive care unit. During this
study, to avoid confusion, bias and conflict of interest he was not involved in the antenatal con-
sultations studied. Parents were not recruited if the principal investigator was on clinical duty
in the neonatal intensive care unit. Recruited parents may have been involved with the princi-
pal investigator as part of the team caring for their infant born after their participation in the
study.

Ethics approval was obtained from the Research Ethics Boards of both the Ottawa Hospital
Research Institute and the Université du Québec en Abitibi-Témiscamingue (as this study was
part of the principal investigator’s Master’s Degree). All participants including parents and
neonatologists provided their written informed consent to participate before any further
research procedures.

Data Collection

The larger study included two specific phases: First, videotaping the regular clinical antenatal
consultation (results not shown here are described in reference [22]) and secondly, audio tap-
ing the research-specific PAC interview. Both interviews were transcribed and verified for
authenticity by the transcriber and the principal investigator.

The clinical antenatal consultation between parents and a staff neonatologist and/or an
NPM fellow followed, but not strictly, an antenatal consultation format (ACF) [26,27] devel-
oped by three teaching neonatologists responsible for integrated clinical ethics training, based
on the principles of shared decision making [1], discourse ethics [28], communication theory
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[29,30] and a review of the literature [6,31-35]. The ACF allows for two separate encounters
with at least one done by a staff neonatologist unless unexpected circumstances happen such
as the baby is born before or the mother has been discharged. The ACF format outlines general
topics and interview procedure, but not the actual communication strategies of the clinicians.
The content of these communication strategies and their impact on parents’ satisfaction with
their participation were solicited in the PAC interviews.

The PAC interviews, consisting of a 20 to 66 minute in-depth, semi-directive, face-to-face
interview of both parents together by the principal investigator, were conducted either in
French or English, according to the parents’ preference, within 4 hours following the end of
the final part of the antenatal consultation done by the staff neonatologist/fellow in NPM. For
system # 5, a staff neonatologist did not have the time to meet with the parents before the
mother was discharged from hospital.

After weighing disadvantages and benefits, the investigators agreed to proceed with inter-
viewing parents together instead of individual interviews with the benefit of each parent add-
ing more information to the partner’s description of satisfaction about participation in the
decision making process. The PAC interview followed an interview guide that focused on par-
ent satisfaction concerning their participation in the decision-making process and on the
actions of the physicians that parents said influenced their degree of satisfaction. Satisfaction
was measured with a 0 to 10 standard visual analog scale (VAS) [36] by each parent scoring
their own form silently and separately; 0 being “totally dissatisfied with my participation” and
10 being “totally satisfied with my participation.” The score guided the interview of the
parents: if the score was equal to or less than 7, the interviewer asked “what should have been
done to increase the score by 1 or 2 points?”, and if the score was 8 or more the question was:
“What elements during the consultation explain your score?”. We also asked each neonatolo-
gist and fellow in NPM who did the clinical antenatal consultation to evaluate their own per-
ception of parental satisfaction concerning participation in the decision-making process using
a0 to 10 VAS similar to the one used with parents.

Written data collection forms were also used to facilitate collating information such as the
date of time of both part on the antenatal consultation, details on who conducted the antenatal
consultation, gestational age of the pregnancy of the mother, the age of both parents, the date
and time (start and end) of the post antenatal consultation and if referral to the social worker
service was made as result of the participation to the research.

Data Analysis

Content and iterative analyses from a constructivist orientation were applied to the transcripts
with the goal of obtaining a rich description of the parents’ perspective of the antenatal consul-
tation. Theoretical saturation was not possible due to the small number of parents included.
The initial paraphrastic codes generated from the words used by the parents in the PAC inter-
view led to the identification of common themes explaining their satisfaction with their partic-
ipation in the decision-making process. A constant comparative method was used to group
these themes and identify conceptual categories that described parent satisfaction between
each system. An on-going reflexive process started as the data were being collected. After the
first interview it was difficult to ascertain whether parents were evaluating on the VAS their
satisfaction with their participation in the decision-making process or their satisfaction with
the decision. This observation led to the modification of the interview guide by asking first
questions about what was discussed during the antenatal consultation and the way they partici-
pated in the decision and then, in the middle of the interview presenting the VAS. This change
was made to ensure that parents were evaluating their satisfaction with their participation.
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Moreover, in keeping with the constant comparative method of data collection and analysis,
some of the emerging themes that were identified through the previous interviews guided sub-
sequent interviews. For example, at the beginning of the coding process, evidence of gender
differences was sought. However, it soon became apparent that parents were agreeing among
themselves and were sharing the same viewpoint on the determinants of their satisfaction.

