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Abstract
Background: Prenatal testing is voluntary and should be offered to all pregnant women in combination
with su�cient information. Earlier studies have shown that pregnant women often felt the information
given at the antenatal clinics about foetal diagnostics was lacking. Since new methods in foetal
diagnostics are introduced into routine health care, there is an increased need for adequate information.

The aim of this study was to examine how pregnant women and their partners perceive the information
given at the antenatal clinic regarding foetal diagnostics, as well as to increase the understanding of how
this information can be improved.

Methods: A qualitative interview study was conducted in the Gothenburg area in Sweden. Ten women and
seven partners expecting their �rst child were interviewed. The data was analysed using content analysis
with an inductive approach.

Results: The interview data generated three main categories and ten subcategories. The �rst category,
‘Diversity in the information perceived,’ concerned differences in the level of information perceived
regarding voluntariness, the methods’ purpose and the possibility of abnormal �ndings. The second
category, ‘Varying needs related to improved information,’ concerned the parents’ needs related to
thorough information and pre-existing knowledge. The third category, ‘The midwife has a great impact on
the information perceived,’ concerned su�cient and insu�cient susceptibility and time to ask questions
as well as varying experiences of the midwife’s attitude.

Conclusions: Although previous research have already pointed out that information regarding foetal
diagnostics is lacking, this study shows that there is still room for improvement. This is even more urgent
now with new methods being introduced, which can make choices concerning foetal diagnostics even
more complicated for the pregnant woman. The given information should be explicit concerning purpose,
limitations and the voluntariness of prenatal testing. Su�cient time for questions and discussion was
important to many who were interviewed. The diversity in answers among the participants in the study
highlights the importance of considering the level of the parents’ pre-existing knowledge and their
individual thoughts and questions and that it is important to adapt the information to the individual
woman and partner.

Background
The purpose of foetal diagnostics is to preserve the woman´s autonomy concerning her pregnancy and to
optimise the medical care both during pregnancy and childbirth, by identifying foetal malformations,
genetic aberrations and pregnancy complications. In Sweden, midwives are professionally responsible
during normal pregnancy and birth (1). Essentially all women attend the free-of-charge antenatal care
clinic during their pregnancy according to national guidelines and are informed in gestational week 5–8
about foetal diagnostics by a midwife. Some midwives at the hospitals work with ultrasound diagnostics
scans after special education and training. If something abnormal is detected the woman is then referred



Page 3/21

to a foetal medicine specialist or a specialist in obstetrics and gynaecology. Currently available methods
in the Swedish setting include an ultrasound diagnostics scan, a so-called combined test (consisting of a
combination of ultrasound and biochemical methods), non-invasive prenatal testing (NIPT) as well as
invasive diagnostic testing of the amniotic �uid (amniocentesis) and placenta (chorionic villus
sampling). The combined test is offered free-of-charge to women over 35 years of age and NIPT is
offered free-of-charge if the combined test show an increased risk for a chromosomal aberration. Both
the combined test and NIPT are offered for a fee by private outpatient clinics. Swedish health regulations
state that each pregnant woman should be offered information about these methods if she so wishes
and it is of outmost importance how this information is conveyed so that the voluntariness is clear to the
woman (2).

Women often turn to newspapers, television, family and friends as sources for general information
regarding foetal diagnostics (3). The Swedish Agency for Health Technology Assessment and
Assessment of Social Services (SBU) stated in their 1998 report that women are greatly in�uenced by the
information provided by the antenatal clinic and that the information is often insu�cient, since the
voluntariness of undergoing examinations is not su�ciently emphasised and because it is often not
clearly stated that the ultrasound diagnostics scan is a form of foetal diagnostics that could reveal
serious malformations (4). Previous studies have shown that up to two-thirds of pregnant women in
Sweden perceive that the second trimester ultrasound diagnostics scan was a compulsory part of the
antenatal care and in line with the SBU report, one-third of the women could not recall being informed by
any professional that malformations could potentially be detected during the scan (5). Furthermore, in
another study only 57% of the participating women considered themselves informed about the
ultrasound diagnostics scan at any antenatal care visit (6). Women also reported that they were unclear
about the purposes for which an ultrasound diagnostic scan was performed as well as the technical
limitations of the procedure, and had expectations that exceeded both the purpose and capability of the
examination (6–8). However, after birth, a vast majority of the participating women reported feeling
satis�ed with the information about why and how the second trimester ultrasound diagnostics scan was
performed (9). Only 58% reported that they had received su�cient information about possible risks of the
procedure (9).

