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Abstract

accurate information, and support resources for families.

Support

The communication of a Down syndrome diagnosis to mothers is a pivotal moment that can impact their
emotional well-being and the subsequent care for their child. This study aimed to explore maternal experiences
with receiving a Down syndrome diagnosis. A total of 40 mothers participated, 42.5% received a prenatal diagnosis,
17.5% received the diagnosis during labor and delivery, and 40% received the information at the early postnatal
period. Through reflexive thematic analysis, four key themes emerged: (1) About Who and How the News Was
Delivered (2), About When the News Was Delivered (3), On Where the News Should Be Delivered (4), parents’
positive experiences emerging from this, predominantly, negative episode. Our findings emphasize the need for
improved training for healthcare professionals in delivering sensitive diagnoses, with an emphasis on empathy,

Keywords Down syndrome diagnosis, Maternal experience, Healthcare communication, Prenatal diagnosis, Empathy,

Informing a family that their unborn child has Down syn-
drome is a pivotal moment that can now occur not only
at birth but also during the prenatal phase [1-4]. The way
this news is delivered—how it is conveyed—holds sig-
nificant weight for families and their decision to continue
with the pregnancy [5-8].

The delivery of news in this context is crucial as it
frames perspectives on disability, human nature, and par-
enthood [6, 9] and influences parental decisions, from
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pregnancy continuation to adjusting to the birth of a
baby with Down syndrome [3, 10, 11].

In many countries, prenatal screening for Down syn-
drome is integrated into publicly funded healthcare pro-
grams and can be diagnosed with a degree of certainty [6,
10-12]. Studies indicate that while routine ultrasounds
help parents see the fetus as a ‘child, deviations from typ-
ical development often cause disorientation or distress
[1].

Approximately 85% of mothers of children with Down
syndrome learn of the condition postnatally [13]. Prena-
tal diagnoses often occur through screening prompted
by age-related risks or considerations about abortion [3,
10, 14, 15]. The communication of a Down syndrome
diagnosis is shaped by stigma toward individuals with
intellectual disabilities [16]. Intellectual disability, a
developmental condition involving cognitive difficulties
and challenges in adaptive behavior, is strongly associated
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with Down syndrome, the most common chromosomal
genetic condition [17, 18]. Globally, people with intel-
lectual disabilities are among the three most stigmatized
groups, affecting their social inclusion [19, 20].

Some literature suggests that stigma toward intellec-
tual disability may influence prenatal diagnosis processes,
including in some cases implicit or explicit recommen-
dations for abortion by physicians to mothers expecting
a baby with Down syndrome for eugenic reasons [5, 21,
22]. Similarly, negative stigma may also affect postnatal
diagnoses. Studies indicate that many physicians empha-
size the limitations of intellectual disability when com-
municating the diagnosis [7, 15]. For some parents, the
intellectual disability associated with Down syndrome is
often the most devastating aspect of the news [23, 24].

Some authors stress that news-breaking should “help
them [the parents] make the appropriate informed deci-
sion” (p.2) [6]. Therefore, the way the news is conveyed
affects parental decisions about pregnancy continuation
[5, 11, 21] and the postnatal bond, especially attachment
[6, 8]. One study described mothers initially refusing to
feed or care for the baby after learning of the Down syn-
drome diagnosis [7].

Delivering information clearly, calmly, with evidence-
based details and space for parents to ask questions can
foster a strong bond between healthcare profession-
als and parents, help manage the emotions triggered by
unexpected news, and guide them through subsequent
steps [7, 14, 15]. It is also relevant to recognise available
evidence that shows that breaking such news is challeng-
ing for healthcare professionals [7].

There is limited evidence on how news of the birth of
babies with Down syndrome is delivered globally. Most
studies [14, 25-27], mainly conducted in Europe and
North America, focus on elective abortion. These stud-
ies suggest that the delivery of the news often conveys
a sense of bad news, reflecting negative attitudes and
stigma toward disability [7, 15].

