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ABSTRACT

Objectives To gain insight into the experiences of women
with completing and discussing patient-reported outcome
measures (PROM) and patient-reported experience
measures (PREM), and tailoring their care based on their
outcomes.

Design A mixed-methods prospective cohort study.
Setting Seven obstetric care networks in the Netherlands
that implemented a set of patient-centred outcome
measures for pregnancy and childbirth (PCB set), published
by the International Consortium for Health Outcomes
Measurement.

Participants All women, receiving the PROM and

PREM questionnaires as part of their routine perinatal
care, received an invitation for a survey (n=460) and an
interview (n=16). The results of the survey were analysed
using descriptive statistics; thematic inductive content
analysis was applied on the data from open text answers
and the interviews.

Results More than half of the survey participants (n=255)
felt the need to discuss the outcomes of PROM and

PREM with their care professionals. The time spent on
completing questionnaires and the comprehensiveness

of the questions was scored ‘good’ by most of the survey
participants. From the interviews, four main themes were
identified: content of the PROM and PREM questionnaires,
application of these outcomes in perinatal care, discussing
PREM and data capture tool. Important facilitators included
awareness of health status, receiving personalised care
based on their outcomes and the relevance of discussing
PREM 6 months post partum. Barriers were found in
insufficient information about the goal of PROM and PREM
for individual care, technical problems in data capture
tools and discrepancy between the questionnaire topics
and the care pathway.

Conclusions This study showed that women found the
PCB set an acceptable and useful instrument for symptom
detection and personalised care up until 6 months post
partum. This patient evaluation of the PCB set has several
implications for practice regarding the questionnaire
content, role of care professionals and congruity with care
pathways.

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study had a prospective design and was in-
corporated in an implementation project as part of
routine perinatal care.

= As a result of the embedding in an implementation
project, we were able to combine the results of a
large sample size of survey participants with sem-
istructured interviews to explore survey answers
in-depth, which increased the generalisability of our
results.

= These are the first experiences from patient per-
spective regarding completing and discussing
patient-reported outcome measures (PROMs) and
patient-reported experience measures (PREMs)
during routine perinatal care.

= Alimitation of this study was the unequal represen-
tation of time points for PROM and PREM collection
in our interview sample, due to the nature of the im-
plementation project.

= The evaluation survey had a response rate of 35%,
which creates a risk for non-response bias that
should be considered when interpreting our results.

INTRODUCTION

Healthcare systems are increasingly focusing
on creating value for patients.' Therefore,
patientreported outcome measures and
experience measures (PROM and PREM)
are progressively used to guide individual
patient care, in quality improvement and for
research purposes. PROM and PREM are
defined as information that is provided by
patients concerning the impact of their condi-
tion, disease or treatment on their health
and functioning.”* In routine care, patients
complete PROM and PREM via standardised
questionnaires—both generic and disease
specific—between visits to care professionals.
Care professionals receive notifications about
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alarm symptoms, such as pain or functional complaints
and can review longitudinal PROM and PREM reports
over time. This way, symptoms and impairments are
more likely to be detected, creating an opportunity to
personalise care based on individual needs.* In chronic
care settings, this approach has been shown to improve
shared decision making, patient-clinician relationship
and health outcomes.”®

In perinatal care, important outcomes expressing
quality of life and social participation can be detained
from PROM and PREM, such as maternal depression,
incontinence and birth experience. PROM and PREM
may differ greatly and may be independent of provider-
reported outcomes, describing far-reaching effects on
women’s lives.” ® Additionally, PROM and PREM may
highlight important outcomes from the patient perspec-
tive that remained hidden when collecting provider-
reported outcomes only. Therefore, implementation of
standardised PROM and PREM, including the adaptation
of individual care pathways based on individual outcomes,
is essential to further personalise and improve quality of
perinatal care from the patient perspective. The Interna-
tional Consortium for Health Outcomes Measurement
(ICHOM) provided a set of patient-centred outcome
measures for pregnancy and childbirth (PCB set) for
perinatal care containing both providerreported and
patient-reported outcomes.’ Prior research in the Neth-
erlands found this set to be acceptable and feasible for
implementation by all important stakeholders including
women.'” "' However, little is known regarding women’s
experiences with completing the PROM and PREM and
receiving care based on their individual outcomes as part
of routine perinatal care.