The studies cited above concern the quality of information given about the second trimester ultrasound
diagnostics scan, but the information provided regarding other foetal diagnostics methods such as the
combined test, NIPT and invasive testing is also important to consider. Furthermore, the introduction of
new foetal diagnostic methods may require provision of broader and more comprehensive information at
the antenatal clinics, compared with pre-existing diagnostic methods. A risk with the introduction of new
methods of foetal diagnostics is that they may be unquestionably accepted by parents who long for
reassurance of a normal pregnancy (10). NIPT was introduced in foetal diagnostics 2011 and is based on
the analysis of free foetal DNA in the blood of the pregnant woman. The test aims at screening and
detecting the most common chromosomal aberrations (11–13). A non-invasive blood test is easier to
carry out compared to a combined test or an invasive procedure, and hence, there is an increased risk that
women accept this test without giving it su�cient thought and consideration. This increases the burden
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of responsibility on the antenatal clinics to provide thorough information and guidance, to ensure that
parents are able to make well-informed decisions in order to avoid that the national healthcare system
itself, and hence what kind of foetal diagnostics that are offered free-of-charge, might in�uence the
choice of the pregnant woman and the partner (14).

The aim of this study was to explore how parents today perceive the information provided at the
antenatal clinic regarding foetal diagnostics. Furthermore, we also aimed to increase the understanding
of how the information of foetal diagnostics provided in the antenatal clinic can be improved.

Methods

Study site and participants
Women expecting their �rst child were randomly selected from the reservation list for a second trimester
ultrasound diagnostics scan at the Department of Obstetrics and Gynaecology at Sahlgrenska University
Hospital, Gothenburg, Sweden. In the Gothenburg area less than 2% of pregnant women attend a privately
funded antenatal clinic. Most pregnant women in the area (96–98%) attend the second trimester
diagnostics ultrasound scan at Sahlgrenska University Hospital.

Because of the interview study design, participants were required to be able to express themselves
understandably in spoken Swedish (written Swedish was not a requirement). Information letters about
the study were sent to the women before their second trimester ultrasound diagnostics scan, but after
their �rst visit with the midwife at the antenatal clinic. Thus, women were not aware of the study when
being informed about foetal diagnostics at their �rst visit at the antenatal clinic. The study information
letter contained contact information offering the women and their partners the possibility to ask further
questions about the study. Upon arrival for their second trimester ultrasound diagnostics scan, women
and their partners (if applicable) were asked if they would like to participate in the study and if so, they
signed the informed consent form and the interview took place at the same visit as the second trimester
ultrasound diagnostics scan.

Qualitative interviews and data analysis
Semi-structured interviews were performed. The researcher prepared four wide questions in advance,
which the interviewees answered in their own way, conveying the information they felt was relevant
(Table 1).
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Table 1
The prepared semi-structured interview questions.

1. What information did the interviewee perceive from the midwife at the antenatal clinic regarding
the second trimester ultrasound diagnostics scan?

2. Did the interviewee perceive that the second trimester ultrasound diagnostics scan is voluntary?

3. What information did the interviewee from the midwife at the antenatal clinic regarding other
methods used in foetal diagnostics, besides the second trimester ultrasound diagnostics scan?

4. Did the interviewee miss any piece of information about foetal diagnostics, and if so, which
information did they wish had been provided by the midwife at the antenatal clinic?

One researcher, who were not a care-giver, performed all interviews and the researcher could add
spontaneous questions and the order of the prepared questions could be changed within each interview.
The interviews were recorded and then transcribed into written documents for analysis. All interviews (n = 
17) were conducted during a two month period. The length of the interviews varied from 11.5 to 37
minutes.

A qualitative content analysis method was used (15) and conducted by two of the researchers together, in
an inductive manner to allow an unbiased analysis of individuals’ narratives of their experiences. To
organise the collected data, the written material from the transcribed interviews was coded based on
approximately two hundred selected condensed meaning units. The codes were read repeatedly and
closely reviewed while being sorted into different subcategories. The subcategories were thoroughly
compared and merged into main categories (Table 2).

Table 2
Process for subcategory and category creation from condensed meaning units.

Condensed

meaning units

Codes Subcategories Category

..she said: “if you have any questions,
just give us a call”.

A
receptiveness
for questions

Su�cient and
insu�cient
susceptibility and
possibility to ask
questions

The midwife
has a great
impact on the
information
perceived

…there was very little time for information
or questions and that was not so good.

Not enough
time for
questions

... I thought that she was completely
neutral. She even said that “I have to
inform you about this, but I will not have
any opinion about your decision.

The attitude
of the midwife
was perceived
as neutral

Varying opinions
with respect to the
midwife´s attitude

I got the feeling that she didn’t think that
we needed to do it…

The attitude
of the midwife
was not
perceived as
neutral
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Approximately two hundred condensed meaning units were extracted from the transcribed text material.
Codes were identi�ed from the condensed meaning units and sorted into subcategories. The
subcategories were thoroughly compared and merged into main categories.

Results
The age range of the interviewed parents was 23-37 years of age (median 29 years, average 30.6 years).
The partner of the pregnant woman participated in 7 of the 10 interviews and the couple were in all these
cases interviewed together. Interviewed parents were born in �ve different countries: Sweden, Denmark,
Finland, Slovenia, and Bosnia.

Inductive analysis of the interview data generated three main categories composed of two to four
subcategories each (total of ten subcategories) (Table 3).

