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Abstract

Background: An important—and often missing—element of person-centred care is
the inclusion of individual patients' values and preferences. This is challenging but
especially important for high-burden fertility treatments. We describe the devel-
opment of a clinical tool that aims to facilitate the delivery of person-centred fertility
care by giving insight into the patients' values and preferences.

Methods: We developed the Tell me tool following the three principles of user-centred
design: (1) early and continual focus on users; (2) iterative design; (3) measurement of user
behaviour. Accordingly, our methods consisted of three phases: (1) conducting semi-
structured interviews with 18 couples undergoing fertility treatment, followed by a
consensus meeting with relevant stakeholders; (2) performing seven iterative improve-
ment rounds; (3) testing the feasibility of the tool in 10 couples.

Results: The Tell me tool consists of a ranking assignment of 13 themes and two open-
ended questions. These themes relate to the couples' wellbeing and experience of the
treatment, such as mental health and shared decision making. The open-ended questions
ask them to write down what matters most to them. The field test showed variation
between the individual patients' answers. The tool proved to highlight what is important
to the individual patient and gives insight into patients' personal contexts.

Conclusions: We developed a tool that gives insight into the values and preferences of
the individual patient. The tool seems feasible for facilitating person-centred fertility care.
Patient or Public Contribution: The tool was developed with a user-centred design

that strongly involved patients.
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1 | INTRODUCTION

In the last decades, we have seen a growing trend toward person-
centred healthcare.” Person-centred care has several advantages. It
can improve health outcomes, patient's wellbeing, the patient-
clinician relationship, patients' experiences with care and it can lower
medical costs.?”?

Patients with a chronic disease or a condition associated with a
heavy burden of treatment can especially benefit from person-
centred care.’® A burdensome treatment, both physically and emo-
tionally, is in vitro fertilization with intracytoplasmic sperm injection
(ICSI), for which semen needs to be surgically retrieved through
percutaneous epididymal sperm aspiration (PESA) or testicular sperm
extraction (TESE). This treatment involves both partners, includes
frequent and often emotional visits to the clinic and requires close,
multidisciplinary collaboration.

Current literature defines several themes that are important
to infertile patients, such as effectiveness, time and genetic
parentage.'’*? However, these studies take the approach of patient-
centred care. Although many similarities exist between person- and
patient-centred care (both include aspects such as empathy, shared
decision-making, communication and relationships) the main differ-
ence is that patient-centred care aims for a functional life while
person-centred care is broader and aims for a meaningful life.> Pa-
tients receiving infertility treatment might benefit from a person-
centred approach because the outcome of this treatment and pos-
sibly stopping the treatment relate to their meaningfulness of life.*
Living a life without biological children or without children at all might
force couples to redefine meaning in life.

Despite many initiatives, person-centred care remains hard to
accomplish because many elements are involved, such as commu-
nication between patients and clinicians, coordinated care and the
individualized context of the patient." One component is adequate
incorporation of patients' preferences into healthcare decisions.™*
However, this appears to be a tough nut to crack. Many clinicians
believe that they already integrate patient preferences into their

recommendations, ¢ [

and as Mulley et a put it: ‘a preference
misdiagnosis generally goes unnoticed’.

Misdiagnosis of preferences impedes person-centred care de-
livery. As communication is a dyadic concept involving efforts from

both the patient and the physician,*’

strategies targeted at both
groups could help to improve person-centred care. First, the clinician
needs to get acquainted with the patient and his/her preferences.'®
Second, patients should be able to voice their values and preferences.
However, it is not easy for patients to engage in their care.’” Patients
need to be empowered to participate in the consultation;?%?*
moreover, they need time to construct an informed preference.
Preparation in formulating preferences in advance could encourage
patient engagement during the consultation.?*%?

A tool could facilitate both patients and clinicians in: (1) supporting
the patient to form and voice their preferences and (2) supporting the
clinician to correctly estimate these preferences to deliver person-

centred care. Tools that facilitate infertile patients to think and speak up

about what is important to them in their fertility treatment and life are
particularly promising because studies have shown that clinicians un-
derestimate the importance of person-centred care and tend to assume
that the couple's only goal is to become pregnant.’®?® A recent review
showed that interventions for patients, their families and practitioners
could improve patient-centredness of care.”* For example, a tool that
was developed for hospitalized patients showed a positive effect on
patient participation.?>?° A review focusing on shared decision-making,
which is an aspect of person-centred care, concluded that patients who
use decision aids feel clearer about their values.?’