Evidence is limited for other countries. Chile has a high
birth rate of babies with Down syndrome, at 2.4/1000 [28,
29], compared to the estimated 1/1000 prevalence rate
in other countries [2], where rates are steadily decreas-
ing. The country ranks third globally in Down syndrome
births, after the United Arab Emirates and Japan [2]. In
Chile, an abortion law was introduced in 2017, known
as the “three causes law” This law allows abortion when
the pregnancy is the result of rape, or when the life of
the fetus or the mother is at risk. Down syndrome is
not considered a valid reason under these three cases,
and therefore, abortion of fetuses with Down syndrome
is prohibited and legally prosecuted. In addition to this,
many healthcare professionals maintain conscientious
objections, and negative perceptions of abortion per-
sist [30]. Conscientious objection refers to the refusal to
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follow a norm due to moral or religious beliefs. Current
legislation allows healthcare professionals to refuse abor-
tions and to perform other procedures conflicting with
their beliefs.

This study aimed to explore the experience of moth-
ers receiving a Down syndrome diagnosis, either pre- or
postnatally, contributing to the limited evidence in this
field, including unique data from the Global South. A
qualitative approach was used to capture these in-depth
experiences.

Methods

This qualitative study focused on the interactions
between mothers and their children (aged 12-44
months) with Down Syndrome. The study employed a
cross-sectional design and conducted a reflexive the-
matic analysis, framed within an interpretivist paradigm,
to identify recurring themes in mothers’ recollections of
the moment they were informed of their child’s diagno-
sis. In all cases included in the study, the mothers who
received a prenatal diagnosis carried their pregnancies to
term and have their babies alive and with them.

Participants

This study was conducted with forty mothers (n=40) of
children with Down syndrome aged between 12 and 44
months old. All participants were living in an urban zone.
The average age of the participating mothers was 37.7
years old (minimum 24 and maximum 45 years old), and
of their babies was 20.4 months of age (minimum 12 and
maximum 44 months old). Participants received prena-
tal and childbirth care in public hospitals (10%), private
clinics (47.5%), a mix of public-private settings (22.5%),
and 20% of participants did not specify the setting. Some
details about the sociodemographic characteristics of the
participants are presented in Table 1.

Procedure
The study was approved by the Accredited Scientific Eth-
ics Committee. In Chile, these committees are accredited
by the Ministry of Health. Participants were recruited
through non-governmental organisations (NGOs) that
provide therapeutic services to people with Down syn-
drome and their families. Field research experience in
Chile has shown that this is the best strategy for recruit-
ing participants with Down syndrome in scientific stud-
ies. Unlike other countries with higher income levels, in
the Global South countries, most public policies are tar-
geted rather than universal. In this case, not all children
receive early stimulation, only those at risk for neurode-
velopmental issues.

In practice, this means that any child with Down syn-
drome born in Chile can be referred by a pediatrician
to the available care system called Chile Crece Contigo.
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Table 1 Mothers'sociodemographic data (N=40)

Percentage

When the news was delivered
Prenatally 17 42.5%
Labour and Delivery 7 17.5%
Postnatally 16 40%
Monthly family Income (USD)
<$181.15 1 2.5%
$181.16 < $357.16 1 2.5%
$357.17 < $566.87 7 17.5%
$566.88 < $909.87 2 5%
$909.88 < $2.439.954 10 25%
> $247844 19 47.5%
Educational level
Incomplete elementary school 1 2.5%
Complete elementary school 0 0
Incomplete high school 0 0
Complete high school 8 20%
Technical degree 0 0
Graduate degree 21 52.5%
Postgraduate degree 10 25%
Mothers’ pregnancy history

Mean
Age at the start of the pregnancy 37,7
Gestational weeks 37,07

However, there are waiting lists, and the quality of care
has often been questioned, so most families complete
their care by attending these NGOs. Within the NGOs,
there is a wide range of costs; although they all offer more
or less the same services for children under three years
old, fees range from free care to payments around 650
dollars per month.