Table 3. Main categories and subcategories generated by interview data.

Categories 1. Diversity in the
information perceived

2. Varying needs
related to
improved
information

3. The midwife has a great
impact on the information
perceived

Subcategories 1.1.  Information perceived
on the different methods
of foetal diagnostics

2.1.  Varying need
of more thorough
information

3.1. Varying opinions with
respect to the midwife´s
attitude

1.2. Varying information
on possible abnormal
�ndings and potential
consequences

 

2.2. Varying pre-
existing
knowledge in
order to ask
questions

3.2. Su�cient and insu�cient
susceptibility and possibility to
ask questions

1.3.  Perceivement of
voluntariness

 

 

 

3.3. Requests of more clarity
and a need to look for own
information

 

1.4. Varying opinions
about oral and written
information

 

 

3.4. A balance regarding how
much information should be
given to decrease worry among
parents

 

The three main categories (numbered 1-3) and 10 subcategories (sub-numbered below each main
category) generated by inductive analysis of the interview data.

1.     Diversity in the information perceived
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A wide variation was reported in the amount and quality of information concerning foetal diagnostics
that parents perceived at the antenatal clinics. This was true regarding different types of diagnostic
methods, consequences, risks and the voluntariness of prenatal testing procedures.

1.1.   Information perceived on the different methods of
foetal diagnostics
When questioned about the second trimester ultrasound diagnostic scan, some parents stated that they
had received very little information, while some also said that they had not realized that the second
trimester ultrasound diagnostics scan is a form of foetal diagnostics. Most parents stated that the
second trimester ultrasound diagnostics scan was performed in order to check that everything was alright
with the baby. Several parents stated that they had perceived that the foetus was measured during the
second trimester ultrasound diagnostics scan. Some of these parents had also perceived that different
bones as well as the head of the foetus were measured, to estimate the birth date of the child more
exactly. A few parents believed the number of foetuses in the womb was checked during the second
trimester ultrasound diagnostics scan. Only a few parents perceived that they had received information
about how the second trimester ultrasound diagnostics scan was carried out in practice.

Knowledge about the combined test varied among the parents. Some parents stated that they had not
received any information, others felt that they had been su�ciently informed, while others could not at all
or only vaguely remember the term “combined test” when it was mentioned during the interview.
Information that parents had comprehended concerning the combined test was that a combined test is
done by taking blood tests together with an ultrasound examination, which is not dangerous for the baby,
and one’s age is taken into consideration. A few parents further explained that one must pay for the test
oneself if under a certain age, and that the combined test is �rst and foremost offered to older parents.
They believed that it can be wise to take the test if older than 35 years of age. Some parents recalled that
the blood test that is part of the combined test should be taken in gestational week 9 or 10, that the
combined test is a way to look at the chromosomes for Down syndrome, to check if there are any
hereditary diseases, and show the probability for chromosome defects. One parent said: “There is a risk
of about one in two hundred of Down syndrome after the age of 35. The combined test does not give a
de�nite answer; there can be a need for more tests after the combined test.”

Regarding the amniocentesis method, some parents did not recall that they had been provided any
information about the examination, while others felt that they had been su�ciently informed about it.
One couple said “… I think she informed us very well about what it implied… It was especially the statistics
we looked at. That she presented the risks and the advantages and what you can feel about the result
you get… She felt safe and it felt like she knew her thing…”. As well as with the second trimester
ultrasound diagnostics scan and the combined test, the knowledge about invasive diagnostic testing
retained by the parents also varied. According to the parents, if the combined test showed a risk of
everything not being alright with the foetus, then the next step is to decide whether to proceed with
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amniocentesis. One parent said: “The amniocentesis is something that you are offered if it is too late to
do the combined test.” Furthermore, the parents expressed that there are risks with undergoing the
amniocentesis, including a risk of having a miscarriage. “You enter with a needle through the navel and
extract water,” one parent explained. The parents also said that amniocentesis can show whether the
baby has Down syndrome, and that it is more common to do amniocentesis after the age of 35, since
there is a greater risk that something is wrong with the baby if the mother is older. Some parents said that
their midwife had shown them the statistics of how great the risk is with taking the test and discussed
this rather than the risk that someone in the woman’s age would have a child with the diseases that can
be detected with the amniocentesis. These parents appreciated this kind of information and thought that
it was very helpful when it came to decision-making regarding foetal diagnostics.

A few parents had not perceived that they had received any separate or additional information about the
different methods used in foetal diagnostics, besides the second trimester ultrasound diagnostics scan.
These parents stated that the methods in excess of the second trimester ultrasound diagnostics scan
were designated as a group of other tests or mentioned as “foetal diagnostics” in general. The parents
perceived that these tests could be done to see that the baby was alright, e.g., that there was nothing
wrong with the baby. The parents had perceived that in order to get access to those tests one must make
an appointment for oneself, pay out-of-pocket, and that such tests are much more common to do when
one is older. The NIPT was only mentioned by one interviewed person, who had not perceived any
information about it from the midwife at the antenatal clinic, but rather from a relative with knowledge
within the �eld of medicine.