In the Netherlands, a nationwide implementation
project was initiated to facilitate shared decision making
by implementing the PROM and PREM of the PCB Set in
regular perinatal care. To achieve successful implementa-
tion, identifying unanticipated influences, facilitators and
barriers among the users during the early implementa-
tion process of PROM and PREM is crucial.'” Our preim-
plementation research identified women as important
users next to perinatal care professionals.'” ! Insights into
first women’s experiences with receiving personalised
care based on their individual PROM and PREM during
pregnancy, childbirth and the postpartum period will
enhance and improve further implementation of PROM
and PREM as part of routine perinatal care. Therefore,
alongside the nationwide implementation project, we
conducted a mixed-methods study to gain insight into the
experiences of women with completing and discussing
PROM and PREM, and tailoring their care based on their
outcomes in a routine perinatal care setting.

METHODS

Design

Mixed-method prospective cohort study to gain insight
into women’s experiences with using the PROM and

PREM of the ICHOM PCB set for perinatal care in clin-
ical practice among women receiving perinatal care.

Setting

This study was conducted in seven obstetric care networks
(OCNs) participating in a nationwide implementation
project of the ICHOM PCB set in the Netherlands. Along-
side the implementation project in clinic, this study was
performed to evaluate women’s experiences with this
innovation in routine care. The implementation project
aimed integration of the PCB Set into routine perinatal
care, thatis, that women were invited to complete PROMs
and PREMs and discuss them with their care professional
as part of routine perinatal care at five time points during
their pregnancy or postpartum period. At these time
points, different care professionals may have been respon-
sible for the participants’ health (see figure 1). Women
received an information leaflet regarding the purpose of
the PROM and PREM before filling out their first PROM
and PREM questionnaire and could complete the ques-
tionnaires digitally at home. Care professionals were
informed about the content of the PCB Set (figure 2) and
how to interpret the results. Training on how to discuss
the outcomes was available if needed. Care professionals
discussed the results of the PROM and PREM during the
next regular visit directly after each time point, also at
6months post partum. Implementation plans differed
among the OCNs to enhance local implementation;
OCNs collected PROM and PREM during at least one
time point, this was not necessarily time point 1 (see
table 1).

Patient and public involvement statement

Simultaneously with the implementation of the PCB set,
this study was conducted to gain insight into women’s
experiences with completing and discussing PROM and
PREM. Both the clinical implementation project and this
study were a continuation of previous projects that actively
involved women as important stakeholders, resulting
in changes into the Dutch PCB set, as well as providing
insight into facilitators and barriers to be addressed
during the implementation of the PCB set in routine
care. In this study, we sent out a survey and conducted
interviews with women. The study was designed in close
collaboration with care professionals, while taking into
account previous findings from surveys, interviews and
focus group interviews with women.'’ "' ** Also, the PROM
and PREM questionnaires used in clinic were tested for
comprehensiveness among four women with low health
literacy skills supported by Pharos, a national centre
of expertise in decreasing health inequities.'* Small
language adaptations were made based on this test.

Participants

As our study was conducted within a large implemen-
tation project of the PCB set, all women who received
PROM and PREM questionnaires as part of their routine
perinatal care in one of the participating OCNs were

2

Laureij LT, et al. BMJ Open 2023;13:€064452. doi:10.1136/bmjopen-2022-064452

1ybuAdoo
Ag pa1osioid "D snwsei3 Areiqr [edIpain 1e €202 ‘v Hdy uo jwod fwg usdolwg//:dny woly papeojumod "€20Z Yd2IeN 0T U0 2G7790-2202-uadolwag/9eTT 0T se paysiignd 1say :uadO NG


http://bmjopen.bmj.com/

first week
postpartum:
maternity care
assistant
community midwife or/and gynaecologist general practitioner and
preventive child healthcare
—~ =y = A~ service —
= [ 1 ] 2] (3 ) (4 (6)
o ~ ] | A | ~—
3 months 6 months ‘ birth 3 months 6 months
postpartum postpartum
'.\ 1 j Time point 1: first visit
Poian
(2 ) Time point 2: 28-32 weeks of gestation
b
Fi ,_.\
L3 } Time point 3: first days after childbirth
\ -4
I'\D Time point 4: postpartum check-up (~6 weeks)
A
p e
i_\j) Time point 5: 6 months postpartum

Figure 1 Time points for data collection (PROM and PREM) and involvement of different care professionals, according
to current practice in the Netherlands. The blue dots indicate the five time points for data collection during pregnancy and
postpartum. Above the timeline, the involved care professionals are shown. In this project, the outcomes of the PROMs and

PREMs were discussed with an obstetric care professional during
PROM, patient-reported outcome measure.

eligible for this study. Women were invited to participate
in this study via a digital link immediately after filling
out a PROM/PREM questionnaire at home. They were
asked to complete a short evaluation survey and option-
ally participate in a telephone interview regarding their
experiences with completing and discussing the PROM
and PREM.
Inclusion criteria for this study were as follows:
» Women completed at least one questionnaire of the
PCB set.
» Women were 16 years or older during the first data
collection time point.
» Women gave their informed consent to use their
answers for research.