An existing theoretical framework defines several themes that
are important to infertile patients,’? but this framework does not
provide an intervention that can be used in clinical practice and does
not use a person-centred viewpoint. To our knowledge, no tools exist
for facilitating a person-centred approach for both patients and
clinicians in complex fertility treatment. Therefore, we aimed to de-
velop a tool, the ‘Tell me tool’ for couples in need of PESA/TESE-ICSI
treatment, that clarifies individual patients' values and preferences,
facilitates patients to voice these and clinicians to understand them.
This study describes the development of a person-centred tool, using

an iterative design and evaluates the usability of the tool in practice.

2 | METHODS

2.1 | Study design

We aimed to develop an instrument that would support patients in
forming and voicing their preferences and clinicians in correctly un-
derstanding these preferences to deliver person-centred care. We were
inspired by the literature on goal setting and patient empowerment?® =2
and wanted the tool to help patients construct their preferences by
providing a list of ‘goals’ that could be important to them. These goals
could then be discussed with their clinician.

We developed the tool using a user-centred development ap-
proach that includes feedback from both patients and clinicians as
the most important stakeholders.>> A user-centred design was ori-
ginally used for the development of interactive software technologies
in fields outside healthcare.>* Yet such a concept could also facilitate
the design of healthcare interventions.**> We used this approach
following the three principles of user-centred design: (1) early and
continual focus on target users; (2) measurement of user behaviour;
(3) iterative design.*>*’ In our setting, patients and clinicians were
the target users of the intended tool. For that reason, they were
involved from the very beginning of the development process. Ac-
cordingly, our methods consisted of three phases: (1) developing a
draft of the tool; (2) improving the tool in iterative improvement
cycles; (3) testing the usability of the tool. Figure 1 gives an overview
of the methods used.

The Research Ethics Committee of the Radboud University
Medical Center judged that ethical approval was not required under
Dutch National Law. The study was performed in line with the
principles of the Declaration of Helsinki. This study was reported
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FIGURE 1 Overview of the methods used in this study

using the Consolidated criteria for reporting qualitative studies
(COREQ, see Appendix SA).

2.2 | Setting

This study focused on infertile couples of which the man had been
diagnosed with azoospermia, which required a PESA/TESE-ICSI
treatment. Because this is the most burdensome of fertility treat-
ments and involves treating both the man and the woman, discussing
person-centred care aspects might be very important for these pa-
tients. This intensive treatment starts with surgically obtaining semen
from the man, subsequently hyperstimulating the woman's ovaries
with hormones, harvesting oocytes, fertilizing them by injecting a
sperm cell and transferring the embryos to the woman's uterus.
Dutch basic healthcare insurance covers three PESA/TESE-ICSI
treatment cycles for women up to 43 years old. The tool develop-
ment took place at the Department of Obstetrics and Gynecology of
the Radboud University Medical Centre in the Netherlands in 2014
and 2015.

2.3 | Phase I: Development of the tool

As the Tell me tool aimed to facilitate both patients and their clin-
icians in their conversations, both stakeholder groups were involved
in its development. This was in line with the first principle of user-
centred development: early and continual focus on target users.

E. V. performed face-to-face, semi-structured interviews with
couples that were undergoing or were eligible for PESA/TESE-ICSI, to
identify themes that were important to them. We invited couples
from different stages in the care process and with different ages. The
topic guide was developed based on literature related to the patient's
experience of the treatment process and the patient's wellbeing
during and after infertility treatment (see Supporting Informa-

)1 0,38-43

tion 1 leading to three main focus points. First, the

interviewer asked the couples open-ended questions on what mat-
tered to them in their fertility care. Second, the interviewer summed
up the identified themes from the literature and inquired whether the
couple had any additional items. Thirdly, the couple discussed and
answered the themes that mattered most to them. The man and
woman each gave a top three of most important themes; we assigned
three points to each patients' most important theme, two points to
the next important and one point to the third most important theme.