1.2  Varying information on possible abnormal �ndings and
potential consequences
Several parents stated that they had not perceived that the midwife at the antenatal clinic prepared them
for the possibility that the second trimester ultrasound diagnostics scan could reveal abnormal �ndings
and what would happen if so. Some of the parents who did not get this information said that they were
aware of the possibility of abnormal �ndings, though some parents wished that they had been more
prepared for the possibility. One interviewed person said: “I just wonder, that if something would have
been wrong, what preparedness is there to handle that?... Am I just going to walk out the door and go
home?” One interviewee said that the midwife did not prepare the couple for abnormal �ndings orally, but
that it was stated in the written information they had perceived, and that the examination could give
di�cult information and hence they were advised not go to there alone. Another interviewed person
stated that she was so stressed during the visit with the midwife at the antenatal clinic, that she believed
that the midwife for that reason chose not to mention the possibility of the second trimester ultrasound
diagnostics scan revealing abnormal �ndings, and furthermore that she felt that the midwife made the
right decision by doing so. Some parents did understand that the second trimester ultrasound diagnostics
scan could reveal abnormal �ndings and received information about what would happen in such a case.
One interviewed person said that the couple was informed that they would be called back to the midwife
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to talk if the second trimester ultrasound diagnostics scan showed abnormal �ndings. The couple was
also informed that the staff who perform the second trimester ultrasound diagnostics scan is very
thorough and careful and that if it would not be possible to see everything you need to see during the �rst
examination, the couple would be called back for another ultrasound. This couple was also told that no
one would say that everything is �ne if it was not. “You do want to know this. I mean, there still is a risk
that everything is not normal. And then you really want to know, before you end up in that situation.” Yet
the same couple also emphasised that it is a balance not to talk too much about the possibility of
abnormal �ndings to avoid anxiety among parents. Some parents stated that they felt rather calm at the
visit with the midwife at the antenatal clinic, but that the anxiety came later, when the date of the second
trimester ultrasound diagnostics scan was approaching. One interviewee said, “The last week I have felt a
bit worried about what they might see. Are you able to see if something is extremely wrong?”

Regarding the combined test and invasive testing, the parents had perceived varying information about
the choices and consequences that can come with taking the tests. One interviewed person said, “…She
mentioned that the results you get might in�uence the way you feel about the pregnancy or the baby. If
you want to keep the pregnancy or not, if it is not well.” Some parents related that their midwife
mentioned that if you take the combined test, you should be prepared to decide whether you want to
continue with further testing, if the test detects abnormal �ndings. Other parents did not mention that
they had gotten any information about the combined test. Not all parents felt that they had perceived
information about the invasive testing, such as amniocentesis or chorionic villus sampling, and the
consequences of the tests, while some parents felt that they had perceived such information. One
interviewed person, who had considered doing amniocentesis, stated, “…I think she informed very well
about what it meant. The fact that she mentioned... well … what are you going to do with the information
you get.”

1.3  Perceivement of voluntariness
Several parents had understood that the second trimester ultrasound diagnostics scan is voluntary. Other
parents said that they had not perceived such information, but still stated that they understood that the
examination was voluntary or that they had not given it much thought because it still was something they
really wanted to do. One interviewed person said: ”…she (the midwife) said that it was voluntary, but
otherwise I think it merely was a matter of booking a date.” One interviewed person said that she thinks
that it would be preferable if the midwife had mentioned the voluntariness: “As a Swedish citizen I
assume that the medical care I am offered is voluntary. For my own good, just as it is voluntary to take
the pap smear test every three years or so. … There is not really anyone who has told me that it is
voluntary. … I think that it would have been good if they would have done that.” Regarding the second
trimester ultrasound diagnostics scan, one couple expressed that it is important not only that the midwife
gives information about the voluntariness of a test, but also to inform about the advantages and
disadvantages with the test. It is important to elucidate all essential information, not only to express that
it is the parents’ own choice. Regarding the combined test the couple felt that it was wrong that the
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midwife asked them if they were interested in doing the combined test, before she had given them
information about it. Afterwards they felt like they said no to an examination about which they had not
obtained enough information. They also wished that they had gotten information about invasive testing
along with the information about the combined test, since these are tests that can follow the combined
test and therefore also are relevant. In conclusion, a clear wish of getting the whole picture presented and
not only making the voluntariness clear was expressed.