The principal investigator coded all the transcripts. Being an experienced neonatologist, the
principal investigator had the advantage of a theoretical sensitivity to the various factors that
could influence parents’ participation in the decision-making process, but he also had the dis-
advantage of his own preconceptions that could bias the analysis of the data. As counter-cod-
ing strategy to ensure the validity of the results, the principal investigator met twice for a total
of 6 hours to review the coding and related transcripts and to discuss potential biases with his
two co-authors who came from very different backgrounds: one in law/clinical psychology/
bioethics and the other in sociology. Modifications were made as needed until agreement was
reached. To aid the coding and organization of the data, NVivo qualitative data analysis soft-
ware (QSR International Pty Ltd © Version 9.0, 2011) was used.

Results and Interpretation
Participants

From December 2011 to May 2012, twelve mothers at risk to deliver at the limit of viability
meeting the inclusion criteria were referred by their obstetrician. Half of them and their part-
ner provided their written informed consent to participate; however, one of these mothers
delivered before the clinical antenatal consultation. All neonatologists and fellows involved in
the antenatal consultation for these parents also provided their written informed consent prior
to the research procedures started. In total, 5 systems consisting of 16 participants (5 mothers,
5 fathers and 6 neonatologists or fellows in NPM) were included in the study. Participating
parents varied in age (ranging from 20 to 37 years) and gestational age (from 227 to 26**”
weeks). The demographic characteristics of the participants appear in Table 1.

Table 1. Description of the participants, parents’ participation satisfaction scores and number of antenatal consultation.

System

#2

#4

#1

#6

#5

Gestational age (weeks) Participants Age (years) Parents satisfaction (—/10)

22+6/7 (Twin gestation) Father 22 9
Mother 20 9

Fellow in NPM** - 8

MD* - 8

24+1/7 Father 37 10

Mother 30 9

MD* - 9

24+4/7 Father 25 10

Mother 24 10

MD* - 9

25+3/7 Father 33 9

Mother 30 8

MD* - 10

26+0/7 Father 25 2

Mother 26 3

Fellow in NPM** - 7

* MD: Physician (MD) neonatologist
** NPM: Neonatal Perinatal Medicine

doi:10.1371/journal.pone.0166151.t001
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Parents’ perception of their role in the decision-making process

The variability and the complexity of the parents’ perception of the role of each participant in
the decision-making process was noticeable. The analysis of the verbatim of the PAC inter-
views demonstrated that parents wished to participate in the decision-making process since
they felt directly concerned, albeit in distinctive ways, vis-a-vis their partner and vis-a-vis the
physician for each system.

Vis-a-vis the physician; the parents wanted, to varying degrees, the opinion or guidance of
the health care professional from "it is a parent decision" to "the physician making the decision,
while maintaining a desire to understand the basis of that opinion". The different perspectives
presented:

It is a parent decision notwithstanding physician’s opinion:

« I understand that, but it is still my decision because it is my child, right?. . .,.. . I appreciate a
doctor to say they do not think it will work, but you can still try. I am glad they have an opin-
ion, but I have one too. » (Mother—System #2)

It is a parent decision based on selected information:

« If the baby was coming, I would give a chance to my child, I said it with my words. [. . .] The
doctors know what is good for the baby. So we share the information and I triage them. I am
taking what is good for my baby and me. » (Mother—System #4)

It is parent decision but physician may have an opportunity to make a different choice:

« I'm glad that we do have a [a part in the] decision, because when it comes down to it, it is
our baby, but also the fact [. . .] that we get the professional side of it as well. (Father—System
#1) [...] Even if we say yes, go for it, they won't just do it and that’s all, they are going to take
into consideration the baby’s health also. (Mother—System #1)

It is a physician decision but want to understand the rationale:

« The healthcare practitioners’ advice would weigh very strongly on our decision because we do
not know this stuff. [. . .] You know, we basically were going to leave it in the medical profes-
sionals’ hands to tell us what to do and we would do it. [. . .] I want to know what they are
doing, but I want to understand why they are doing it. » (Mother—System #6)

The parents who were not satisfied with their participation felt that the physician had all the
control over treatment decisions.