We interviewed until we achieved data saturation. For con-
firmation purposes, we conducted two more interviews. Interviews
were audio-recorded and transcribed verbatim. E. V. and E. S. in-
dependently coded the transcripts using an inductive thematic ana-
lysis in Atlas.ti.** In this approach, the analysis was data-driven and
themes were constructed without a pre-existing frame. Codes were
compared, and when they differed, we discussed until we reached a
consensus, if necessary with a third person (W. N.). All codes were
grouped into categories derived from the data through constant
comparison and review.

E. V., D.B., W. N. and J. K. created a first draft of the Tell me tool
based on the input of the patient interviews and the concept of goal
setting. The 10 themes that received the highest number of points in
the interviews were included in the draft tool. This draft was pre-
sented in a consensus meeting with stakeholders who were involved
in PESA/TESE-ICSI care (one nurse, one secretary, one nurse prac-
titioner, one patient, two fertility physicians, one urologist, the head
of the fertility lab and the head of the fertility department). The
patient was a representative of the Dutch patient association for
fertility care and was experienced in participating in research. The set
of themes, layout, distribution, implementation and name of the Tell
me tool were discussed until consensus was achieved. With this in-

formation, we developed the second version of the Tell me tool.

2.4 | Phase ll: Iterative improvement cycles

Following the second and third principles of user-centred develop-
ment (i.e., measurement of user behaviour and iterative design), the
Tell me tool went through several iterative improvement cycles. In
these cycles, user experiences and approaches to fill in the tool were
measured using the think-aloud method.*> We asked couples to
complete the tool while telling out loud what they were thinking. The
completed tools and results were discussed with the physicians and
subsequently, the expert team adapted the tool into a new version
(Figure 2). We concluded the improvement cycles when no more

considerable issues emerged.

2.5 | Phase lll: Field test

During Phase Ill, the tool was introduced into daily practice. For
optimal implementation, we discussed the distribution, proces-
sing and use of the tool in the aforementioned consensus meeting

and the improvement cycles. We held educational meetings with all
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2-3 couples completed (new version of)
tool whilst telling out loud what they
were thinking, were asked questions on
the lay-out and distribution of the tool,
and to described the themes in their
own words.

Results of completed
tools were presented to
one or two physicians,
nurse practitioners or
nurses and requested
their feedback.

The expert group
adjusted the tool, taking
into account all
suggestions.

FIGURE 2 Method of iterative improvement cycles in Phase Il of
the development of the tool: cycles to adapt and adjust the tool,
leading to new versions

clinicians involved in PESA/TESE-ICSI care. Afterwards, we sent them
an instruction form with a summary of the meeting.

We tested the usability of the tool from the patient's per-
spective in a field test. The main goal was to test whether the tool
supports patients to form and voice their preferences. PESA/TESE-
ICSI couples that were referred to the Radboud university medical
centre received the tool. We collected 20 completed tools from 10
couples, of which 10 were completed by women and 10 were
completed by men. We evaluated patients' understanding of
the tool, ability to complete the tool correctly and what values
and preferences they wrote down. Subsequently, we calculated
the mean ratings and scores per theme, as well as the number of
times a theme received the highest score from a patient. We then
thematically coded the patients' answers onto the open questions
in Atlas.ti.

3 | RESULTS

3.1 | Phase I: Development of the tool

From the interviews with 18 PESA/TESE-ICSI couples, we reached a
consensus on 17 final themes (see the Supporting Information 2),
with which we could develop the first draft of the tool. The most
important themes differed slightly between men and women: men
found being involved and comfort more important, while women
found accessibility and continuity more important. For that reason,
we decided to develop a version of the tool for men and one for
women, each version containing a different set of themes. To de-
scribe the themes in a comprehensible way for patients, we used
descriptions directly derived from the interviews. For example,

‘competence of staff’ was described as ‘trusting the clinicians’

expertize', and ‘accessibility’ as ‘being able to ask questions’. We left
some room for patients to come up with their own topics. The first
draft of the tool consisted of two parts. In the first part of the tool,
patients were asked to rate all themes on importance and distribute
100 points among them. The second part of the tool contained open-
ended questions for additional in-depth information on the values
and preferences of the patient. The tool was developed as a booklet
that patients could bring to the consultation and that the clinician
could read and use during the appointment.

During the consensus meeting, the PESA/TESE-ICSI-related
stakeholders voiced various remarks and ideas on the first draft of
the tool as well as its use in clinical practice. Consensus on these
points was however reached fairly quickly. Two examples of feed-
back: the stakeholders agreed that the tool should be easy to ad-
minister and it should be short, and the clinicians wished clarification
on why patients found certain themes important, indicating that
there should be space for the patient to explain. A second version of
the tool was created using these recommendations (Supporting
Information 3).