1.4  Varying opinions about oral and written information
Several parents mentioned that they had received written information about foetal diagnostics in the
form of either pamphlets, separate papers, or in a book called, “To expect a child”. Some parents stated
that they had not read the information they had been provided; others felt that they would have
appreciated more written information. One interviewee said “…Maybe you could have more brochures
about this subject and more information about the second trimester ultrasound diagnostics scan in
particular, in order to be more prepared about what the examination includes and what is going to
happen… Then you can bring it home with you and read it in peace and quiet at home and also before
you come here.” Several parents pointed out the positive aspect of being able to read the information at
home afterwards. They re�ected that it can be a lot of information to take in orally at the antenatal clinic
and one cannot be sure that it’s being remembered correctly. Some parents also believed that it was also
good to be able to refresh their memory at the time of the examination. Some parents felt that the written
information was too basic and others felt that it was too di�cult to understand. One interviewed person
who felt the need to look for complementary information herself stated, “…It was pretty super�cial. You
almost just got more questions… It is a pretty basic description…”. One of the parents who felt that the
written information was too di�cult to understand said, “…There is a lot of doctor’s terms and things like
that, so you will probably not quite understand everything you read… Why do you want to check for
chromosomal aberrations? What could that lead to? And why?” Some of the parents considered it to be
best to get the information both orally and in writing, while others thought that oral information was
enough. One couple said, “Orally is enough… If you have any questions you ask straight away and get
your answers immediately.”

2. Varying needs related to improved information

A great difference regarding need of thorough information and varying pre-existing knowledge were
observed in the interviews.

2.1 Varying need of more thorough information
Some parents were totally satis�ed with the information provided by the midwife at the antenatal clinic
about foetal diagnostics, while others felt that the information was insu�cient. These parents wished for
more information about how the examination was carried out, and more information at the time point of
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the examination. Furthermore, these parents were also interested in learning more about what was
possible to see and what the midwife was going to look at, including details like the fetal aorta and
valves. One interview person said, “It seems like something that is so obvious since everybody does the
second trimester ultrasound diagnostics scan, yes, but I have never thought about what it is that you do?
So, more information about that, but maybe I also should have conveyed that I needed it.”

While some parents felt that they had gotten satisfactory information about the combined test, other
parents felt that the information was not enough or had trouble recalling if they had received any
information about the test at all. Some of the parents had not perceived that an ultrasound examination
is a part of how the combined test is carried out. One parent further wished that they would have been
informed about what a combined test really is; which information you can get by taking a combined test,
which proteins are scanned for in the blood and why some of these proteins should be in a high
concentration and others in a low concentration, and �nally what the measure of probability in the test
result means. One interviewed person said, “First and foremost, when you do the combined test I would
like to know what is the answers you get, what the phrase ‘the probability’ really means? Since you could
get really frightened. A lot of people get frightened when they hear the number ‘one in two hundred’. Then
you have to think statistically in percent, how great is the risk in percent?” One interviewed person
conveyed that it is relevant to also get information about amniocentesis as well as chorionic villus
sampling when being informed about the combined test, since invasive testing can follow as a
consequence of the combined test result.

Regarding amniocentesis, not all parents had perceived receiving any information about this invasive
foetal diagnostics method. Among those who had received information, some parents were very satis�ed
with the information, while others felt that they had not received much information at all. One interviewed
person wished that she had been informed about which time point amniocentesis and chorionic villus
sampling are done, since she did not receive any information about this.

Some parents felt unclear which other foetal diagnostics methods were available besides the second
trimester ultrasound diagnostics scan, as well as the time point and purposes of these tests. One
interviewed person said, “I felt like we got a lot of information about the second trimester ultrasound
diagnostics scan, but nothing about the rest.”

Several parents, mostly the women in the couples interviewed, conveyed a di�culty of completely
believing in the pregnancy until seeing the foetus on a screen during an ultrasound examination. For
some interviewed parents, the second trimester ultrasound diagnostics scan was the �rst time they saw
the foetus. Other couples had already had an early ultrasound examination performed prior to the second
trimester ultrasound diagnostics scan. Some of the parents who had not done an early ultrasound
examination said that they wished that they would have received more information about it; including
information that it exists, information about the possibility to do an early ultrasound examination
conducted in private management if one pays out-of-pocket, as well as information what can be seen at
an early ultrasound examination. Some of the parents who had done an early ultrasound examination
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wished that they had been provided with more information. One interviewed person described how she
did not feel prepared when she went to have the early ultrasound examination, regarding what she would
be able to see.

2.2 Varying pre-existing knowledge in order to ask
questions
Several parents mentioned that they maybe should have asked more questions themselves during the
visit at the antenatal clinic, in order to get more clarity about foetal diagnostics. Though some parents
also stated that it is di�cult to know which questions to ask when one does not have enough knowledge
in the subject. That is, they re�ected that they cannot know what information is missing, when they do
not know that that information exists. One interviewed person said, “It feels like something that you
realize much later on, that: ‘Ah... this is something that we would have needed to be informed about!’ I am
not aware of until later when I know that it potentially could have been given to me.” One of the
interviewed parents emphasised the importance of being able to discuss subjects that can be di�cult to
understand with the midwife at the antenatal clinic, such as the quota and measure of probability
provided from a combined test in comparison to the risk connected to having an amniocentesis.