Data collection

Data collection was performed from March 2020 to
September 2021. The researchers composed of a short
evaluation survey (online supplemental table 1). This
anonymous survey was offered to participants via a digital
link directly after completing their PROM and PREM.
One OCN collected this evaluation survey on paper.
No case mix questions were asked to minimise response
burden for women who had already completed the
PROM and PREM questionnaire. Answers to this survey
were not visible to care professionals. At the end of this
evaluation survey, participants were asked to provide their

all time points.? PREM, patient-reported experience measure;

telephone number for an in-depth evaluation interview
by phone. First, all participants who provided their tele-
phone number were approached for a semistructured
interview by one of the researchers (see for topic list
table 2). Further on, purposive sampling was performed,
for example, selecting women that had filled out PROM
and PREM at time points 3-5, or women who gave
specific answers in the evaluation survey. Additionally,
care professionals were asked to actively recruit women
with decreased health literacy skills for an interview by
the researchers. Data collection was ended as soon as
thematic saturation was accomplished (see the Data anal-
ysis section). All interviews were audiorecorded and tran-
scribed verbatim.

Data analysis

The quantitative data from the evaluation survey were
analysed using descriptive statistics with SPSS V.25 (IBM).
Free-text answers were analysed with thematic analysis
supported by Microsoft Excel (V.16). The transcriptions
from the interviews were checked for accuracy with the
original audiotapes by LTL. The software program Atlas.ti
V.9 was used to support thematic inductive content anal-
ysis."” LTL and SSK independently coded the transcripts
to create a set of preliminary codes and compared the
codes to reach consensus. To detect emerging themes,
we merged matching codes and explored links between
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Social support

Health related quality of life
Mental health

Incontinence

Pain with intercourse
Breastfeeding intention/success
Breastfeeding confidence
Mother-child bonding

Confidence with role as mother

Salisfaclion wilh resulls of care
Healthcare responsiveness
Birth experience

Pain relief {Dutch addition)

Role partner (Dutch additicn)

Continuity of care (Dutch addition)

1% trimester
First visit

3rd trimester after birth Postpartum 6 months
28-32 weeks (first days) check-up (~6 postpartum
of gestation weeks

postpartum)

Number of questions (min-max)
dependent on screening question(s)

18 -37

30-64 9-24 50-284 27—-46

Figure 2 Pregnancy and childbirth set as applied in the Netherlands: domains and moments to measure (adapted from Depla
et al*®). The blue dots indicate the five time points for data collection during pregnancy and post partum (see also figure 1). The
outcome domains are divided into patient-reported outcome measures (PROMs) and patient-reported experience measures
(PREMSs). Below, the number of questions of the total questionnaire (PROM and PREM) per time point is shown.

codes. An overview was constructed of themes and
subthemes for women’s experiences with completing and
discussing PROM and PREM. This overview was compared
with the free-text answer analysis of the open-ended ques-
tions from the survey and combined into an integrated
overview. The integrated overview was discussed with
ALD, ML-dR and MNB and subthemes were identified
as facilitators and barriers. Reporting followed the Stan-
dards for Reporting Qualitative Research.'

RESULTS

Survey

A total of 460 participants (35%) filled out the patient
evaluation survey from a total of 1318women who
completed at least one PROM and PREM questionnaire.
Descriptive statistics of the survey are shown in online
supplemental table 2 and online supplemental figure
la—d. Regarding the time spent on completing the ques-
tionnaires, 87% of participants indicated this as ‘good’.

Table 1 Implementation of time points per obstetric care network

OCN 1 OCN 2 OCN 3 OCN 4 OCN 5 OCN6 OCN7
Time point 1: first visit v v 4 v
Time point 2: 28-32 weeks of gestation v v v v v v
Time point 3: first days after childbirth v v v v v
Time point 4: postpartum check-up v v v v v v
Time point 5: v 4

6 months post partum

OCN, obstetric care network.
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Table 2 Topic list used for the interviews

Topics Sub topics

Course pregnancy/childbirth

Time spent on completing PROM and
PREM —experiences

General health/experiences pregnancy

Experiences completing PROM and PREM
Experience on time spend

Motivation for completion of PROM and PREM

Reasons for (not) completing PROM and PREM in the future

Time points 1 and 2: thoughts regarding completing PROM and PREM multiple times
during pregnancy and after childbirth

Time points 3-5: experiences with completing PROM and PREM after childbirth up until 6

months post partum
Comprehensiveness PROM and PREM

Understanding PROM and PREM: language used, reason why PROM and PREM were

asked, information provision

Social desirability

PREM regarding experiences with care providers: completing and discussing

Discussing PROM and PREM with care
professionals
Taboo topics

Experiences regarding discussing PROM and PREM
Adverse outcomes of PROM and PREM

Bond with care professional

Unexpected outcomes

Resistance regarding discussing PROM and PREM
Advantages and gains of discussing PROM and PREM

Improvements and suggestions

Results of evaluation survey

Previously completed PROM and PREM

Important topics

Preferred care provider Time point

Outcomes that are discussed

Shared decision making

Care pathway—participant’s influence

Discussing wishes and fears regarding pregnancy and childbirth
Patient—care professional relationship

PREM, patient-reported experience measures; PROM, patient-reported outcome measures.