The clinicians preferred to read the tool before the consultation
instead of receiving the tool from the patient during the consultation.
Also, due to time constraints, both the clinician and the patient ex-
pected that only one or two themes could be discussed during the
consultation. The remarks were taken into account for using the tool

in daily practice (Phase Ill).

3.2 | Phase ll: Iterative improvement cycles

In total, 23 PESA/TESE-ICSI couples and several nurses, nurse
practitioners and physicians working at the Department of Obstetrics
and Gynecology during this study were consulted in the improvement
cycles. We adjusted the tool seven times until no more considerable
issues emerged.

Regarding the content of the tool, couples found it confusing
that the tools for men and women sometimes differed in themes. We,
therefore, decided to use the same themes for both genders. Some
patients reported that what they feel is important is not always
something they would like to talk about with their clinician. In addi-
tion, distributing 100 points proved to be quite hard. This led us to
test different instructions, guided by what patients suggested, which
resulted in the final instructions in part A of the tool (Figure 3) where
respondents had to distribute 10 points. In addition, we added an
open-ended question inviting patients to explain their top four (part
B, Figure 3). The two open-ended questions from the first draft of the
tool were merged into part C (Figure 3). Patients and clinicians found
the open-ended questions valuable because they gave room for
personal information. Figure 4AB shows the final Tell me tool,
completed by the first couple of the field test.

Regarding the clinical application of the tool, we designed the use
of the tool in line with the feedback given in Phase I, for example, to
embed the tool in already existing routines, thereby keeping the

burden for patients and clinicians low.
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m: How important is every theme to you? Rate all themes. Themes you miss can be filled in

at Other.

@: Mark the four themes that you feel require extra attention in your counselling and

treatment (your top four).

: Distribute 10 points over your top four. Themes may receive 0 points, as long as it adds

up to 10.

Becoming pregnant

The relationship with your partner
Physical health

Mental health

The medical expertise of the care team
The information provision

Seeing the same caregivers

The caregivers’ attitude

Flexible scheduling of appointments
Accessibility for questions

That caregivers take the time

Being involved in decision making

The pain control and side effects

Not

1

o o ooooooooooao oo

important

o oooooooaooooaoaonws
o ooooooooaoaoaoaoaoo
O O o0ooooooooaooao o

Very

important
3456

oo
oad
oad
oo
oad
oo
oo
oad
oad
oo
oo
oo
oo
oad

2]

Top four

Total:

3]

10 points

10

Explain why those four subjects are important to you and what we can do for you personally.

Write down what you want your care team to know about you as a person (your experiences,

beliefs, personality). Everything that may help us take good care of you.

Thank you for completing the Tell Me tool!

WILEY—L %

> ~+~=Q O

O ~+ = Q T

N += QY T

FIGURE 3 Final version of the tool, consisting of parts A, B and C. Part A involves three steps, accordingly the three columns in part A. Part B

and C consist of open-ended questions
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A Not m Very @ @
important important
123456 Top four 10 points
Becoming pregnant oooOodx d . _
The relationship with your partner OO0O0Odox X S
Physical health oooox o L L
Mental health oooox d - .
The medical expertise of the care team oooogx _X_ 1
The information provision oooox o _ .
Seeing the same caregivers OOooOoOgox _ -
The caregivers’ attitude OOo0oOoox L L
Flexible scheduling of appointments OOooOx Ood _ L
Accessibility for questions oooox d _ .
That caregivers take the time oooox O X 2
Being involved in decision making oo0ooOogx - -
The pain control and side effects OO0O00Oogx X 4
other: __ _ _ _ _ _ _ _ Ooooood - _
Total: _10

Explain why those four subjects are important to you and what we can do for you personally.

Pain control is most important. | will accept the side effects in order to feel no pain.
Furthermore, the relationship with my husband is most important, with or without child.
Taking the time, the feeling that you are being heard.

Write down what you want your care team to know about you as a person (your experiences, beliefs,
personality). Everything that may help us take good care of you.

One very bad experience with a gynaecologist. He was very rough during an internal exam. |
felt bad for a week after that. Since then, this is difficult for me.