« I did not perceive that I had control of this, because I am not the physician, I am not the one
performing the resuscitation, I feel that I don't have control of this. . ... » (Mother—System
#5)

If the physician had explored their wishes to participate (as was done in the PAC interview),
he would have discovered that these parents felt that the decision should have been theirs and
they should have been told that. They felt they did not have the opportunity to participate as
they would have wished.

PLOS ONE | DOI:10.1371/journal.pone.0166151 November 28, 2016 6/16



@° PLOS | ONE

Neonatal Shared Decision Making — A Blueprint For Physician Action

« If the decision belongs to the parents, yes, in this case, yes [. . .]. It would have been nice to
have been told that ‘in this case there are these risks and the decision is yours if you want to
keep going or not’. . . » (Mother—System #5)

Vis-a-vis their partner; some parents-both mothers and fathers—felt that the mother has a
more predominant role in the decision:

« Honestly, I feel like I have more authority over my children then he (her partner) does
because I feel like they (twins) are mine. » (Mother-System #2)

« She is carrying the baby, that is why I say all decision she will make [. . .] her decision will
be mine. » (Father-System #4)

For others the responsibility of the decision is shared equally between the partners.

« I don’t want to influence you, but I think that is fifty -fifty. » (Mother) [...] « I am pretty
sure that we are on the same page on this. » (Father—System #5)

« [...] it’s not just one person, its both of us. Its both our baby, so we have to discuss
what. . .its not just one person that will make the final decision. » (Father—System #1)

Notwithstanding the complexity and the variability on how each parent wished to partici-
pate in the decision-making process to the point that each system was distinctive, parents
described similar physician actions relating to their satisfaction with their participation in the
decision-making process.

Parent satisfaction with their participation

The parents in 4 systems (# 1, 2, 4 and 6) scored their satisfaction with their participation in
the decision-making process between 8 and 10 on the VAS. In one system (# 5), the father and
the mother scores were 2 and 3 respectively, which we characterize as “dissatisfied” because of
the great difference from the other systems and considering their PAC verbatim. Surprisingly,
even though the parents rated the scores individually and silently; scores were similar between
the two partners for all 5 systems. All physicians thought that parents were satisfied, giving per-
ceived parent satisfaction scores between 7 and 10 including for the parents (system # 5) who
were dissatisfied. The participation satisfaction scores for all participants of each of the 5 sys-
tems can be found in Table 1.

Physician actions relating to parent satisfaction with their participation

Themes identified from the analysis of the verbatim transcription of the PAC interviews relat-
ing to physician actions that facilitated parent satisfaction with their participation fall into four
broad categories: 1. Building a trustworthy parent—physician relationship, 2. Providing bal-
anced information, 3. Offering choices regarding treatments, 4. Allowing time to think. Cate-
gories are presented in Table 2 in order of importance based how often they were identified in
these 5 systems; “building a trustworthy parent-physician relationship” was clearly described
in all 5 systems and “allowing time to think” in only 2 systems. However, this “order of impor-
tance” may be unique to these 5 systems. Quotes from parents obtained during the PAC inter-
views identifying the physician actions and the communication strategies described below are
presented in Table 2.

1. Building trustworthy parent-physician relationship. The development of trust
between parents and the physician was mentioned multiple times by parents in PAC
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interviews of all 5 systems to explain their satisfaction of their participation in the decision-
making process. As laid out in Table 2, parents gave many different examples to illustrate the
importance of the establishment of a true relationship with the neonatologist. It was noticeable
that each parent described specific physician actions to explain the emergence of a "true con-
nection" with the neonatologist. Being able to "to try and put themselves [physicians] in the situ-
ation that they are walking into" (System #2) or being sensitive to parents’ situation to be
supportive or empathetic seemed important. Many different non-verbal actions were often
mentioned including the quality of the visual contact, being able to sit, being personable, being
calm in the tone of the voice and gestures, and listening to parents’ concerns. The ability to
demonstrate competence not only by being knowledgeable but also showing an understanding
of the mother’s specific medical history was noted. Also mentioned was keeping parents in the
conversation by asking them how they would like to be supported, by facilitating questions
from them, and by avoiding interruptions or long explanations; as System #5 described it as “It
was like a long fax”.