In coordination with the management of each NGO,
families were provided with information about the study,
and those who agreed to participate signed informed
consent forms. Participants were also recruited through
social media. In the sample reported in this study, six
mothers were recruited through the Instagram com-
munity. In these cases, there were one-to-one meetings
between the research team and the interested family,
where the study objectives and scope were explained, and
those who expressed willingness to participate signed
informed consent forms.

From the grant formulation stage that enabled this
study, an advisory group of five mothers of individuals
with Down syndrome was established. Their sons and
daughters ranged in age from 2 to 35 years at the time
they were invited. Of these five mothers, four are pro-
fessionals actively working, and one, the mother of the
youngest child, is dedicated to his care. These mothers
had previously participated in studies conducted by the
research team. Their role was to accompany the research-
ers throughout the process, contributing insights from
their own experiences. Following the Bigby et al. [31]
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model of participation for Experts by Experience, they
served as advisors.

Once each participant agreed to be part of the study
and signed the informed consent form, completed a
questionnaire that collected socio-demographic data
and this information was organized into a database.
When the mothers answered the initial questionnaire,
which included questions related to pregnancy and
childbirth, it became evident that they had information
about that time that they wanted to share. The research-
ers, together with the advisory group, decided to explore
this in greater detail. To do so, they requested an amend-
ment to the protocol submitted to the ethics committee
to include questions aimed at obtaining this information.
Once the committee’s authorization was obtained, three
weeks after request itfollowing the initial request, this
interview was added to the socio-demographic question-
naire, allowing the inclusion of all 40 participants.

These 40 mothers participated in a semi-structured
interview aimed at exploring in greater depth their nar-
ratives about how they received the news that their
children had Down syndrome. The interviews were con-
ducted by a psychologist with specialist training in sup-
porting families of children with intellectual disabilities.
The semi-structured interviews began with an open-
ended question that allowed participants to narrate their
experiences freely. The interview then continued with a
series of semi-structured questions to delve deeper into
the mothers’ experiences. The interviews lasted a mini-
mum of 15 min and a maximum of 40 min. The question-
naire used is available in Appendix 1. Each interview was
transcribed by a research assistant, and the information
was added to the database containing the socio-demo-
graphic data.

Approach to analysis

Collected data were analysed using Reflexive Thematic
Analysis [32]. This approach was considered appropri-
ate for this study because it allows for both flexible and
reflective work on a dataset containing information on
a topic that has been scarcely addressed and that needs
to be informed from epistemological perspectives that
consider the territoriality of the Global South. As a flex-
ible approach, it provides the possibility of developing
a deductive analysis with a reflective positioning of the
research team regarding the meanings conveyed in the
interviews conducted.

The method was applied considering five of the six
steps suggested by Braun & Clarke [32], which involved: a
process of familiarization with the information contained
in the database, initial coding, the generation of initial
themes, the development and review of the themes, and
finally, the refinement and labelling, which are presented
here narratively.
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All data were initially coded by one researcher and
then discussed within the research team, including
one researcher who had no prior involvement with the
interviews. To enhance reflexivity and in an attempt to
incorporate subjectivity, the team considered how their
own experiences shaped interpretation. Additionally,
we sought feedback from the external advisory group to
strengthen interpretation through triangulation.

It is worth noting that the four authors of this article
are women, three of whom are mothers who experi-
enced their pregnancies in different parts of the world
(Chile, the Netherlands, Germany and the United King-
dom). None of the authors is a mother of a child with
Down syndrome. One of the authors is not a mother and
approaches the process with greater distance. The par-
ticipants were informed about the academic degrees and
workplaces of the researchers, as well as the fact that the
group included foreign and migrant researchers. How-
ever, they were not provided with information about the
motherhood experiences of each researcher.