Thank you for completing the Tell Me tool!

FIGURE 4 (A) First completed tool (final version) of the feasibility test (Phase Ill) of a couple: (A) women version and (B) men version
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(B) Not Very
important important

123456 Top four 10 points
Becoming pregnant OooOx OO X 3
The relationship with your partner Oooooox - .
Physical health Oooooox _ .
Mental health Oooooox _ .
The medical expertise of the care team Oooooox X 3
The information provision Oooooox _ .
Seeing the same caregivers Oo0Ox OO - .
The caregivers’ attitude ooooogx . L
Flexible scheduling of appointments Oooooox _ .
Accessibility for questions OO0ooOoox - o
That caregivers take the time OooooOoox X 2
Being involved in decision making Oooooox X L
The pain control and side effects Oooooox . -
other: __ oooooo L L
Total: _10

Explain why those four subjects are important to you and what we can do for you personally.

The goal is to become pregnant. Expertise is very important for this.
If caregivers take the time you will receive better explanation.
Being involved, there may be things | don’t want.

Write down what you want your care team to know about you as a person (your experiences, beliefs,
personality). Everything that may help us take good care of you.

Multiple experiences with insufficient anesthesia.
The fear that this treatment is for nothing, especially for my wife.

Thank you for completing the Tell Me tool!

FIGURE 4 Continued
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3.3 | Phase lll: Field test

The field test aimed to give insight into the user experiences of pa-
tients. Based on the input from both the consensus meeting and the
improvement cycles, the tool was used as follows: PESA/TESE-ICSI
patients, scheduled for intake, received the tool by mail together with
their registration forms to ensure limited administrative time. This
also met the patients' preference to complete the tool on paper.
Next, patients returned the completed tool and the registration forms
to the secretary, who added them to their medical records. In addi-
tion, E. V. wrote a summary of the patient's tool in the treatment
overview. In doing so it would be easier to find for all clinicians,
should they wish to read the summary before the consultation.
Clinicians were instructed to discuss with the patients their most
important themes during the consultation and where possible
to personalize their care plan or counselling. Within 2 months,
10 couples completed and returned the tool. The women had a mean
age of 29.2 years (SD=3.6) and men a mean age of 29.7 years
(SD = 3.4). Of the 20 men and women, 17 filled in the tool completely
and answered at least one of the two open-ended questions. One
couple did not select a top four and did not distribute 10 points, but
rated the themes and answered one of the open questions. Fur-
thermore, one man did not answer the open-ended questions. As the
tool had been added to the patients' registration forms during a long
time-frame, we did not know how many patients received the tool
and therefore could not calculate a response rate.

Both men and women rated the importance of all the themes highly,
as can be seen in Table 1 (Step 1 of part A). The lowest mean was 4.1
(accessibility for questions) and the highest was 6 (relationship with
partner). The distribution of 10 points over their top four themes showed
more insight and variation between patients (Steps 2 and 3 of part A).
Three out of nine women and two out of nine men did not include
‘becoming pregnant’ in their top four. Next to ‘becoming pregnant’, many
other themes received the highest score. One man wrote down an extra
theme: ‘determining cause and targeted approach’.

The majority of the patients' responses to the open-ended
questions concerned a further explanation of their top four assigned
in part A. The most often mentioned themes were pregnancy, re-
lationship, (physical) health and clinician's expertize. Seven out of the
10 women and four out of the 10 men commented on their wish to
become pregnant. Most of the answers given explained why a certain
theme was important, although some patients did not come up with a

lot of explanation but merely repeated that a theme was important.

The relationship with my partner is most important.

We have to go through this together. (Woman, age 32)

We want to become pregnant, but our health should not
suffer from this. (Man, age 34)

Information in easy language. Taking the time for a good
explanation and for understanding the next steps.

(Woman, age 30)

Next to comments on their themes, several patients mentioned a

personality trait and/or their (care) experiences from the past.

| have an optimistic personality. In the past years | have
conquered several setbacks and experienced that | can
beat them on my own, which has made me stronger.
Therefore, | believe that we can handle this treatment.
(Woman, age 30)

Multiple experiences with insufficient anesthesia. (Man,
age 35)

Furthermore, several themes that were not directly attributable
to one of the themes in the list were mentioned: that is, equal
communication between patient and clinician, the honesty of the
clinician, the feeling of being taken seriously, counselling for child-
lessness in case of failed treatment, and being dependent on others
for pregnancy and physical health.

