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Abstract
Objectives  To examine how pregnant couples experience 
receiving a prenatal diagnosis of Down syndrome (DS) 
by phone—a practice that has been routine care in the 
Central Denmark Region for years.
Design  Qualitative interview study.
Setting  Participants were recruited from hospitals in 
Central Denmark Region, Denmark.
Participants  Couples who had received a prenatal 
diagnosis of DS by phone and decided to terminate 
the pregnancy. They were recruited from the obstetric 
department where the termination was undertaken. 
During the study period (February 2016 to July 2017), 21 
semistructured, audio-recorded interviews were conducted 
by an experienced anthropologist. Interviews were 
conducted 4–22 weeks after the diagnosis and analysed 
using thematic analysis.
Results  A prearranged phone call was considered an 
acceptable practice. However, the first theme 'Expected 
but unexpected' shows how the call often came earlier 
than expected. Consequently, most women were not with 
their partner and were thus initially alone with their grief 
and furthermore responsible for informing their partner, 
which some considered difficult. The second theme 'Now 
what?' shows how during the phone calls, physicians 
were quick to enquire about the couples’ agendas. As 
the majority had already decided to seek termination of 
pregnancy, the dialogue focused on related questions and 
arrangements. Only half of the couples received additional 
counselling.
Conclusion  A prearranged phone call was considered 
an acceptable and appropriate practice. However, some 
aspects of this practice (particularly related to the context 
of the call) showed to be less than optimal for the couples. 
To make sure that a diagnostic result is delivered in 
accordance with the couples' needs and requests, the 
context of the call could be addressed and agreed on in 
advance by physicians and couples.

Introduction   
Delivering information about a prenatal 
diagnosis is integral in fetal medicine. 
Physicians communicate diagnoses and 
abnormal results to pregnant women and 
couples countless times during their profes-
sional careers,1 2 whereas for the pregnant 
couples, it is an unparalleled experience that 

may drastically alter their future hopes and 
plans.3–5 

Several studies have shown how the manner 
in which the difficult news is delivered is essen-
tial for the understanding, coping and satis-
faction of patients.6–8 Studies have also shown 
how training may improve health profes-
sionals' knowledge, communication skill and 
confidence in delivering difficult news, for 
example, in the newborn setting.9 10 Further-
more, in order to support good and timely 
communication of difficult news, various 
protocols for good delivery of diagnoses and 
abnormal results have been developed to 
support a patient-centred approach, which 
is characterised by providing and timing the 
information in accordance with the patients’ 
needs and encouraging them to talk about 
their feelings and concerns.11 12

Whereas many studies regarding delivering 
difficult news focus on the content of the inter-
action, the context in which the news is shared 
is equally essential; for example, the organisa-
tion of setting and participants.13 The impor-
tance of face-to-face interactions between 
patients and physicians when delivering news 
of a prenatal diagnosis of Down syndrome 
(DS) was a central finding in the influential 
review by Skotko.14

Strengths and limitations of this study

►► All interviewed couples had recent experience of 
receiving a prenatal Down Syndrome diagnosis by 
phone.

►► All interviews were conducted by an experienced 
anthropologist.

►► Researcher triangulation throughout the study sup-
ported a critical and reflexive analysis.

►► The study does not include the experiences of cou-
ples who chose to continue the pregnancy.

►► Patients were not directly involved in the develop-
ment of the study design or the data analysis.
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Sometimes, however, this ideal cannot be met, and the 
difficult news of a prenatal diagnosis is delivered to the 
prospective parents by phone.4 This is also the case in 
the Central Denmark Region, where diagnostic results 
of invasive tests (chorionic villus sample (CVS) or amnio-
centesis) are routinely delivered by phone and have 
been for many years. This procedure was implemented 
to favour the majority of women, who receive a normal 
diagnostic result. They receive the good news of a normal 
result quickly and without the inconvenience of having 
to go to the hospital. However, for approximately 5% of 
couples, the result is abnormal15 and has the capacity to 
profoundly alter the pregnant couple's current life and 
desired future. Yet, we do not know if such a practice is 
indeed acceptable and/or appropriate from a patient's 
perspective and this knowledge is needed for the future 
development of patient-centred fetal medicine. To the 
best of our knowledge, no study has yet investigated how 
pregnant women and couples experience receiving a 
severe prenatal diagnosis over the phone.