3. The midwife has a great impact on the information
perceived
The interview data showed that the midwife’s attitude, clarity, as well as an openness and susceptibility
for questions has an impact on how information on foetal diagnostics is perceived. A challenge for the
midwife is �nding a balance regarding how much information should be given and increasing worry
among parents.

3.1 Varying opinions with respect to the midwife´s attitude
Some of the parents perceived that their midwife conveyed the information regarding the methods used
in foetal diagnostics with a completely neutral attitude and that the midwife did not seem to have an
opinion about whether the parents should undergo a certain diagnostic test. Other parents stated that
they felt that the midwife had an opinion about whether the couple should take a certain diagnostic test.
For example, one interviewed person said, “I got the feeling that she didn’t think that we needed to do it…”
and “I got the feeling that she was obliged to ask us that question, but not that she really thought that we
should do it.” One interviewee said that she did not perceive the midwife as neutral, though she believed
that the midwife herself thought that she was perceived as neutral: “…She probably thought that she
presented it in a pretty neutral way, but her opinion was clear.” One interviewed person stated that she did
not feel that it was a negative thing that the midwife seemed to have an opinion of her own, namely that
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the couple should not take a certain diagnostic test, since the woman was inclined to think the same
thing herself before the visit at the antenatal clinic. Thus, the opinion of the midwife was in line with her
own and the interviewed person perceived it as positive. Though the same interviewed person also stated
that she might not have appreciated the non-neutral attitude from the midwife if the midwife’s opinion
had been different from her own. One of the parents who felt that the midwife did not have any opinion
regarding whether the parents should take a certain diagnostic test said, “... I thought that she was
completely neutral. She even said that ‘I have to inform you about this, but I will not have any opinion
about your decision.’ I know she said that. ‘It is completely up to you.’”

3.2  Su�cient and insu�cient susceptibility and possibility
to ask questions
Some parents were very satis�ed with the way the midwife presented the information concerning
methods used in foetal diagnostics and also felt that there was an openness/receptiveness for questions
in general. One interviewed person said, ”…If there were something we would have liked to ask in
particular about, we had the possibility” and “…I feel that if there would have been something, I could
always call them and ask.” Only one couple mentioned that their midwife, after giving the information
concerning foetal diagnostic methods, gave the couple time to think about their options for a few days
before making a decision. The couple appreciated that they were given this time to think: “…She gave us
the information and then we got some time to think… Not a lot of time, but still a couple of days or a
weekend or something like that. Then we had the possibility to call her, if we wanted to do it, and she
would �x it.” Other parents said that they would have wished that the midwife showed a greater openness
for questions and felt that the visit at the antenatal clinic and with the midwife was too short for
questions and su�cient explanations: “…There was very little time for information or questions and that
was not so good.”

3.3 Requests of more clarity and a need to look for own
information
Some parents said that they had trouble remembering what kind of information they had received, or that
they had trouble remembering if the information they have comprehended had been obtained from the
midwife or from someone else. One interviewee wished that the midwife would have expressed the
information more clearly and explicitly: “The midwife could rather have explained one thing too much
than too little, so that you could feel that you knew more at the end of the visit than you did when you �rst
came… She [the midwife] could by all means talk to me like a child, about these tests, I would not mind
that at all… Even if she says something she thinks is basic, it might have taught me something.” Some of
the parents expressed that they had felt a need to look for information on their own after the visit with the
midwife at the antenatal clinic. This was done by searching the internet or by asking family and friends.
One interviewed person said, “I would not have managed if I had not been able to look it up myself. I read
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everything from research articles to Familjeliv’s [internet-based webpage in Sweden where parents can
freely write their own stories] comments on how they have done at their combined test. So, it is
information from all levels. If I did not have the possibility to do this, I would have been sitting here totally
without knowing anything/without any knowledge…”  One couple was completely satis�ed with the
amount of information they received from the midwife at the antenatal clinic, but still looked for
information on their own on the internet. So even though they felt a need to search for information on
their own, they did not expect to get any further information from the midwife: “…I think that it is
something you do automatically when you hear things… It is probably something that comes with our
generation, that you do not accept everything you hear, you want to �nd out for yourself… When it comes
to combined tests and things like that, because you want as much information as possible.” Another
interviewed person mentioned that it would have been even more di�cult to get all of her questions
answered if she had been from another country: “If I had not been Swedish and would have come here
and not having access to the internet in the same way as I do now and not being able to read in English
at different webpages, then one would have had a lot of questions.”

3.4 A balance regarding how much information should be
given to decrease worry among parents  
Some parents expressed that they felt worried after the visit with the midwife at the antenatal clinic, since
they had not fully understood the information given or did not feel that they had been su�ciently
informed. One interviewed person said: “You get a bit worried: ‘Why do they mention this? Is it something
we ought to do?’ … That you could do it in different weeks and.. it was very.. like ..unclear about that.” One
interviewee felt that she would have liked to have more information about amniocentesis and chorionic
villus sampling, but also stated that there might be a risk that the more one hears about different
methods used in foetal diagnostics, the more inclined parents might be to think that it is more common
with aberrations than it actually is and that the testing is something you ought to do. One interviewed
person was dissatis�ed with the way the midwife provided information about amniocentesis, since
receiving the information that amniocentesis could cause a miscarriage made the woman feel scared. On
the contrary, other parents expressed that more thorough information could decrease anxiety. One
interviewee said: “For me, rather more than less [information]. I would not have managed if I had not been
able to look it up myself... Then I would have been sitting there without knowing and that could be
di�cult for some mothers, they feel worried.”