Figure 4A,B shows the answers of the first couple of the field
test that completed the final tool to exemplify how the tool provides

insight into an individual patient's preferences.

4 | DISCUSSION AND CONCLUSION

4.1 | Discussion
This paper describes the development and field test of the Tell me
tool that aims to support both the patient and clinician to elicit a
patient's values and preferences. During the user-centred develop-
ment process, patients and clinicians were involved in the design and
optimization of the tool and its introduction into daily practice. The
field test showed that patients were able to complete the tool, that
the tool reflects variation and can discriminate between patients.
Furthermore, the open questions helped explain why a certain theme
was important for patients. These results suggest that the tool can
give insight into the values and preferences of the individual patient.
The elicitation of patients' preferences is an important step in the
process of shared decision-making,*® which is essential to delivering
person-centred care.™' In general, it is known that clinicians'
knowledge of patients' preferences enhances person-centred care.
Since the tool is developed to support patients and clinicians in
communicating about patient's values and preferences and subse-
quently enable person-centred care, we will discuss the potential of
the tool through the concept of clinician-patient communication.
First, the tool was developed to support patients to formulate
their values and preferences. The field test showed that it helped
patients in forming their preferences. In Step 1 of part A, the tool
showed large ceiling effects (Table 1), indicating that patients could
not prioritize which topics were most important to them. After as-
signing a top four and writing down what mattered to them, a more
focused overview of the patients' preferences emerged. Also, sending

this tool to patients brings the message across that clinicians are
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genuinely interested in their patients' values and preferences.
Therefore, the tool could not only help patients to form their pre-
ferences but also empower patients to voice them during the con-
sultation. To our knowledge, there are no tools yet for preference
elicitation in fertility care. Our tool could fill this gap and help infertile
patients to voice their concerns and needs.

Second, this tool could facilitate the clinician in signalling the
patients' preferences and starting the conversation on this topic,
leading to more person-centred care. With this study, we have not
yet gained insight into whether clinicians deliver more person-
centred care when using the tool. Nevertheless, other similar tools
have already shown this effect. For example, the Tell us card, de-

2647 contains two questions: ‘What

veloped for hospitalized patients,
is important for you today?’ and ‘What is important for you before
you are discharged?’ The use of the Tell us card improved the pa-
tients' ability to participate in decisions. In another study in the
United Kingdom, hospitalized patients received a ‘What matters to
me? whiteboard on their bed.”®*’ Patients expressed goals and
wishes, such as ‘having a good session with the physical therapist’
and ‘clear communication’. The board was well received by clinicians
as well as patients. These studies indicate that tools that aim to
support the clinician in getting to know what is important for the
patient could be effective in delivering more person-centred care.
Involving patients and clinicians in the development of the tool is
part of the user-centred design we applied in the methods. This
technique has been used before in the development of preference
elicitation tools. Other researchers in the Netherlands also involved
end-users in the development of their tool for long-term care. This
resulted in a web-based tool that assists patients with preference

elicitation during consultations with professionals.*°

4.2 | Comparison to the existing literature

Duthie et al.*? published a framework on treatment dimensions for
patient-centred fertility care based on patients' views. They reported
‘genetic parentage’ (genetic/biological connection to child) as one of
the dimensions. This theme did not emerge in our interviews, which
could be caused by our more specific population of PESA/TESE-ICSI
patients who are trying to become pregnant based on their own
gametes. Furthermore, Duthie's framework incorporated financial
costs of the treatment, while in our interviews patients rated this
theme as least important. Therefore, this theme was not included in
our tool. This could be explained by our different healthcare systems,
with the Dutch healthcare system being more financially supportive
compared to the United States healthcare system. The other four
themes of Duthie's theoretical framework are similar to the themes in
our tool for clinical practice. Since the development of our tool was
based on a person-centred approach, we also included additional
themes that are not present in Duthie's patient-centred framework.
Especially, the last open-ended question asking patients what is im-
portant for the clinician to know about their personal life is related to

the concept of person-centred care, focusing on a meaningful life.