Consequently, the aim of the present study was to inves-
tigate how the couples experienced receiving a prenatal 
diagnosis of DS by phone. The study included only 
couples who chose to terminate the pregnancy.

Methods
Design
The present study is a substudy of a broader, explorative 
investigation of the experiences and decision-making 
processes of pregnant couples who chose to seek termi-
nation of pregnancy (TOP) following a prenatal diag-
nosis of DS.16 The study was set within an anthropological 
research paradigm17 18 which aims to explore human 
experiences in relation to specific social and cultural 
contexts. The anthropological paradigm is character-
ised by an open-ended approach where data collection 
and interpretation is understood as an iterative-inductive 
process of cumulative development. The anthropological 
analysis is similar to other qualitative approaches (eg, 
grounded theory) but less prescriptive and more ready to 
adopt a mixture of relevant methodological and analyt-
ical concepts.19 The data in the present study were gener-
ated from explorative, semistructured interviews.20

Study context
Denmark has a tax-financed, free-of-charge healthcare 
system and comprehensive prenatal care is available to 
all pregnant women including a first trimester screening 
(FTS) programme for DS and other chromosomal abnor-
malities (see figure 1). The FTS uptake is high (<90%) 
compared with other North European countries,21–23 and 
FTS is considered an integral part of prenatal care by 
most women.16 24 25 Pregnant women who receive high-
risk FTS results (≥1:300) are offered diagnostic testing 
which provides a definite result: either invasive testing in 
the form of CVS/amniocentesis or non-invasive prenatal 
testing (NIPT). A positive NIPT result is always confirmed 

by an invasive test. Usually, invasive test results are avail-
able within a week. When DS is diagnosed, termination 
rates are high (>95%).15 26 27 TOP is legal up to and 
including 12 gestational weeks and allowed on approval 
by a specialist board up to and including 22 gestational 
weeks.

Study participants
Participants were recruited from university and regional 
hospitals in the Central Denmark Region from February 
2016 to July 2017. Couples who had received a prenatal 
diagnosis of DS and decided to seek TOP were identified 
and approached by a clinic nurse at the obstetric depart-
ment where the TOP was undertaken (usually at time of 
discharge). The nurse provided oral and written infor-
mation about the study. Upon verbal or written consent 
(depending on hospital regulation), the couple’s details 
were forwarded to SL, who contacted the couple 4–7 
weeks later and provided additional information and 
answered any questions. Of the 24 couples recruited, one 
woman could not be reached by phone, one cancelled 
the interview appointments repeatedly, and one under-
went TOP because of intrauterine death (not own 
choice). Thus, a total of 21 couples participated in the 
study (see table  1 for the participants’ characteristics). 
All women had opted for invasive tests, none had opted 
for NIPT. The indication for offering the diagnostic test 
was: a high-risk FTS result (n=19), a high-risk serum 
test (triple test) result (n=1), and short tubular bones 
detected at the second trimester scan (n=1). Although 
the study design aimed at consecutive sampling, staff 
turnover and slips in recruitment procedures resulted in 
a convenience sample. However, recruitment continued 
until the researchers estimated that data saturation was 
met through a continuous evaluation of the adequacy 
and comprehensiveness of the data.28 29

Data collection
All couples were given the option of a joint interview or 
an individual interview with the woman only; 10 couples 
chose the latter, mostly citing conflicting schedules or the 
partner 'not being the talkative type' as reasons for this. By 
participant choice, all interviews were performed in the 
couples’ homes. Prior to the interview, all participants 
were re-informed about study purpose, anonymity and 
their right to withdraw from the study at any time, and 
all participants signed a consent form. The qualitative 
interviews, which ranged from 45 min  to 90 min, were 
performed by SL, who is an experienced anthropologist. 
A semistructured interview guide with open-ended ques-
tions was used. The guide was designed to explore the 
couples’ experiences of the diagnostic process, and the 
decision-making process regarding TOP. Specific and 
probing questions about the couples' experience of the 
phone call were also part of the guide. These questions 
formed the basis for the present analysis. In all interviews, 
participants were encouraged to speak freely about their 
experiences. During joint interviews, SL was careful to 
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solicit the views of both parties. The participants were 
interviewed a median of 7 weeks after receiving the diag-
nosis. All interviews were digitally recorded, transcribed 
verbatim, and rendered anonymous, for example, 
through the use of pseudonyms.