The comprehensiveness of the questions was indicated as
‘good’ by most participants (78%). The need to discuss the
outcomes of the questionnaires with the care professional
differed: of the participants 39% answered ‘not really’,
and 35% ‘a little’, and 20% ‘yes’. Of the participants that
wanted to discuss the outcomes, the majority preferred
their obstetric care professional for this. The answers
from the open-ended questions are to be discussed below.

Interviews

Twenty-six participants provided their telephone
number for the interview, none of these participants had
completed PROM and PREM during time point 3 (mater-
nity week). Sixteen interviews were conducted. We inter-
viewed two participants that completed PROM and PREM
during time points 1 and 4, nine during time point 2, and
three during time point 5. The average age of partici-
pants was 34 years (29-39 years) and the majority were
higher educated (14 of 16), that is, completed an educa-
tion at a university or university of applied sciences. Four
participants received perinatal care for the first time;
they were pregnant for the first time or had given birth
to their first child. Six participants had received perinatal
care by a community midwife, five by a gynaecologist in
the hospital, and five by both community midwives and
gynaecologists.

Themes

The facilitators and barriers identified from the open-
ended questions and interviews were allocated to four
overarching themes (see table 3): (1) Content of the
PROM and PREM, (2) Application of the outcomes of
PROM and PREM in perinatal care, (3) Discussing PREM
and (4) Data capture tool. These themes including facil-
itators and barriers are described below in detail, with
illustrative quotes.

Content of PROM and PREM questionnaires

Most participants found the language of the PROM
and PREM clear and understood the questions. Partic-
ipants felt that the PROM and PREM covered most
important topics and were of a good length. Most partic-
ipants emphasised the importance of PROM and PREM
addressing taboo topics, such as incontinence, depression
and pain with intercourse. In the interviews, participants
shared that completing PROM and PREM on these topics
created awareness about their current health status and
potential problems during pregnancy, childbirth and first
months post partum (see quote 1).

Quote 1 Awareness of taboo topics:

[Complete PROM/PREM to prepare for their next
visit] “I assume [advantages] for both parties: for
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Table 3 Overarching themes and identified facilitators and barriers

Themes Facilitators

Barriers

1. Content of PROM and PREM
questionnaires

Clear language

Good length of questionnaires
Awareness of taboo topics

2. Application of the outcomes in
individual care

3. Discussing PREMs

quality of care

Discussing PREM at time point 5 important for

PROM and PREM covering all important topics

Better preparation for next visit/appointment
Discussing topics that were not discussed before
Care is personalised based on individual outcomes
Discussing outcomes at time point 5

PREM being included in the questionnaires
Insight into individual PREM improves individual

Language of some questions too difficult
Some PROM questions not specific in time or
location

Discrepancy questions with care path and
situation

Absence of answer option ‘I don't know (yet)’
or ‘not applicable’

No opportunity to explain answers or pointing
out important outcomes

Too little attention to physical problems (time
point 2)

(Timing of) PROM breast feeding

Insufficient information on the aim
personalised care based on PROM and PREM
Uncertainty when outcomes are discussed
Feeling of impersonalised care

Unsure of impact on individual quality of care
Discontinuity of care professional

Receiving multiple questionnaires regarding
experiences

Negative PREM preferably face to face
Dependency of care professional

reflection on pregnancy and childbirth
Analysis of aggregate PREM for care improvement
Completing PREM safer option in case of

dissatisfaction
4. Data capture tool

Completing questionnaires digitally
Availability on mobile phones or tablets

Technical problems and bugs
Privacy issues

PREM, patient-reported experience measures; PROM, patient-reported outcome measures.

yourself because you think about everything, also
things you wouldn’t consider at first. And I expect it
[capturing PROM and PREM] would be helpful for a
care professional as well, because he can ask further
than just the topics a patient brings up at that mo-
ment.” (T4)