Results

In all cases, the conversation began by asking the moth-
ers where they had received the news regarding the pres-
ence of Down syndrome in their child. A total of 42.5%
received a prenatal diagnosis, 17.5% received the diag-
nosis during labour and delivery, and 40% received the
information at the early postnatal period.

The reflexive thematic analysis allowed the identifica-
tion of four commonalities in the meanings conferred: [1]
who and how the news was delivered (with two frequent
subthemes being the skills and knowledge demonstrated
at the time of communication) [2], when the news was
delivered, with narratives appearing across three peri-
ods (prepartum, peripartum, and postpartum) [3], where
news should not be delivered, with frequent references to
the setting, and finally [4], positive experiences. A con-
ceptual map of these topics is presented in Fig. 1.

About who and how the news was delivered
Although who delivered the news and how was the
process may seem like two separate topics, in the way
the mothers provide information about it, these topics
appear intertwined. It was not possible to separate them
during the coding and analysis process; therefore, they
are presented as interwoven as they appear in the narra-
tives. We affirm that these topics are deeply intertwined
because, in their narratives, the mothers describe who
gave them the news and immediately include details or
descriptors about how that moment unfolded.

Regarding who delivered the diagnosis, in 31 cases it
was reported to be a doctor during a general consulta-
tion, in five cases an ultrasound technician, in two cases
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a nurse, and in two cases a person outside the immediate
healthcare team.

A common theme that emerged in the interviews was
that medical staff lacked both the skills and training to
deliver this type of news, this included physicians, nurses
and ultrasound technicians. Mothers pointed out that, on
some occasions, the person who delivered the diagnosis
provided incorrect information (such as: “your child will
never walk” (or “children with Down syndrome die very
young”). They even indicated at times that they could not
provide more information due to a lack of knowledge
about the condition and its prognosis. Several mothers
mentioned that the news had been delivered in a manner
they described as “cold, with little empathy”

Regarding the skills of the doctors, one mother says:

Doctors aren’t taught how to tell you that your baby
has Down syndrome. They deliver the information
as if it were a tragedy” (35 years old, received care in
a private clinic).

Regarding the skills of ultrasound technician and nurses,
one mother says:

The midwife spoke as if she were offering condo-
lences” (36 years old, did not specify where she
received care).

Regarding knowledge, the mothers narrate that the
healthcare staff seemed to be poorly informed about
Down syndrome, making it difficult to provide accurate
information. One mother said:

The experience with the gynaecologist was differ-
ent (compared to the neonatologist, who was ‘very
empathetic and delicate in delivering information’)
because he seemed not to be very informed about
Down syndrome” (43 years old, received care in a
private clinic).

In another case, a mother recounted her experience with
a geneticist consulted right after the birth:

The geneticist at [Private Clinic] was a disaster, she
was unpleasant. She said, ‘Well, at your age, you
should have known something like this could hap-
pen; very unpleasant. Overall, it was catastrophic
the entire time. She said, “Your child won’t eat, won’t
breastfeed, and if he gets sick before his first year,
he will die” (43 years old, received care in a private
clinic).
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Fig. 1 Conceptual map of the presented topics

About when the news was delivered

Several mothers mentioned that “something happened”
during the ultrasound scan appointment, but that they
did not receive clear information at that time. In the case
of mothers who received the diagnosis prenatally, all of
them recall having experienced situations that caught
their attention. They mentioned things like: ‘everyone in
the room went silent and looked at each other, ‘the doctor
appeared uncomfortable, ‘suddenly, they stopped talking
to me, ‘they asked my companion to step out with the doc-
tor for a moment, among many others.

Some said, “the doctor saw something, but didn’t
want to tell me even when I asked, while others
mentioned inappropriate comments from the doctor,
such as “he told me the baby was going to die” In sev-
eral cases, mothers reported that during the ultra-
sound, they were warned about physical characteris-

tics like “he will be small” or “he will be short-legged’,
but no further information was provided.