2. Providing balanced information. Hearing clear, direct, and truthful information from
the physician even though it could be devastating was important to parents. Parents found it
reassuring that the physician was able to keep a balance between the negative and the positive
potential outcomes. More than the statistics describing the best evidence and the limits of their
applicability, most parents wanted information regarding what would happen, step-by-step, to
their baby after birth and to be assured that they will be kept posted on how their baby reacts to
the care provided. It was also important to parents to be allowed to ask questions and to receive
answers as well as to have access to tools to help them remember the information received.

3. Offering choices regarding treatment options. Explaining treatment options includ-
ing palliative care, limitation of resuscitation and intensive care, aligned to the best evidence of
risks and benefits for their infant in a way that parents could understand and also allowing
parents to choose options influenced their satisfaction concerning their participation in the
decision-making process.

When parents felt their concerns and values were not respected, they disengaged, which
jeopardized their opportunity to participate. This could be due to the content or the manner of
presentation of possible treatment options. Respectfully presented, the physician’s expert opin-
ion about a specific option could be welcome even though it was different from the parents’
opinion. When alternatives were not discussed, parents felt they had no choices and were
dissatisfied.

4. Allowing time to think. Parents appreciated when the physician allowed them time to
think about the options presented without rushing them to make a decision. Giving parents an
opportunity to think about the information received and the available choices allowed them
not only to digest the volume and the complexity of information but also to identify their ques-
tions that would clarify their understanding. That the antenatal consultation was conducted in
two parts divided by a pause was mentioned as facilitating parents’ participation.

Discussion

This study provides useful insights about physician actions identified by parents as facilitating,
or not, their desired participation in antenatal consultations. Taken all together, the actions
described by parents provide a blueprint (Fig 1) for physicians to facilitate parent participation
to the extent that each parent desires. If appropriate physician communication strategies are
lacking in the clinical consultation, parents may feel disappointed or judged to the point of dis-
engaging, becoming silent, which could be interpreted as a lack of desire to participate when in
fact they are reacting to the actions of the physician.
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One of the most important observations made through this study was that even though
there was a great complexity in how parents describe their role in the decision-making process,
with only a few gender differences both fathers and mothers described comparable determi-
nants of their satisfaction in their participation in the decision-making process.

Two of the systems were distinctive as a fellow was involved in the antenatal consultation.
One in particular (system #5), parents dissatisfied with their participation in the decision mak-
ing process met only the fellow. For this particular system (#5), two different aspects were
noticed after reviewing the videotaping of the consultation (see reference [22] for more
details): First, the frequency of interruptions made by the fellow was high compared to the
other systems which illustrates an inability of the fellow to alternate the “expert” stance to the
point that the parents disengaged from the conversation, and secondly, no choice other than
full intensive care option was discussed with the parents. In the PAC it was clear that the
parents would have wished to discuss an alternative option related to their concerns. These
unique characteristics of this system (#5) reinforced our findings that other parents found
their participation was facilitated by the clinician discussing choices or options with parents by
alternating with them the “expert” stance, mentioning that it helped to build a trustworthy
relationship between them. Second, also in this system (#5), the dissonance between the
fellow’s perception of level of parents’ satisfaction of their participation and the actual sati-
sfaction scored by both parents was remarkable. This finding is similar to other research in

Building trustworthy parent — physician relationship

Listening to parents concerns

\,
=

Alternating the “expert” stance : Physician as expert in medical information 1
Patient as expert in their values

<

Making visual contact

A

Displaying empathetic behaviours

Pacing one’s speech to parents needs Facilitating
< parents’
Supporting parents desired
) participation
\ Demonstrating competence
Provid iqg . . /
Offering Allowing time /
balanced ; : /
- ol choices to think
~informati /

1 2 G I

Fig 1. Blueprint for facilitating parents’ desired participation in shared decision making.
doi:10.1371/journal.pone.0166151.9001
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demonstrating discrepancies between parents and physicians regarding both how parents
want to participate [21] and how shared information is recalled or interpreted [6]. However,
that the interview of system #5 was conducted by a fellow does not diminish the importance of
what we learn from this case. The object of this study was not to discover the “best” clinician,
but rather to discover those clinician actions or communication strategies that parents say influ-
ence and facilitate their participation in decision making.

Our findings add further pertinent information to prior research concerning parent partici-
pation in a shared decision making process.