However, the language of some questions was too diffi-
cult, especially for lower educated women, and several
PROMs were not specific in timing or location of phys-
ical complaints. This led to different interpretations
of the questions. Regarding the content of the PREM,
participants experienced discrepancy between the timing
of the questions and the care received. For example, at
time point 2, options for pain management during child-
birth had often not been discussed yet, thus participants
answered negative to the PREM addressing this. Another
issue mentioned by the interview participants in relation
to PREM, was that they often received care from multiple
care professionals. They stated that they had to average
their experiences when completing the PREM. Several
participants reported that they missed the answer option
‘I don’t know (yet)’ or ‘not applicable’ in some questions,
and the possibility to explain their answers. Also, partici-
pants missed the possibility in the questionnaires to point
out important outcomes. This topic was expanded during
the interviews; participants wanted to be able to indicate

outcomes important to discuss during the following visit
(see quote 2).

Quote 2 No opportunity to explain answers or point-
ing out important topics

[Opportunity for explanation during completion of
PROM and PREM] “You should have a choice: wheth-
er you want to discuss it [your answers] or not, wheth-
er you want to be referred or not. [...] You could put
it [an open text field] at the end of the questionnaire:
‘If you want consultation on this, if you have a top
3 or top 5 or something of the things that were just
asked, what are the topics you would like to discuss
with your midwifer’” (T2)

Although most important topics were covered in the
PROM and PREM, some participants stated that there
was too little attention for prevalent physical problems.
They missed questions concerning pelvic pain and haem-
orrhoids, especially at time point 2. Lastly, the timing of
one specific topic was debated by several participants:
the PROM breast feeding. At time point 2, this topic
was experienced as too early since most women did not
know whether they intended to breastfeed and could not
properly answer the full questionnaire about self-efficacy.
At time point 4, participants indicated it felt too late to
discuss problems with breast feeding.
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Application of the outcomes of PROM and PREM in perinatal care

Most participants indicated that filling out PROM and
PREM helped them in preparing their next visit to their
obstetric care professional. They stated that thinking
about the topics addressed by the questionnaires made
them know better what to expect from and to discuss in
the following visit. Interview participants also pointed
out that the use of PROM and PREM led to discussion
of topics that previously were no part of the conversation
with their care professional. Some participants indicated
that they were unaware of some topics being pregnancy
related, such as psychological problems. Furthermore,
some participants from the interviews said that they felt
their care was personalised based on their individual
outcomes, for example, extra attention, information, or
a referral for specialised care (see quote 3 and quote 4).

Quote 3 Care is personalised based on individual
outcomes

“Then she [the care professional that discussed her
outcomes with her] said she could refer me to a clinic
for pelvic problems if I wanted to. [...] I thought that
was very good. They directly did a follow-up and of-
fered me sort of an option like ‘you could this’.” (T5)

Quote 4 Care is personalised based on individual
outcomes

[her PROM answers indicated depressive symptoms]
“Well... personally I think I, and they too [care pro-
fessionals], gave some extra attention to my mental
health.” (T2)

At time point 5, one participant from the interviews felt
relieved that her care professional paid attention to her
incontinence and psychological problems. She felt that
otherwise she would not have had any care professional
to discuss these issues with.

Despite the availability of an information leaflet and
their care professionals’ explanation, many participants
had misunderstood the aim of the project. They thought
it was a research project and that their answers would
be used for research purposes only. This indicates that
the information about the purpose of PROM and PREM
for individual care was insufficient, which posed a major
barrier to complete questionnaires multiple times (see
quote 5).

Quote 5 Insufficient information on the aim person-
alised care based on PROM and PREM

“It was not clear to me why it [PROM and PREM] was
asked. And I also can’t remember that it [PROM and
PREM questionnaires] included an introduction text
or something like that... maybe that was included you
know... but for me it was not clear what they wanted
to do with that information [her answers]” (T2)

Furthermore, some participants stated it was uncer-
tain when the outcomes of their questionnaire would
be discussed with them; not all participants had their
outcomes discussed during the first visit after completing

the PROM and PREM. One participant said that her
outcomes had never been discussed with her. Several
participants mentioned that completing PROM and
PREM gave them the feeling of ‘impersonalised care’,
as if care professionals tried to avoid the conversation
about these topics. Other interview participants felt
unsure about how the outcomes of the PROM and PREM
would impact the quality of care of their individual care
pathway. For example, when filling out negative expe-
riences regarding one specific care professional, they
preferred to receive care from another care professional
because of their negative experience. Some participants,
from both the survey and the interviews, felt that discon-
tinuity in care professionals posed a barrier to discuss the
outcomes. They did not feel at ease discussing outcomes
with a care professional they had never met before (see
quote 6). Interview participants also did not always
know which care professional was responsible for their
outcomes.