Contrary, some mothers indicated being informed of
signs suggestive of Down syndrome during a regular
ultrasound check, but decided not to proceed with con-
firmatory tests. For example, one mother recounts:

After the 16-week Doppler, they saw signs [suggestive
of Down syndrome], and I decided not to take the
test [amniocentesis] and wait until birth” (36 years
old, received care both in a private clinic and public
hospital).

A prenatal confirmation was not always well received:

When we found out, we felt horrible. It was hard to
accept the news. We decided not to seek informa-
tion or help until the baby was born” (35 years old,
received care in public hospital).
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Conversely, other mothers appreciated having learned
about it prenatally, stating that it “allowed them to arrive
at the birth prepared and calm” (39 years old, received
care in a private clinic).

This diversity of experiences among mothers who
found out their child’s condition prenatally contrasts with
the narratives of mothers who received the news at the
time of birth. For those mothers, it was a uniformly nega-
tive experience. Further, in 11 cases where the news was
delivered at birth, it was first communicated to the father,
who then informed the mother. Some narratives exem-
plify these experiences:

They called the father after the birth to tell him
that [the baby] had ‘traits of Down syndrome. They
informed me after they told the father that [the
baby] seemed to ‘have traits! They told me in the
operating room while closing my abdomen” (37 years
old, received care in both in a private clinic and
public hospital).

In another case, a mother recounts:

While they were cleaning and weighing the baby, the
paediatrician told the father, ‘Did you know your
daughter has Down syndrome?” Since it was dur-
ing Covid times, the father had to tell me over the
phone. The doctor was very cold when informing
us” (39 years old, did not specify where she received
care).

Postnatal identification sometimes was done not by gyn-
aecologists or midwives but by other health professionals
such as paediatricians and geneticists. The experiences
also varied widely. Some narratives described neutral
experiences:

The father found out first as the paediatrician told
him. He was the one who informed me afterward”
(36 years old, did not specify where she received
care).

However, other narratives are more striking. For example:

During check-ups, they mentioned the risk of Down
syndrome due to my age. However, ultrasounds and
tests indicated everything was within parameters.
When they took the baby after birth to clean her, and
while I was waiting in the hospital corridor, a doctor
approached and asked if I had been informed about
Down syndrome. They then explained the suspicion
and said they would conduct all tests. The baby was
hospitalized in neonatology, so I was going in to give
her milk. But they did not offer any further informa-
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tion. I remember a staff member, outside the hos-
pital protocol, who was a mother of a person with
Down syndrome, explained what was happening (...)
it was difficult, I was very sad for over a year” (42
years old, received care in a public hospital).

The fact that in 11 of the reported cases, the father
received the initial news instead of the mother is one
of the most striking findings of this study. Although no
mother directly expressed emotions regarding this situa-
tion, there were indirect mentions that revealed mothers’
discomfort and surprise in response to it.

On where the news should not be delivered

The narratives analysed highlighted wide variation in the
location where the news is delivered. News is predomi-
nantly given during medical procedures for those who
received it prenatally, in the operating room for those
who received it during labour, and in unconventional
places like hospital corridors for those who received it
postnatally.

Regarding prenatal experiences, one mother shares:

I found out when the technician told me during an
ultrasound, before anything was confirmed, that the
baby was going to die” (35 years old, received care in
a private clinic).

One mother recounts:

They informed me ..., saying that the girl seemed to
have traits, still in the operating room, while they
were closing my abdomen. I would have liked them
to wait a bit to tell me, a little more empathy from
the doctors” (37 years old, received care in both in a
private clinic and public hospital).

In another case, a mother narrated the experience
between her husband and a doctor:

A doctor approached my husband in the hallway
and asked if anyone had mentioned anything to him
about Down syndrome. My husband didn’t know
anything, and that's when they explained the suspi-
cion to him and said they were going to run all the
tests” (42 years old, received care in a public hospi-
tal).

