. bli Ith : .
e/l org/10.1186/612889-022-14525.9 BMC Public Health

. . ®
The cultural adaptation of the go wish card ==

game for use in Flanders, Belgium: a public
health tool to identify and discuss end-of-life
preferences
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Abstract

Background: Public health tools like the Go Wish card game from the US, have been found useful to support people
in reflecting on their end-of-life preferences, but a cultural adaptation is essential for their success. In the present
study, we explore the necessary cultural adaptations to the Go Wish cards by applying an extensive, systematic, and
community-engaging negotiating procedure to facilitate the use of the cards in the general population of Flanders,
Belgium.

Methods: We used an iterative cultural adaptation process with repeated discussions with various community
organizations and representatives of minority and religious groups. After that, the cards were evaluated by 12 health-
care professionals in relation to: linguistic equivalence to the original version, applicability, comprehensibility, and
relevance per card. Additional testing with potential users preceded final adjustments.

Results: We found that stakeholders were keen to engage throughout the process of cultural adaptation and we
were able to make a range of cultural adaptations for the use of the cards in Flanders. All original statements were
rephrased from passive to more active statements. Sixteen out of 36 cards were adjusted to make them more cultur-
ally appropriate for use in Flanders, e.g., “to meet with clergy or a chaplain”to “having a spiritual counselor as support.
Three new cards were added: two with statements appropriate to the Belgian patient rights and euthanasia legisla-
tion and one extra Wild Card. Potential users (n=33) felt that the cards supported conversations about end-of-life
preferences.

Conclusion: By making community engagement a cornerstone of our adaption process, we developed a card set
that potential end-users considered a supportive public health tool for reflecting and discussing end-of-life values
and preferences. The described process is particularly valuable for culturally adapt interventions, especially given that
community engagement in adapting interventions is essential to creating grounded interventions.

Keywords: End-of-life care, Conversations, Advance care planning, Card games, Cultural adaptation, Community
engagement

Introduction

The European Association for Palliative Care defined
advance care planning (ACP) as a process that ena-
bles individuals to define goals and preferences for their
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future medical treatment and care [1]. As noted in this
definition, the focus of ACP is shifting from completing
advance directives to an ongoing communication and
decision-making process [1]. Stimulating individuals to
identify end-of-life preferences and wishes have been
found to be beneficial for both the patient and their rela-
tives [2—4]. Recent systematic reviews found that indi-
viduals who discussed and documented their wishes were
more likely to receive their desired end-of-life care [3, 5],
and relatives who served as surrogate decision-maker felt
it was easier to make decisions since relevant issues had
been discussed [4].

Games have been shown to lower reluctance and resist-
ance when discussing potentially uncomfortable topics
such as death, dying, and end-of-life care [6] and can thus
be helpful in supporting individuals in thinking and talk-
ing about ACP and end-of-life values and preferences.
One card game that has shown positive results in stimu-
lating discussion in various studies is the American Go
Wish card game (developed the mid 90s by Coda Alli-
ance, a U.S.-based non-profit organization) [7-18]. The
card game consists of preformulated statements to initi-
ate and support ACP discussions by identifying values
and preferences about end-of-life issues and death and
dying. The Go Wish cards have been tested in the United
States, e.g., with patients on inpatient services [13] and
with patients with mild cognitive impairment [11]. More-
over, the Go Wish game has been translated and adapted
from its source context to use in other groups, e.g., with
parents of children with a life-threatening illness [14], as
a teaching tool with medical students [10] and in other
cultures, e.g., in Sweden, France, China [7, 8, 15-17,
19-24].

The cultural adaptation of public health tools like the
Go Wish card game is likely to be vital for their success
[7, 20, 25], as topics like end-of-life care and death and
dying are strongly linked to culture and context [26, 27].
Research indicates that culture affects perceptions of
health conditions, appropriate treatments, and responses
to illness and death [28], aspects of particular importance
when thinking and talking about ACP and end-of-life
values and preferences. Furthermore, legal contexts can
influence people’s thoughts about end-of-life care and
death and dying. For instance, in countries where eutha-
nasia was introduced, such as Belgium, there is a sub-
stantial relative increase in euthanasia acceptance [29].

Although the literature suggests that cultural adap-
tation rather than a direct linguistic translation alone
is necessary [7, 25], adaptations have not always been
performed as comprehensively as might be desired
[30]. The target population of the intervention is not
always actively involved. However, this has been found
to yield improvement in usability and ensure that the
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adapted version is tailored to the needs of prospective
end-users [31-33]. Moreover, it is essential to consider
the way researchers, healthcare professionals, and rep-
resentatives of community organizations are biased in
perceptions of how people may think and talk about
topics like ACP and end-of-life values and preferences
[34, 35]. Therefore, community engagement, where
critical actors like individuals, healthcare profession-
als, and other relevant stakeholders are closely involved
throughout the adaptation process, is important for the
future success of the adapted intervention [36—38].

In the present study, we explore cultural adaptations
to the Go Wish cards determined through an extensive,
systematic, negotiated procedure with a wide variety of
community stakeholders and pretesting with potential
end-users to facilitate the use of the cards in the gen-
eral population of Flanders, Belgium.