Quote 6 Discontinuity of care professional

“Nothing really popped up [from her answers to the
questionnaires], but if that would have been the case
than I think it is harder to discuss some topics with
a person [care professional] that I have never met.
Especially because some of these topics are sensitive
and vulnerable.” (T1)

Discussing PREM

Participants stated that the PREM was an important facil-
itator for them to complete the PROM and PREM. They
stressed that they found it very important that care profes-
sionals in general have insight into patients’ experiences
with their provided care. Additionally, participants from
the interviews thought that the insight into individual
PREM may lead to improved quality of individual care.
Especially participants that had completed PREM at time
point 5 stated that the PREM was important to complete
and to discuss, because it helped them to process the
pregnancy and postpartum period (see quote 7).

Quote 7 Discussing PREM at time point 5 important
for reflection on pregnancy and childbirth

[After completing the T5 questionnaire] “The fact
that she [care professional] called back, that she
called back actually concerned, and just ... just was
talking with me and explained things. That has real-
ly, also in my head, enormously helped to sort things
out. [...] Yes, I really look back on that [childbirth
and postpartum period] better now.” (T5)

Additionally, analysis of aggregate PREM results may
indicate improvement topics, according to the inter-
view participants. At the same time, a barrier was iden-
tified in overlap; some participants received PREM and
other evaluation questionnaires from their commu-
nity midwives post partum, and it was unclear for them
whether these outcomes were also sent to their midwives.
Ambiguous opinions were found regarding discussing
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PREM individually. Some participants, who were satisfied
with the care they received, indicated they would have
preferred addressing negative experiences directly with
their care professional, instead of via PREM (see quote
8). In contrast to participants who had negative expe-
riences: they explained it felt easier to indicate this via
PREM instead of discussing it face to face with their care
professional.

Quote 8 Negative PREM preferably face to face

[addressing care experiences with care professional]
“I believe it is fairer when they [care professionals]
hear it from me personally, but I can imagine that
some people don’t feel comfortable with that and
prefer to leave their feedback anonymously and that
eventually it will reach the care professional anyway.”
(T2)

Additionally, some participants stated to feel dependent
of their care professional during their care pathway,
which posed a barrier to report negative experiences in
the PREM.

Data capture tool

Participants indicated that they preferred to complete
PROM and PREM digitally. Completing the PROM and
PREM on mobile phones or tablets was preferred by most
women. However, participants pointed out technical
issues as a major barrier; PROM and PREM questions and
answers that were not entirely visible on a mobile phone
led to incomplete or incorrect outcomes according to
some women (see quote 9).

Quote 9 Technical problems and bugs

[Completing PROM and PREM] “On my smartphone
I can’t see all the questions. On the iPad, some an-
swer options disappear, so I must check three times
whether my answers are completed correctly. For ex-
ample, satisfaction is measured on a scale from 1 to 4.
But when I go to the next page and back, it appears
to be a scale from 1 to 10.” (T2)

Also, some participants received PROM and PREM
belonging to a different time point or received the same
PROM and PREM multiple times. Furthermore, several
interviewed participants stated that it was unclear which
organisation sent the invitation to complete the question-
naires and which care professionals had access to their
answers. This made them have doubts regarding privacy
(see quote 10).

Quote 10 Privacy issues

[Completing questions regarding incontinence,
mental health, physical complaints]: “And yes,
those are questions of a kind that you would only
complete honestly if you are completely sure that
you can trust that they will end up at the right
person.” (T2)

DISCUSSION

This mixed-methods study provides insight into the first
experiences of women with completing and discussing
PROM and PREM at different time points during and
after pregnancy as part of routine perinatal care. The
evaluation survey results showed that the time spent on
completing the PROM and PREM was acceptable, and
their content was comprehensive. Most survey partici-
pants felt the need to discuss the outcomes. In the inter-
views, participants were mainly positive about discussing
their individual PROM and PREM outcomes with their
perinatal care professionals. Women’s barriers and facili-
tators to complete and discuss PROM and PREM individ-
ually were identified in four overarching themes.