About positive aspects identified by the mothers

Although it was not common, in six interviews, the
mothers highlighted certain aspects they found posi-
tive. While in all cases the experience of receiving the
news was shocking and painful, it seems important to
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emphasize these moments, as they may provide insights
into elements that should always be considered.

These narratives identified the following positive
aspects: (a) that professionals provide clear and direct
information about the child’s condition and its implica-
tions, (b) that professionals use expressions (both verbal
and non-verbal) that convey calmness and de-escalate
the situation, (c) that explicit information about care
centers and support groups is provided, (d) that the fam-
ily is informed about support and assistance opportuni-
ties for both the child and the immediate and extended
family, (e) that the information is delivered in a positive
tone, and (f) that, in general, the delivery of information
is empathetic and cordial.

Here are two narratives that reflect these elements:

When the doctor did the ultrasound, he was straight-
forward, told us what he saw, and that there was a
probability of Down syndrome. He gave us informa-
tion about the condition, mentioned various forms
of support and therapies. It was a positive experi-
ence” (38 years old, received care in a private clinic).

Another mother shares:

When we received the news, a social worker came to
talk to us, along with the doctor. The doctor gave us
a book she had written about children with Down
syndrome. She was very approachable” (36 years old,
received care both in a private clinic and public hos-
pital).

Discussion

The results of this study provide critical insights into
the experience of mothers receiving a Down syndrome
diagnosis for their child. These findings illustrate several
important issues, particularly in how healthcare profes-
sionals communicate this diagnosis and the resulting
emotional impact on families. The themes identified align
with findings in previously published studies [23]. Avail-
able evidence suggests that these aspects have long-last-
ing implications for parents and families [33—36], and our
results provide evidence in favor of the need and urgency
for protocols in healthcare that ensure the delivery of
information in a more humanized manner, addressing
clear guidelines on who should deliver the information,
where, and how.

One of the most notable findings concerns the inter-
twining of two key aspects: who delivered the diagno-
sis, and the communication skills demonstrated. Our
results show that, although in most cases the person
responsible for delivering the news was a medical doctor,
there were cases where another professional delivered
the news, which is noteworthy and suggests that there
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is neither clear regulation nor an established practice as
a minimum standard. In all cases, this is with doctors,
ultrasound technicians and nurses, the level of empathy,
knowledge, and communication skills demonstrated were
characterised by low levels of empathy and knowledge
(about Down Syndrome) often resulting in negative expe-
riences for participants.

This finding reflects similar evidence from other coun-
tries where healthcare professionals often lack adequate
training in communicating sensitive information, partic-
ularly regarding genetic conditions like Down syndrome
[13]. The high frequency of communicating incorrect or
misleading information—such as dire predictions about
the child’s future—highlights a crucial area for improve-
ment. Healthcare professionals need to be equipped not
only with accurate medical information but also with
communication skills that reflect empathy and support
for the family [37].

In this study, in 11 cases, the news was first delivered to
the father, who then communicated it to the mother. This
result is particularly striking and prompts several ques-
tions and reflections. Firstly, we cannot assert (or deny)
that this is a widespread cultural practice, as we have
not identified other studies providing comparative data.
However, in a study involving the general population in
the country, it was reported that fathers often have a pri-
vate moment with their newborns, which is perceived as
a highly positive experience for fostering bonding [38].

When mothers recount that the information was given
to the father before them, they express dissatisfaction
with this action, saying they felt “pasadas a llevar”—a
colloquial expression in Chile used to refer to situations
where essential rights have been disregarded. In this
context, although it may seem striking, we suggest that
this action constitutes a form of symbolic obstetric vio-
lence. Within the epistemological framework of obstetric
violence, this practice is defined as the one exercised by
healthcare personnel on women’s bodies and reproduc-
tive processes, characterized by dehumanizing treatment,
excessive medicalization, and the pathologization of nat-
ural processes (for a complete revision with an idiosyn-
cratic approach on Latin America review Beatriz vs. El
Salvador, Inter-American Court of Human Rights [39]).