Furthermore, the topic ‘relationship with your partner’ is part of our
tool, while it is not part of the existing patient-centred care frame-
work. Remarkable about this last topic was that maintaining a good
relationship with your partner was ranked as the most important
theme, while research shows that clinicians expected that becoming
pregnant would be the most important theme for patients.’® Our
results were in line with another study that assessed family-building
aspects in infertile couples. It was reported that a close and satisfying

relationship with one's partner was the highest priority for couples.””

4.3 | Strengths and limitations

The user-centred design was the greatest strength of our study. We
used this method for developing the content, layout and use of the
tool. With the think-aloud method in the improvement cycles, we
improved the tool so that the majority of patients would be able to
complete it. A second strength is that the tool is intended and fea-
sible for both partners in the infertility care pathway, which is very
unique. A limitation of the tool is that we could not include all themes
that emerged in the patient interviews. We chose to omit the least
important themes because users recommended that the tool should
not exceed one page. However, since patients had the opportunity to
add additional themes on the dotted line after ‘other’ and in their
answers to the open questions, we are confident that there was
enough opportunity for patients to indicate what mattered to them.
A second limitation of our study was the involvement of patients
during the consensus meeting (Phase 1). Only one patient re-
presentative participated, and the first draft of the tool was devel-
oped by the research team. In our view, we compensated for this by
involving many patients in the improvement cycles (Phase Il) and in
the field test (Phase Ill). A third limitation was the limited information
on demographics of the 10 couples who completed the tool. We only
collected their age; therefore, we cannot estimate whether our
findings are transferable to all infertile patients.

4.4 | Practice implications

The tool showed variation in scores and answers to open questions
between patients. This variability can be used by clinicians to adjust
their counselling to individual patients' needs, for example, a clinician
would counsel a patient who allocates the most points to ‘being in-
volved in decision-making’ differently from a patient who allocates
the most points to ‘pain control and side effects’. Our tool can sup-
port clinicians to correctly diagnose the patients' needs. However,
this variation and the patients' ability to complete the tool need to be
confirmed in a larger field test. From the patients' perspective, the
obvious focus on pregnancy in fertility care can distract them from
other aspects that are also important to them. The tool can en-
courage them to think about this and formulate their needs. This
impact of our tool on the clinicians' delivery of care and the patients'

care experience needs further study. The tool can also be promising
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in other healthcare settings in which the patient needs support to
elicit their preferences and clinicians to diagnose them. The tool can
be completed by both partners of a couple, which can be relevant for
treatments that have a high impact and burden on both their lives.
This can also be challenging when differing and even incompatible
preferences emerge within the couples who then require the clin-
icians' time and guidance. However, discussing this at the start of the
fertility treatment might help to increase the couples' mutual un-
derstanding and to set expectations of the treatment. Patients can be
referred for psychological or couples' counselling if needed.

For future research, it is relevant to investigate quantitative
differences in values and preferences between both partners in a
couple. For example, in mixed-sex couples who undergo infertility
treatment, women respond in a different manner to this stressful
period compared to men.”?>% Accordingly, we hypothesize that men
and women will complete the Tell me Tool differently. This should
also be studied in same-sex couples. Future research could also study
whether and how the values and preferences of patients change over
the course of the fertility treatment. Subsequently, it can be de-
termined how often and at what moments the tool can be best used.
At the start of the treatment and in-between ICSI cycles would seem
to be appropriate moments. The third direction for future research is
the development of the tool for other settings and users. We expect
that the tool can also be valuable for conditions that have a sig-
nificant impact on a person's life and require a lot of care, such as
other fertility treatments, chronic diseases or cancer. These patients
especially can benefit from more person-centred care. For use in
other fertility treatments, we expect that the themes of the tool will
also be relevant, although this would need to be verified. For use in
other conditions, we recommend developing a new set of themes
that are relevant for these patients.

Lastly, for the development of similar interventions, we re-
commend using a user-centred design. Especially the iterative feed-
back cycles in which we were able to try out different versions of the
tool (language, questions, explanation, lay-out), have helped us im-
prove the tool. These approaches could enhance delivering person-
centred care.

4.5 | Conclusion

The Tell me tool appears to be feasible for facilitating the delivery of
person-centred fertility care since the tool gives a reflection of the
patients' values and preferences, and there is variation between the
individual patients' answers. The user-centred design was an im-
portant element in developing the Tell me tool since the feedback of
end-users heavily influenced the content, layout and use of the tool.
Future research is necessary to confirm the effect of the tool for

person-centeredness fertility care.
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