Strengths and limitations

A strength of this study was the prospective design, incor-
porated in an implementation project as part of regular
care. Its results supported further implementation of the
outcome set, as they were directly translated into adap-
tations in the clinical project, such as IT improvements
and an option to further explain an answer. Accordingly,
by providing PROMs and PREMs throughout pregnancy
and the postpartum period, women can become aware of
what high-quality care encompasses, and of complications
or symptoms that can occur. This awareness can empower
women and support them to adjust their care pathway to
their individual preferences and values. Another strength
was the large sample size of survey participants combined
with semistructured interviews to explore survey answers
in-depth, which increased the generalisability of our
results. Also, the participation threshold was lowered by
conducting the survey anonymously and the interviews
by telephone, limiting the risk of selection bias. However,
the survey response rate of 35% does create a risk for
non-response bias. Despite our efforts to minimise the
risk of selection bias with purposive sampling, mostly
higher educated women were included, and only Dutch
speaking women could participate to the surveys. This
was inevitable to some extent, as the sample was taken
from an already selected population: women completing
the PROM and PREM were Dutch speaking only and
had a relatively good health literacy, as no support was
provided with completing them. This limitation should
be taken into account when interpreting our findings
and stresses the importance of future efforts to engage all
women when implementing PROM and PREM to prevent
further health inequities. Nevertheless, this exploration
of patient experiences with individual PROM and PREM
was the first among women receiving perinatal care.
A second limitation, resulting from the outline of the
implementation project, was the unequal representation
of time points for PROM and PREM collection in our
interviews. Despite our strategy to ask care professionals
to recruit participants for the interviews directly, that
is, without filling out the survey, we could not interview
women who had completed PROM and PREM at time
point 3 (maternity week).
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Compared with literature

In line with findings in other disciplines, discussing PROM
and PREM with care professionals as part of routine peri-
natal care was found to improve patient satisfaction and
willingness to complete the questionnaires.6 19 partici-
pants felt better prepared for their next visit and discussed
topics that were not discussed before, which reconfirms
results from large studies in chronic care settings.'*' At
the same time, a significant part of our survey respondents
did not feel the need to discuss their outcomes. Moreover,
for some women completing the questionnaires even felt
as impersonalised care. As the survey was offered directly
after completing the PROM and PREM, survey partic-
ipants had not yet discussed their outcomes with their
care professional. These findings indicate that discussing
outcomes are an essential part of using PROM and PREM
in clinical practice.” Another explanation could be inad-
equate information provision, as several women stated
that the purpose of the PROM and PREM was unclear
to them. As women'’s perception of this purpose largely
depends on their care professional, care professionals
may improve this by actively using PROM and PREM as a
part of routine care. For example, by encouraging women
to consider which outcomes they want to discuss in the
next visit.

Using individual outcomes to tailor care was an
important facilitator to complete PROM and PREM over
the course of pregnancy and postpartum. Nevertheless,
two important barriers to use PROM and PREM individu-
ally were raised by our participants as well. First, discrep-
ancy between the timelines of provided care and the
PROM and PREM was pointed out. For example, a PREM
questioning information provision on pain relief was
sent to women, before care professionals addressed this
topic according to standard care. Synchronising the time
points of the PCB set with routine perinatal care pathways
may solve this barrier. Based on compliance to the PROM
and PREM and results of the PROM and PREM, concrete
recommendations to adapt the PCB set’s content and
timeline have been suggested in a recent publication, and
are in accordance with women’s experiences found in
this study.” Second, discontinuity in care professional was
posed as a barrier, as discussing PROM and PREM with
different care professionals lead to discomfort among
participants. Discussing outcomes in the multidisciplinary
setting of perinatal care may be easier if a principal care
professional is allocated to every pregnant woman. A rela-
tionship of trust between care professional and patients
may be a crucial facilitator for completing and discussing
PROM and PREM, especially when discussing taboo
topics such as incontinence.” This may provide opportu-
nity to improve perinatal care outcomes, as several taboo
topics have been shown highly prevalent and only 15% of
the affected women bring them up during a postpartum
check-up.?® ** Additionally, although hard to accomplish
by perinatal care professionals, our participants stated
that evaluating their outcomes at 6 months post partum
with a perinatal care professional was of added value to

the regular postpartum check-up. This reconfirms previ-
ously reported patient views regarding time point 5 of
the PCB set.'”'" Compared with the check-up at 6weeks
post partum, at 6 months post partum, most women have
further recovered in multiple domains and resumed their
work and social life. Hence, at this moment, the sustain-
ability and severity of physical or mental problems can
be determined and referred for, improving long-term
outcomes of perinatal care.

Confirming preimplementation studies, our partici-
pants emphasised that PREM were an important facilitator
to complete the questionnaires.'”!! However, evidence on
individual PREM use as part of clinical practice is scarce.
This study revealed different opinions among women:
some preferred to address negative experiences face to
face, some felt PREM made it easier to raise and others
felt too dependent on their care professional to discuss
a negative experience at all. Future research should eval-
uate the possible effects of offering each woman a choice
whether her individual answers are visible to care profes-
sionals and discussed as part of her care.