Discussion
This interview study found a substantial variation in how women and their partners perceived the
information given about foetal diagnostics at the antenatal clinic. The differences were considerable
regarding the level of information perceived about the different diagnostic methods, the voluntariness of
prenatal testing, and the possibility and possible consequences of abnormal �ndings. The variation was
further related to the parents’ reported need of improved information, which was in turn related to the level
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of information provided and their own pre-existing knowledge. The midwife´s attitude, openness for
questions, time for explanations, and the balance between providing enough information to support, but
not to worry the parents too much played an important role.

Earlier studies have shown that information provided before the second trimester ultrasound diagnostics
scan is often insu�cient (4, 16–18). This is unfortunate since su�cient information is needed for the
parents to be able to make a well-informed choice about whether to undergo the examination (14). In our
study, some of the parents perceived that they had been provided su�cient information about the
examination, while others felt that they had not. Requests for more meticulous information regarding
what will be able to be seen during the second trimester ultrasound diagnostics scan, what the midwife
will validate, and how the examination will be carried out, were expressed. The result of this study can
therefore be considered to be in accordance with earlier studies (4–6), unfortunately indicating
insu�cient progress in this area in Sweden. Some parents conveyed that it merely felt like it only was a
matter of booking a date for the scan, rather than experiencing being informed about the voluntary
procedure. This highlights the importance and lack of a clinical guideline on how to give information
concerning foetal diagnostics in a non-directive way (19). One reason for the lack of information
regarding the ultrasound examination could be that the procedure is not considered to involve any risks
and many parents are positive towards the examination as an opportunity to experience visual
con�rmation of the foetus’s existence. Several parents mentioned that they had di�culties believing in
the pregnancy before getting it visually con�rmed during an ultrasound examination, which of course
could be a strong contributing factor for parents choosing to undergo the examination. It is therefore of
extra importance to adequately inform the parents about the procedure to ensure that its purpose,
limitations and voluntariness are clear to the parents.

In an earlier study, it was reported that a signi�cant number of women could not recall being informed by
any professional that malformations could be detected during the routine second trimester ultrasound
scan (5). In our study, several parents stated that they had not perceived information about the possibility
of abnormal �ndings. Some of these parents also expressed that they understood that the second
trimester ultrasound diagnostics scan could reveal abnormal �ndings, even if they had not perceived
being informed about it. It is stated in the directions and general advices from the Swedish National
Board of Health and Welfare that each woman should be informed that the methods used in foetal
diagnostics can reveal abnormal �ndings (2). Some of the parents in this study stated that they would
have missed that information if it had not been given to them. That information about the possibility to
detect abnormal �ndings is not always provided could be due to the fact that the midwives do not want
to frighten the parents by mentioning the possibility of abnormal �ndings (20), but the absence of such
information could also create worry among parents. The information given at the antenatal clinic should
be clear about the possibility that malformations can be detected, although the risk is low, and preferably
also including information about what would happen next if such a situation would occur.

It is important to provide adequate information about the limitations of the second trimester ultrasound
diagnostics scan. Some parents in our study stated that the purpose of the second trimester ultrasound
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diagnostics scan was to “check everything” and others used the words, “to check that everything looks
okay”, which is in line with other previous studies (21). It is di�cult to know what the parents fully mean
when using the word everything as in the foregoing sentences, but it is certainly of great importance that
the parents are informed about the fact that the second trimester ultrasound diagnostics scan is not able
to detect every possible malformation or aberration. In earlier studies by Garcia et al. 2002, and Lalor et
al. 2007, it was found that women often lack information about the purposes for which an ultrasound
scan is being done as well as the technical limitations of the procedure (7, 8). It was also shown that
most of the participating women had expectations that exceeded the purpose and capability of the
examination (7). As exempli�ed above, the answers in our study show a tendency towards the same
result as in these previous studies. It should, however, be mentioned that the information perceived about
technical limitations of the procedure was not itself one of the main questions examined in this study.

The answers in our study varied regarding how information about the voluntariness of undergoing the
second trimester ultrasound diagnostics scan was perceived. Several parents stated that they had
perceived such information, but other parents stated that they had not. It is unfortunate that not all
parents have perceived information that the second trimester ultrasound diagnostics scan is voluntary.
Even though some parents stated that they presumed that the examination was voluntary even if they
had not perceived this information, every woman should be provided information that the methods used
in foetal diagnostics is voluntary, as stated in directions and general advices of the Swedish National
Board of Health and Welfare (2).