First, building a trustworthy parent-physician relationship seemed crucial for parents who
are at risk to give birth to an extremely premature infant. Parents’ trust in their physician has
been shown not only to influence decision-making process but also to allow parents to be reas-
sured and to better cope with the uncertainty associated with the difficult decisions to be made
[6,12,34,37]. Our results provide detailed descriptions of physician actions and attitudes that
can be incorporated into the “best evidence model” of decision making [8] to ensure genuine
participation of the parents. For example, eliciting and listening to parents’ values, concerns
and perspectives of their experience before presenting statistics regarding medical interven-
tions helps to develop the trustworthy parent-physician relationship that facilitates parent par-
ticipation. Parent-identified strategies; such as pacing one’s speech to parents’ needs and
supporting parents, sharing the "expert" stance between physician and parent.

Second, the information shared during the antenatal consultation has been shown to help
mothers understand what could happen to their baby and thus diminish their concerns [31].
Facilitating parents’ questions and listening to parents’ worries during the antenatal consulta-
tions were identified as strengths by parents in our study. Our results confirm that parents
want to hear a message of hope [5,19] but still want to face the reality and be told the truth,
even though devastating [13]. But more importantly, rather than receiving neutral information
as described by Payot et al. [6], our parents described that they appreciated “balanced” infor-
mation that describes both risks and benefits of treatment options.

Third, as indicated by Kavanaugh, receiving information is not necessarily an indication
that the parent will feel involved in the decision-making process [13]. Our study specified that
more than just receiving information, parents mentioned the importance of being offered
choices of treatment options as facilitating their feeling of being involved in the decision-mak-
ing process. For example, being told by the physician that resuscitation is the only option can
generate a sense of loss of control over the situation and also a feeling of guilt and of being
judged for wanting to consider other treatment options such as palliative care.

Finally, our results describe the importance to parents of allowing them time to think about
the information received and the treatment options. This is similar to the findings of McHaffie
etal. [12] and Kopelman [38]. In our study, offering a follow-up antenatal consultation pro-
vided a satisfactory sense of having time to think.

Strengths and limitations

The qualitative multiple-case study design was chosen to gain the much needed rich descrip-
tion [39] of the parents’ perceptions of the interactions between them and their physician dur-
ing the clinical antenatal consultation. Granted that case studies do not provide statistically
generalizable results, that thematic saturation may not be conclusive based on 5 systems, and
results may not represent all physician actions that facilitate parent participation in decision-
making. However the rigor of the data collection and analysis as well as the usefulness of this
practical first blueprint for physician action in similar contexts constitute a valuable addition
to evidence regarding appropriate shared decision making [40].
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Interviewing both parents simultaneously during the PAC interview with the aim to obtain
arich and detailed description of parents’ satisfaction of their participation in the decision-
making process, it may have precluded finding gender differences in regards of the determi-
nants of parents’ satisfaction.

Although some of the communication strategies reported here have been found in other
studies, they were never examined, to our knowledge, from the perspective of parents as they
participate in the decision-making process concerning treatment choices for their infant at
risk of being born at the limit of viability. These parental descriptions constitute a major
strength of our study. The communication strategies linked to these actions are very practical,
specific, and useful to physicians seeking shared decision making in this context and poten-
tially in other similar clinical situations.

Suggestions for future research

Additional research on the perspective of parents involved in decision making in these same,
as well as in other specific, situations such as a disagreement between parents and health care
providers regarding the best interest of the infant at risk of being born at the limit of viability,
would give clinicians still more details on how to facilitate parents’ desired participation.

Conclusion

The satisfaction of each parent regarding his or her participation in the decision-making pro-
cess during the clinical antenatal consultation requires the opportunity to participate as they
desire. The neonatologists can facilitate this opportunity by a multiple of actions throughout
the interaction with the parents such as building trust, providing "balanced" information,
offering choices, and allowing time to think.

Clinical implications

Professional societies, including the Canadian Paediatric Society and the American Academy
of Pediatrics, strongly support shared decision making in the determination of treatment in
the best interests of infants at risk of being born at the limit of viability [4,41]. Their guidelines
state that professionals have the responsibility to invite parents to participate and, minimally,
to ask how the parents want to be involved [41]. However, rather than “ask,” the results of the
present study suggest that the physician should act with parents in ways that facilitate their
desired participation.
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