Data analysis
Thematic analysis30 was used to identify patterns in the 
transcribed data. The material was continuously read and 
discussed by the authors during the interview period; 
however, for the final analysis, all material was thor-
oughly reread, and initial codes were generated. Three 
selected transcripts were all test-coded independently by 
SL, KC and ML, whereupon discrepancies in coding were 

discussed, leading to more detailed definitions of codes 
to minimise overlap in content. All interviews were then 
coded by SL and MRL using NVivo V.10 software (QSR 
International, Melbourne, Australia). The coded material 
was read and sorted into main and subthemes, which were 
discussed among all authors (see figure 2). Additionally, 
the themes were investigated in relation to the full data 
set looking for disconfirming evidence.31 Following this 
process, the final themes were defined and described.

Patient involvement
A study group was established consisting of qualitative 
researchers and physicians (fetal medicine, obstetrics, 
clinical genetics) with thorough experience with the 

Figure 1  Flow chart of the Danish prenatal screening programme. FTS, first trimester screening; gws, gestational weeks; GP, 
general practitioner; NIPT, non-invasive prenatal test. 



4 Lou S, et al. BMJ Open 2019;9:e026825. doi:10.1136/bmjopen-2018-026825

Open access�

Table 1  Participant characteristics

Participants Age (years)
Educational 
level † Interview Parity FTS result

Induced 
abortion

Weeks between 
diagnosis and 
interview

1 Anna* 39 High Woman only 1 NA‡ Surgical 8

Hjalte 41 High

2 Benedicte* 35 Medium Joint – 1:62 Surgical 6

Phillip 36 Medium

3 Cathrine* 28 High Joint 1 1:10 Surgical 9

Mikkel 29 High

4 Cecilie* 37 High Joint 1 1:4 Surgical 7

Hans-Peter 38 Medium

5 Gry* 37 High Woman only 2 1:4 Medical 15

Casper 41 Medium

6 Jeanette* 33 High Woman only 2 NA‡ Surgical 7

Bo 32 Medium

7 Karen* 33 High Woman only 1 1:13 Medical 6

Martin 35 High

8 Lise* 35 High Joint 1 1:4 Medical 6

Jesper 36 Medium

9 Louise* 31 Medium Joint – 1:254 Surgical 8

Tim 27 Medium

10 Lene* 39 High Woman only 2 1:20 Surgical 12

Steffen 46 High

11 Maja* 22 Medium Woman only – 1:17 Surgical 5

Kristian 25 Medium

12 Mia* 34 High Joint 1 1:300 Medical 22

Morten 36 High

13 Mathilde* 44 Low Joint 2 1:4 Medical 4

Allan 47 Medium

14 Michelle* 35 High Joint 1 1:157 Surgical 6

Markus 37 High

15 Mia* 36 High Woman only – 1:2 Surgical 6

Marius 33 Low

16 Randi* 33 High Joint 1 1:2 Surgical 9

Mads 32 Medium

17 Sofie* 30 Medium Woman only 2 NA§ Medical 10

Thor 36 Medium

18 Signe* 25 Student Joint – 1:253 Medical 5

Klaus 26 Medium

19 Sascha* 40 Medium Joint 2 1:2 Surgical 4

Jens 29 Medium

20 Sidsel* 43 High Woman only 2 1:4 Surgical 12

Jonas 38 Medium

21 Bertha* 37 Medium Woman only 2 NA¶ Medical 8

Theo 40 High

*Women.  All others are male partners. 
†Using the International Standard Classification of Education from Statistics Denmark (ISCED), educational level was grouped in three categories; low 
(1–10 years), medium (11–14 years) and high (>15 years).
‡Numerical risk figure not provided to couple at FTS.
§Detected at second trimester scan.
¶Identified by triple test.
FTS, first trimester screening; NA, not available.
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patient group; however, patients were not directly involved 
in designing the study. During recruitment and data 
collection, participants were encouraged to provide feed-
back on recruitment procedures/interview experience, 
and initial findings were often informally discussed by SL 
and the couples after each interview. However, patients 
were not directly involved in the actual data analysis. The 
study was discussed with the Danish National Association 
for Down Syndrome, who also gave feedback on prelim-
inary results. Finally, the results were disseminated to all 
participants who agreed to receive such information. All 
feedback from participants was positive.