As shown before from a professional perspective, a good
functioning data capture tool for assessment and real-life
visualisation of patient-reported measures is essential for
successful implementation.® * *® In our patient evalua-
tion, technological issues of the data capture tools were
also a major barrier for completing the questionnaires.
Although challenging in terms of interorganisational
collaboration and IT infrastructure, this project was one
of the first to attempt system-wide implementation of
PROM and PREM as a standard part of individual peri-
natal care to guide individual care and personalised
care pathways. In the transformation towards healthcare
systems that provide patient-centred care over the full
cycle of care, it is essential to use data capture tools that
facilitate information exchange between all healthcare
tiers involved with a disease or condition.

Future research and implications

To achieve personalised care based on PROM and PREM,
patient engagement is essential but requires efforts at
several points. For successful implementation, women
will benefit from a system-wide data capture tool, a prin-
cipal care professional to discuss their outcomes with and
a timeline of PROM and PREM collection that fits clinical
care: matching their appointments and content of care
pathways. Also, an open-text field to explain answers and
point out outcomes they want to discuss could empower
women to take an active role in their care. Lastly, when
completing PROM and PREM, women should be clearly
informed about (1) the purpose of using their answers
for personalised care and (2) the topics addressed by the
questionnaires at each time point and their relation to
PCB. Since care professionals are crucial in providing
this information and in discussing the outcomes, future
research may focus on the experiences of care profes-
sionals with PROM and PREM use in perinatal care. To
engage care professionals, it would be useful to evaluate
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training strategies, but also their perceived benefits when
working with PROM and PREM. These could include
direct improvement of individual care for their patients,
as well as insight into the results of their efforts in terms of
patient outcomes."” These practice implications resulting
from women’s reflections on individual level PROM and
PREM use can advance structural integration of women’s
perspective in clinical care. Although clinical integra-
tion can enable group level use, further research is still
needed to explore how PROM and PREM can contribute
to embed patients’ perspective in research and manage-
ment decisions as well.

CONCLUSIONS

This study reported the first patient experiences with
completing and discussing PROM and PREM as part of
perinatal care. The ICHOM PCB set was found to be an
acceptable and useful instrument for symptom detec-
tion and personalised perinatal care up until 6 months
postpartum. Women’s reflections on these PROMs and
PREMs allow several practice implications to improve the
questionnaire content, the role of care professionals and
congruity with routine care pathways.
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Supplementary Table 1 Evaluation survey

Q1) | found the time needed to complete the PROM and PREM ...

Too much
Alot
Good
Short

Q2) Were you able to properly complete all PROM and PREM?

Yes

No, | did not understand all questions
No, the questions were too personal
Other: .......

Q3) During the next visit, you will discuss the outcomes of the PROM and PREM with you
care provider. Do you feel the need to discuss the outcomes?

Yes - Go to question 3b
| Alittle - Go to question 3b
| Not really - Go to question 3¢
|| Notatall - Go to question 3¢

Community midwife

Clinical midwife

Gynaecologist

Maternity care assistant or nurse
Preventive Child Healthcare services
General practitioner

No preference

Q3b) Who do you prefer to discuss your
outcomes with?

Q3c) Can you please explain Why YoU dO | ..coccceeeriiiiiiiniieiin et e s
not prefer to discuss your outcomes?

Q4) Do you have any remarks regarding the PROM and PREM or suggestions for
improvement?

Q5) Do you give permission for an evaluation by telephone in the future?

Yes, my telephone number is: .......ccvvevevivicce i,
No

PROM: patient reported outcome measures. PREM: patient reported experience measures
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Supplementary Table 2 Survey participants per time point

Time point n

T1 93
T2 337
T3 10
T4 9
T5 11
Total 460
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Time spent on completing PROs

Short (28) .
g
Alot (26) .

Answer options (n)

Too much (3) |

0 10 20 30 40 50 60 70 80 90 100
%

Supplementary Figure 1a Q1 | found the time needed to complete the PROM and PREM...

Comprehensiveness

other ... (68) [IIEGN
ves (359)

No, | didn't understand all questions (25) -

Answer options (n)

No, the questions were too personal (3) |

0 10 20 30 40 50 60 70 8 90 100
%

Supplementary Figure 1b Q2 Were you able to properly complete all PROM and PREM?
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Q3a Need to discuss outcomes

ves oo
e )
m——

Answer options (n)

Not at all (22) .
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Supplementary Figure 1c Q3 During the next visit, you will discuss the outcomes of the PROM and
PREM with you care provider. Do you feel the need to discuss the outcomes?

Q3b Type of care provider

No preference (1)
Preventive Child Healthcare Services (1)
Maternity care assistant or nurse (5) |
Gynaecologist (52) [N

Clinical midwife (13) W

Answer options (n)

Community midwife (165) [INEGEGN
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Supplementary Figure 1d Q3b Who do you prefer to discuss your outcomes with?
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