Obstetric violations may arise through omission or
through deliberate action (e.g., actions performed with-
out the woman’s consent, or mistreatment). Both moth-
ers are fathers have an equal right to receive such news,
and for this to take place in a compassionate and consid-
erate manner.

Adhering strictly to the legal terms of the situation in
Chile, in births, mothers are considered the patients,
and the newborn is regarded as a subject of interest but
not yet a rights-holder—a status that will be acquired
upon registration, along with the right to identity. In this
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context, there is no doubt that the mother, as the patient,
holds all rights, including the right to dignified, human-
ized, and well-informed care [40]. Practices where infor-
mation is not provided, or incomplete information is
given, constitute poor practices that, in this context, can
be interpreted through feminist theories as forms of per-
petuating social power relations that go beyond personal
interactions. We believe this is a pivotal finding of our
research that should prompt discussions on new guide-
lines and public policies aimed at the humanization of
care in these situations.

The perception that some medical professionals
approached the conversation as a “tragedy” underscores
the detrimental effects of delivering the diagnosis in
a way that can exacerbate distress for the family. The
emotional tone set by healthcare providers is critical, as
it may influence how parents process the diagnosis and
begin to adjust their expectations for their child’s future
[41]. Training programs for healthcare professionals
should place a greater emphasis on empathy, sensitivity,
and the provision of clear, accurate information, in addi-
tion to emphasizing the need for healthcare profession-
als to understand that there are factors related to how the
news is delivered that can either complicate or protect
the mental health of these mothers [42].

The timing of the diagnosis delivery appears to be
another important factor influencing mothers’ experi-
ences. While the literature has long debated the opti-
mal moment for delivering difficult news [43], our
findings suggest that mothers’ preferences varied but
that communicating the diagnosis prenatally was, on
average, better for mothers. Mothers who received a pre-
natal diagnosis had more time to prepare emotionally
and practically, while those who were informed during
birth often reported feelings of shock, grief, and unpre-
paredness. Mothers who were told prenatally expressed
relief and appreciation for the time they had to process
the information. These mothers reported feeling more
“prepared and calm” at the time of their child’s birth,
which contrasts with the overwhelming emotions expe-
rienced by mothers who received the news in the chaotic
environment of the delivery room. There were still par-
ents who found a prenatal diagnosis distressing, high-
lighting the need for healthcare providers to approach
each family with sensitivity to their unique needs and cir-
cumstances, ensuring that both the timing and method of
communication is appropriate [44].

In Chile, prenatal screenings do not have the primary
objective of detecting chromosomal abnormalities in
the fetus to allow mothers to consider an elective abor-
tion for this reason. This contrasts significantly with sev-
eral European countries, where clear guidelines exist for
the prenatal diagnoses of conditions such as Down syn-
drome, giving parents sufficient time to make decisions,
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including abortion. In some cases, the option of abor-
tion is even encouraged once the diagnosis is confirmed
[10, 45]. Even in those cases where the prenatal diagnosis
was confirmed or suspected, maternal narratives do not
reveal reflections on the possibility of terminating the
pregnancy. Instead, the timing of the diagnosis in our
study is mostly about how mothers and families prepare
emotionally and practically for the baby’s arrival, whether
through information seeking or by postponing decisions
until after birth.

The setting where the diagnosis was delivered also
played a critical role in shaping mothers’ experiences.
Many of the mothers who received the diagnosis during
labor or delivery or in a hospital corridor described these
locations as inappropriate for such a significant moment.
The chaotic nature of these environments, combined
with the physical and emotional strain of childbirth, con-
tributed to negative experiences. This finding supports
existing recommendations that difficult news should be
delivered in a private, calm, and controlled environment
where parents can process the information without addi-
tional stressors [46].