Results
Generally, the couples agreed that receiving the diag-
nostic result by phone was an acceptable and reason-
able solution. When explicitly asked about their overall 
thoughts about the call, twenty couples expressed what 
we have categorised as high or adequate satisfaction with 
the total experience, whereas one woman was dissatisfied. 
In her case, the calling physician had abruptly ended 
the call because of an emergency at the obstetric depart-
ment. Despite the general acceptance of the phone call 
as a reasonable means of receiving the diagnosis and the 
overall satisfaction with the call and the calling physician, 
the analysis revealed a number of areas where the situa-
tion was nevertheless less than optimal for the couples. 
These areas will appear as part of the main themes: (1) 
'Expected, but unexpected'  and  (2) 'Now what?' that are 
presented in more detail below.

Expected, but unexpected. The context of the call
This theme included the couples’ experience of the 
timing and setting of the call, as well as their reflections 
on the people present during and immediately after the 
conversation.

When asked about the setting in which they received 
the call, the women reported being at home (n=10), at 
work (n=6), in a car (n=4) or at the grocery store (n=1). 
The majority received the call at least 1 day earlier than 
expected. While they appreciated receiving the result as 
fast as possible to end the difficult waiting time, the unex-
pected timing of the call caused surprise and confusion. 
Many found themselves in less than ideal circumstances 
for receiving difficult news, but did not think to interrupt 
or postpone the call. This led to some women finding 
themselves in a company vehicle or a vacant meeting 
room when learning the diagnostic result:

When the doctor asked if I was free to talk, I stepped 
into one of our meeting rooms and said ‘yes’ and she 
just said: ‘Your child has Down syndrome’. And I just 
burst out: ‘Are we really the 1 in 1:254?!!” And when 
she said ‘I’m sorry’. Oh, it was completely surreal. I 
was in a complete state of shock (crying). (Louise)

Women who received the call while at work reported 
breaking down in front of co-workers. Often, co-workers 
were unaware of the pregnancy and the women had 
not initially intended to share this personal situation of 
prenatal testing with them. All women reported receiving 
understanding and support from co-workers, such as 
hugs, getting the day off, or getting a ride home, but all 
considered the situation inappropriate.

Irrespective of setting, the majority of the women 
received the news without their partner present. Receiving 
diagnosis without the partner present was experienced as 
less than optimal. First, the news caused intense grief and 
sadness and thus a need for comfort and support, and 
second, the stress of the situation caused an inability to 
hear all the details of the information provided by the 
physician:

Honestly, I don’t remember all the details from that 
conversation.  And the doctor never asked if I was 
alone or anything - I think an extra set of ears is a 
good thing in a situation like that. (Karen)

I called Klaus (boyfriend), but I don’t know if you 
(looking at Klaus) could even understand a word I 
was saying through all the tears? (Signe)

All women in the material reported feeling shock, 
sadness and confusion when learning the result. In this 
state, many had difficulties remembering and recounting 
the information provided by the physician. Being respon-
sible for passing the information on to their partner was 
a challenge for some of the women, as delivering diffi-
cult news can be difficult per se, and the partner some-
times asked for information that the woman had either 
forgotten or failed to ask the physician about.