Larsen et al. 2000 found that literature/newspaper/TV, family, and friends played an important role as
sources for general information for pregnant women undergoing a pregnancy-related ultrasound
examination (3). The results of our study showed that some of the interviewed parents felt a need to look
for information on their own after the visit with the midwife at the antenatal clinic. The information was
obtained by asking family and friends, as well as by searching the internet. The need to search for
information on their own was not only limited to information regarding the second trimester ultrasound
diagnostics scan, but also involved answering questions about other methods used in foetal diagnostics.
One interesting �nding was that some parents stated that they did not expect to get all information that
they wanted regarding foetal diagnostics from the midwife at the antenatal clinic. Instead, they felt that
the search for information on their own was a part of their generation and upbringing. Other parents,
however, expressed that they felt safer obtaining all information they needed from the midwife at the
antenatal clinic. The �nding further shows great variety related to the parents’ pre-existing knowledge;
some found the information to be too basic while others believed it was too advanced. One conclusion
that can be drawn from these contrasting answers is that it is important to adapt the information to each
woman and partner (22, 23). One of the �ndings of our study was that some parents expressed a need for
a greater openness for questions from the midwife as well as more time for questions and discussions
during the visit with the midwife at the antenatal clinic. Wätterbjörk et al. 2015 showed that repeated
visits with possibility to ask more questions were appreciated (20). With more time and a greater
receptiveness for the parents’ thoughts and questions, it might be possible to reach an adequate level of
information for each and every woman and partner.
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Of great importance is also that the midwife at the antenatal clinic provides oral information in a non-
directive way (19) with consideration taken to the level of the parents’ prior knowledge and that an
openness is shown to the parents’ thoughts and questions. Some of the interviewed parents stated that
they felt that their midwife did not have a completely neutral attitude concerning whether the parents
should undergo a certain diagnostic test, which also was shown in the study by Tsourou�i et al 2011
(24). Irrespective of the age of the pregnant woman, it is important that all parents receive equal and
adequate information about foetal diagnostics provided in a neutral way.

Providing information about foetal diagnostics to the pregnant woman and her partner can be very
challenging for the midwife (24). Wätterbjörk et al. 2015 stated that there are three different patterns of
decision making that the pregnant woman and her partner use when it comes to foetal diagnostics and
that this demands individualized information (20). Since the �ndings of this study also suggest that
parents prefer being provided information in different ways as regards to written and oral information, it
is possible that a standardised video material containing information about foetal diagnostics could be
an effective complement to the information provided today. This would ensure that all parents receive the
same information and that the quality of the information would be secured, which is important since it
can be di�cult to keep all personnel up to date at an adequate level of knowledge in an area of expertise
with such rapid development. Several parents stated that they appreciated being able to read the written
material at home in peace and quiet after the visit with the midwife at the antenatal clinic and also when
a certain examination was approaching. In addition to the video material, a standardised brochure could
also be provided to all parents. Further a clinical guideline for the midwifes to make sure that no vital
information is left out and that the information preferably is given in the same way would also be
desirable.

Methodological considerations

This study was conducted as a qualitative interview study. Ten pregnant women and seven partners
participated in the study and hence the collected material was based on interviews with 17 parents. The
study design as an interview study do not claim to describe the situation for all parents in the situation of
the participants. The purpose of the study was to give a description of the experiences of the parents
participating in the study and the results should not to be generalised. Their age, pre-existing knowledge
and experience as well as likelihood of a chromosomal aberration in their individual cases can of course
affect the answers. A qualitative study can, however, give a deeper understanding of the experiences (15)
of the parents interviewed and, in that way, enlighten important details about how information provided
about foetal diagnostics at the antenatal clinic is perceived. As such, this study can provide data for
improving the information given in the antenatal clinic.

Conclusions
The results of this study con�rm earlier studies’ �ndings that inadequate information about foetal
diagnostics is provided to pregnant women and their partners at the antenatal clinic and hence
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insu�cient progress has been made in this area although new methods in foetal diagnostics are added
at a quick pace. Thus, we conclude that there still is need for improvements regarding the information
provided about foetal diagnostics at the antenatal clinics today. The information should be explicit
concerning purpose, the voluntariness, limitations and possible consequences of the methods used in
foetal diagnostics. Su�cient time available for questions, explanations and discussions of the subject is
important, as well as an openness for questions from the midwife. Since every parent is different and
prefers to be provided information in different ways, a standardised video material could be a good
complement to the oral and written information provided at the antenatal clinic today and would also
ensure autonomy and equality for each and every patient. As new methods for foetal diagnostics are
introduced into routine health care, it is of great importance that the quality of the information provided at
the antenatal clinic is su�cient, since the risks and di�culties with the practical execution of the prenatal
testing decreases and it is easier for parents to accept a test without careful consideration. The diversity
in answers among the participants in this study highlights the importance of considering the parents’
prior knowledge and their individual thoughts and questions when giving information about foetal
diagnostics.
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