Despite the overwhelmingly negative narratives, a
small number of mothers described positive experiences
in receiving the diagnosis, indicating that good practices
do exist. These experiences were often characterized by
clear, accurate information, delivered in a compassionate
manner, while mothers were also provided with resources
for future support. This finding highlights the need to not
only focus on the content of the communication but also
on the manner in which healthcare professionals deliver
the news. This finding is consistent with studies that
emphasize the importance of compassionate commu-
nication in healthcare settings, particularly in situations
involving genetic conditions [47].

Our results show that there is a clear need for training
of healthcare staff that are met with the task of informing
families that their baby has Down syndrome. There are
existing protocols that provide valuable guidance on how
to convey bad or fatal news, covering aspects such as the
appropriate manner, setting, and timing for communi-
cation, as well as the rights of the patient (e.g. PEWTER
[48]; SHARE [49]; and GRIEV_ING [50]).

Whilst these protocols were not created with Down
syndrome in mind, there are some important aspects that
could be taken from them, for example PEWTER [48],
contains a step called PREPARE, which expects medical
staff to be aware of their own biases, beliefs, and values to
adequately convey the news. We suggest that it is impor-
tant to consider that these protocols were not designed
to deliver the news of the birth of a child with a neurode-
velopmental condition. Therefore, future research should
aim to provide evidence to establish the feasibility of
using these methods.
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Findings of positive experiences provide valuable
insight into what parents view as best practice when
receiving a Down syndrome diagnosis. Findings highlight
the need for professionalism, empathy, and the provision
of clear and actionable information about the condition
and available resources.

While the results presented contribute to an area that
has scarcely been explored in Latin America, with a large
sample considering it is a qualitative approach, the study
does have limitations. Firstly, the design was restricted
in scope as the qualitative study was designed in direct
response to emerging findings from the ongoing quanti-
tative study with support from the parent advisory team.
While it was a timely opportunity to investigate parents’
experiences of receiving the diagnosis, future studies
specifically focused on exploring this topic should take a
more theoretically guided approach, for example, consid-
ering more psycho-social variables. Secondly, the sample
was not intentionally balanced in variables that might be
important, such as obstetric service type (public versus
private) and family socio-economic level. In our study,
50% of the mothers came from low- and middle-income
backgrounds, and 50% from high-income backgrounds.
In Chile, approximately 60% of the population has low
or middle income. In Latin America, those with higher
incomes tend to access better healthcare services [51],
and inequalities in health service access are large. There-
fore, if the challenges described are present in this sam-
ple, it is reasonable to assume that families with lower
incomes will be experiencing similar, if not greater, chal-
lenges. A prospective longitudinal investigation, follow-
ing mothers from when they receive the diagnosis until
their child reaches the first year of life, might provide
more insight into the impact of the first communication.

Conclusion

Findings from the present study highlight the, predomi-
nantly, distressing nature of receiving a diagnosis of
Down syndrome for parents in Chile. The variability in
mothers’ experiences underscores the need for standard-
ized, empathetic communication protocols in healthcare
settings. Healthcare professionals must be equipped
with the necessary skills and knowledge to deliver such
news compassionately and accurately. Training programs
should focus on increasing staff knowledge about Down
syndrome and, in parallel, on the emotional nuances of
delivering a diagnosis, ensuring that all families receive
the support they need during this critical moment.

As this is a qualitative analysis, we did not explore
the role of specific demographic characteristics in the
theme generation, though at the same time this was not
a finding that emerged either. It would be interesting for
future, quantitative studies to consider the role of context
more systematically. Future research should explore how
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healthcare providers can better tailor their communica-
tion approaches to individual families’ needs, as well as
how interventions might be designed to improve com-
munication practices in settings where such diagnoses
are commonly delivered. By addressing these issues, we
can move toward a healthcare system that offers parents
not only accurate information but also the emotional
support necessary to navigate this life-changing event.
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