Figure 2  Thematic map. TOP, termination of pregnancy.
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Three of the women who had not been with their part-
ners at the time of the call were asked by the physician to 
summon their partner and call the physician back to get 
the result:

I was in the car with my mum and my daughter when 
the doctor called. He said, ‘I’m calling about the re-
sults, and I think your husband should be present 
when I give them to you.’ And I was like, ‘Ok, you’re 
making me nervous now,’ but he didn’t respond to 
that, he was very neutral. Of course, I suspected that 
something was wrong because otherwise he would 
just have said, ‘No need to worry!’ (Michelle)

These women reported feeling worried and suspicious 
of a DS result while preparing for the return call. However, 
they also appreciated this mode of feedback as it gave 
them time to prepare for difficult news and allowed them 
to hear the news together with their partner. With this 
approach, the physician gave the couple the opportunity 
to decide and organise the setting and participants of the 
conversation:

Actually, I really appreciate that we got the opportu-
nity to get the news together. That I didn’t have to 
pass it on to Markus (husband) and he would be, like, 
what? Did you get the facts right? Did you ask about 
this and that? This way, we heard the same thing, we 
were completely equal in it. (Michelle)

Because of extreme stress, one woman arranged with 
the hospital to call at a set day and time. The hospital was 
not to call her even if the result came earlier. This oppor-
tunity to decide the timing, setting and participants of the 
call was described by the couple as an ideal situation, and 
requested by several other participants.

Now what? The content of the call
This theme included the couples’ recollection and assess-
ment of the content of the phone call, including what was 
communicated and how.

When answering the phone, most women suspected the 
diagnosis during the first few seconds of the call:

The first thing she (the physician) asked was ‘Where 
are you?’ - so then I knew. (Cecilie)

Just from the tone in their voice, you can tell it’s not 
gonna be good news. (Gry)

Some physicians initiated the delivery with an empa-
thetic ‘I am sorry to tell you this…,' whereas others were 
more straightforward with a ‘I have your test result here 
and it shows that….' Although both types of delivery were 
appreciated by the couples, a few noted that the empa-
thetic approach would be inappropriate for couples who 
considered continuing the pregnancy.

In most cases, the physician presented the diagnosis 
and then enquired about the woman/couple’s consider-
ations regarding the diagnosis:

And then he said that we had an important decision 
to make, if we hadn’t made one already? So I told 
him that we wanted to terminate. We have two young 
children and I just couldn’t see how we could make 
that work. (Jeanette)

Inviting the women to share their thoughts and deci-
sions early in the conversation was much appreciated. 
This allowed the conversation to go in a direction rele-
vant to the needs and concerns of the couple. For the 
majority of couples, the decision to seek TOP in the case 
of a diagnosis of DS had been made prior to receiving the 
call. These couples appreciated that their decision to seek 
TOP was quickly brought to the fore and that the physi-
cian did not question it or require justification:

And it meant a lot to me that she didn’t doubt my 
decision or lecture me on ethics or something. That 
would have been too much for me. But she was very 
straight forward  and just followed my initiative. 
(Anna)

And when I started to explain, (the physician) was 
like ‘You don’t need to explain yourselves. I under-
stand why this is your choice.’ [.] It took some weight 
off my shoulders…that he didn’t judge. (Klaus)

The majority of couples valued not being introduced to 
extensive information about DS or living with a child with 
DS, but still appreciated when physicians mentioned that 
continuation of pregnancy was also an option:

Actually, the doctor kept the decision open for quite 
a while. He was like this and that is also an option and 
I was a little puzzled by that. Because…we were just 
so certain about our decision. But I guess it’s a good 
thing, if people have doubts. (Lene)

For the 18 couples who were already settled on TOP 
prior to receiving the actual diagnosis, the pending proce-
dure was their main concern during the conversation. 
They appreciated that the physicians presented different 
options (medical/surgical) and addressed a (near) 
potential date and time for the TOP procedure. Several 
couples expressed relief that the physicians made the 
practical TOP arrangements for them, including arrange-
ments with the regional council, which must approve all 
TOP at >12 gestational weeks. This allowed the couple to 
focus on their grief and the personal arrangements that 
had to be made (eg, get time off work, arrange baby-sit-
ting, inform prospective grandparents).

Five women reported feeling rushed after the phone 
call. They were all close to 13+6 gestational weeks, the 
cut-off for surgical abortion in Denmark. In their cases, 
the physician had addressed the approaching cut-off in 
the conversation; indeed, some physicians had already 
initiated a surgical TOP appointment:

When we called them back to confirm that we wanted 
to terminate, the doctor said: “Please don’t think that 
I am trying to rush you or something, but I already 
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booked an appointment for you tomorrow. I can un-
book it if you want, but since you are this far along, 
you have to get the surgical abortion tomorrow.’ And 
I was like, thank you! I want full anaesthesia, total 
blackout. No mini-birth for me, thank you. (Michelle)

Prior to TOP, none of the women in this study had 
actual experience with second trimester medical abor-
tion (though two women had previously experienced 
second trimester spontaneous abortion). Nevertheless, 
the analysis showed how medical abortion at  ≥14 gesta-
tional weeks (by several women termed 'mini-birth') was 
generally considered to be more physically and emotion-
ally demanding than surgical abortion, and thus some-
thing to be preferably avoided. Though feeling rushed, 
the women appreciated that the physicians had brought 
up the issue, thereby allowing them to have a choice and 
make their own decision. All five women chose surgical 
abortion.

All couples reported knowing the next step when the 
phone call ended. Many were offered a follow-up phone 
call or the opportunity to call the physician back, which 
was highly appreciated as a gesture of the physician’s 
involvement in the situation, and as an opportunity to 
digest the answer. Arrangements for further face-to-face 
information or counselling (same or following day) were 
made with 11 couples. Whether the couples who did not 
have follow-up meetings were offered such meetings 
remains unclear; however, none of the participants in this 
group reported missing such a meeting.

Discussion
Main findings
To the best of our knowledge, this is the first study to focus 
explicitly on pregnant couples’ experiences of receiving 
a prenatal diagnosis of DS over the phone. Overall, 
the couples considered the phone call an appropriate 
mode of communicating abnormal results. However, 
the analysis also revealed a number of less-than-optimal 
features—particularly related to the context of the call 
('Expected, but unexpected' theme). The majority of 
couples received the call earlier than expected, which was 
appreciated; however, this was inconvenient for some. 
Half of the women were not at home when receiving the 
call, and the majority did not have their partner present. 
Therefore, the women were initially alone when having to 
deal with their grief, and additionally, they were respon-
sible for informing their partner of the result. During the 
phone call ('Now what?' theme), the physician’s tone of 
voice and way of initiating the conversation served as a 
warning shot for most women. The physicians were quick 
to present the result and to enquire about their consid-
erations, which supported a patient-centred agenda. The 
majority of the couples had already decided to seek TOP, 
and thus the conversation centred on TOP-related ques-
tions and arrangements. Half of the couples received 

additional counselling, while the remaining couples went 
straight to TOP.

Interpretation
A central finding of the present study concerns the 
content of the conversations. In most cases, the physician 
took a patient-centred approach in the sense that she/
he focused on the responses and emotions of the couple 
and on the aspects of the diagnosis that were important to 
them. This approach of seeking direction from patients 
revealed that many couples’ major concerns and infor-
mation needs revolved around TOP. This finding adds 
a new perspective to other studies reporting that after a 
prenatal diagnosis, parents request detailed and up-to-
date information about the diagnosis and prognosis.3 14 32 
In the present study that was not the case. One explana-
tion for this may be that the majority of couples in this 
sample had already made the decision to seek TOP prior 
to receiving the diagnosis. Certainly, substantial and reli-
able information—from several sources—is important 
when couples are still in the decision-making process. 
However, for couples who express a conclusive personal 
decision, providing thorough information about DS at 
the time of diagnosis may be experienced as inappro-
priate and as a lack of support. To prevent such situations, 
information about DS could be provided earlier in the 
diagnostic process. Earlier information about DS could 
also prevent situations, where a physician may suspect a 
pregnant couple of making a rushed TOP decision as a 
coping mechanism in a difficult and unpleasant situa-
tion. To counter impulsive moves and promote informed 
decision-making, physicians could encourage pregnant 
couples to take some postdiagnosis time together to 
consider and consolidate the decision—even in cases of 
a conclusive personal decision.3 33

Another central finding of the present study is the 
importance of the context in which the phone call takes 
place; of being able to answer the phone call in an appro-
priate setting and with participants of one’s own choice. 
In line with other studies,34–36 our study shows how preg-
nancy is a joint and collaborative project for many couples. 
Informing the woman without her partner present disre-
gards the couples’ joint investment in the pregnancy by 
putting the woman in charge of talking to the physician, 
and passing on the information. Based on the results, we 
suggest that the calling physician has different ways of 
providing the couple with this opportunity. The calling 
physician can either choose not to reveal the diagnosis 
until the couple is together in an appropriate setting, or 
arrange to call the couple at a specific pre-established 
time and stick to the agreement, even if the results are 
available earlier than expected. However, our results 
point to how such an arrangement might be problematic 
in situations where the gestational age is approaching the 
cut-off for surgical abortion. The women in the present 
study felt rushed but appreciated the opportunity to make 
their own decision which is in line with other studies 
showing higher satisfaction among women, who have the 
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option of choosing the mode of TOP.37–40 The physician 
may address these issues in connection with the invasive 
procedure and let the couple choose how they prefer to 
receive the answer, including an early answer.

Strengths and limitations of the study
Some key strengths of this study are the relatively large 
sample and that we were able to continue inclusion 
until adequate data material was obtained.28 In addition, 
participants were interviewed shortly after receiving the 
diagnosis, which limits the risk of recall bias. Further-
more, all interviews were conducted by an anthropol-
ogist with substantial, qualitative research experience 
within the fields of pregnancy and prenatal screening. 
This is important as qualitative, empirical data are co-con-
structed between researcher and participant and a skilled 
and experienced interviewer may elicit more nuanced 
responses from participants.18 28 Finally, researcher trian-
gulation in all processes of analysis supported a critical 
and reflexive analytical process. However, when assessing 
this study, some potential limitations should also be taken 
into account. First, the data for this analysis are based on 
couples’ recollections of the conversation, and thus their 
personal narratives of receiving a prenatal diagnosis of DS 
by phone; therefore, they do not represent a report of 
what was actually said. Second, the sample only includes 
couples who chose to seek TOP. In Denmark, only one to 
nine couples annually choose to continue a pregnancy 
following a prenatal diagnosis of DS.27 This group may 
have a different experience of receiving a diagnosis by 
phone, as studies have shown this group to report nega-
tive experiences and lack of up-to-date information in the 
interactions with healthcare professionals.3 41 42 This will 
be examined in a future study of couples who continue 
the pregnancy after a diagnosis of DS. And third, due to 
participant choice, 10 interviews included only the woman. 
It is a study limitation that these interviews only include 
the woman's perception of her partner's reaction and not 
his actual perspective; however, a comparison showed no 
major difference in the experiences and concerns brought 
forward in the individual and joint interviews. Finally, 
qualitative results must always be understood within their 
specific context—in this case, the comprehensive and 
free-for-all prenatal screening programme in Denmark, 
in which prenatal screening for DS is considered routine 
by many, and termination rates are high.15 26 27 43 This may 
result in more Danish women having decided to seek 
TOP prior to participating in screening, which again may 
affect the content of and satisfaction with the diagnostic 
call. The results of this study are not generalisable in the 
quantitative sense of the concept; however, they are not 
intended to be. Rather, our results may provide insights 
that are useful for researchers in related fields and for 
clinicians in similar contexts.

Future research
This study is restricted to providing the couple's experi-
ences of receiving a DS diagnosis over the phone. It would 

be equally important to conduct a study of the experience 
of the calling physician and the perspectives and concerns 
that shape physician's approach to the conversation. Inter-
estingly, in the related field of prenatal genetics there is 
a significant amount of scientific literature on clinician's 
perspectives, for example, considerations about how to 
best inform about testing options and convey results,44–46 
or how to involve patients in decision-making.47 48 With 
some exceptions2 49, such a tradition of investigating the 
professional's views is currently lacking within fetal medi-
cine and could be investigated further.

Conclusions
When agreed on in advance, a prenatal diagnosis of DS 
can be appropriately delivered by phone. The calling 
physician should consider how to give couples the oppor-
tunity to be together and in an appropriate setting when 
learning the result. After disclosure of the diagnosis, the 
physician should focus on aspects of the diagnosis that 
are important to the couple, while being sensitive to addi-
tional information needs. Also, the physician could allow 
time for reflection and consolidation in order to avoid 
impulsive decision-making. To support good communi-
cation of a potential diagnosis of DS, physicians should 
address in advance how the result should best be deliv-
ered in accordance with the needs and requests of the 
couples.
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