Methods and materials

Study context

Belgium is a federal state consisting of three culturally
different communities: Flanders, the Dutch-speaking
northern part of the country which makes up 56% of
the population; Wallonia, the southern French-speak-
ing part of the country with 43.5% of the Belgian pop-
ulation and the German-speaking community in the
east where 0.5% of the population lives [39]. In the
past years, the Federal authorities have delegated some
forms of autonomous responsibility to these communi-
ties, e.g. care for older people who are older or disabled,
mental health care, primary care, rehabilitation, health
promotion, and disease prevention. While we have
made three versions of the Go Wish cards, a Dutch,
Walloon, and German one, for use in Belgium, we only
discuss the Flemish adaptation here because the lessons
learned from this adaptation process provided a model
for the other translation processes.

Materials

The original English-language Go Wish card game con-
tains 36 cards with 35 single statements that illustrate
a behavioral choice or situation based on Steinhauser
et al’s seminal study [40]. The remaining card is a blank
‘wild’ card with no pre-printed statement to allow for
other possible issues of importance. The cards can be
used in various ways, but original instructions ask users
to read through the cards and sort them into three piles:
very important, somewhat important, and not impor-
tant. After that, users are asked to re-examine their “very
important” pile, choose their 10 most important cards
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and rank these from one to 10, with 1 being the most
important.

Study design and procedure

We followed the structured, multistep process for cul-
tural adaptation used by McGreevy et al. [41]. Each of the
five steps in this process is complementary to the others
with the aim of eliciting factors of cultural and linguistic
significance through discussion with various stakeholders
(Fig. 1).

Additionally, because we aimed to develop a commu-
nity-based card game for the large and heterogeneous
population of all adult individuals with or without life-
threatening illness in Flanders, we wanted to ensure that
as many perspectives as possible were represented in
the cultural adaptation process. To assure inclusion of
community perspectives, we formed a reference group
consisting of researchers, representatives of the fund
Landsbond der Christelijke Mutualiteiten (non-profit
health insurance), and representatives of Flemish organi-
zations working with dementia, cancer, family caregiv-
ers, end-of-life care, and senior citizens. Representatives
were identified via the researchers’ professional networks
based on the following criteria: 18 years or above, fluent
in Dutch, have a good understanding of English, and have
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an interest in ACP. This reference group was consulted
during steps 2 and after step 5 (Fig. 1) of the cultural
adaptation process.

Step 1: forward translation

Four researchers each individually completed a prelimi-
nary forward translation of all Go Wish cards. Three of
these researchers have Dutch as native language, are edu-
cated in Flanders, and are fluent in English, while one is
a native American English speaker with Dutch as second
language. After the translation, one of the four research-
ers (CD) summarized and compared all four translations
and differences were discussed card-by-card by the four
researchers in an online meeting until consensus for all
cards was reached.

Step 2: negotiated consensus about the translation

and essential cultural adaptations

In this step, we involved the reference group as well as
other strategically selected groups in the process of
negotiating consensus on the translation and adapta-
tions. Firstly, the original English-language and Flemish
cards translations were sent by email to the members of
the reference group. They were asked to comment via
email on the translation, the linguistic equivalence of

Step 1 Forward translation of the individual cards Dec 2020
Step 2 Negotiated consensus about the translation and
ep essential cultural adaptations
1
| J
Step 3 Evaluation of the translated cards by healthcare
ep professionals
Step 4 Calculation of the content validity index
1
| J
Step 5 Pre-testing of the cards with possible end-users
1
 J
Finalisation of the Flemish card game June 2021
Fig. 1 Overview of the cultural adaptation process [41]




Dupont et al. BMC Public Health (2022) 22:2110

the translated cards to the original cards, the proposed
Flemish card game name and to suggest cultural adapta-
tions that they considered essential for use of the cards in
Flanders. Cards receiving one or more comments on the
translation or on essential cultural adaptations, as well
as the proposed Flemish card game name were deliber-
ated upon in online Zoom meetings with the reference
group until consensus was reached. After reaching con-
sensus within the reference group as described above, we
asked representatives of organisations of people affected
by structural vulnerabilities (e.g. ethnic minorities,
immigrants, poverty) and representatives of Christian-
ity, Judaism, Islam, the three major religions in Flanders
to reflect on the cultural appropriateness of the cards to
ensure that the phrases on the cards were open enough,
did not exclude or were offensive to minority groups, and
avoided systematic bias in relation to particular groups or
communities. Representatives were asked to comment on
both the translation and cultural appropriateness of each
card in one-on-one online meetings with the researcher
(CD). This feedback was used to adapt the preliminary
version of the Flemish card deck.

Step 3: evaluation of the translated cards by healthcare
professionals

We evaluated the translated and adapted cards by sur-
veying a variety of healthcare professionals with experi-
ence in end-of-life care. Healthcare professionals were
recruited by a call via email and social media through
the professional networks of the researchers and refer-
ence group members, requesting active volunteering with
the following inclusion criteria: 18 years or above, fluent
in Flemish, good understanding of English, and interest
in ACP. When healthcare professionals responded to the
recruitment call, the researcher (CD) sent them an email
with an information letter and a link to an online con-
sent form and online questionnaire. After consenting, the
healthcare professionals could access the questionnaire
(example in Additional file 1) and were asked to evalu-
ate the card deck, its linguistic equivalence to the origi-
nal version, as well as applicability, comprehensibility,
and relevance per card on a four-point score (for example
for relevance: 1=Not relevant; 2=Somewhat relevant;
3=Quite relevant; 4=Highly relevant) and through
open responses to comment on their scores.

Step 4: calculation of the content validity index

We calculated the content validity index (CVI) to meas-
ure inter-rater agreement per card for four criteria: lin-
guistic equivalence to the original version, applicability,
comprehensibility, and relevance based on the scores
derived in Step 3. We calculated the item CVI (I-CVI)
for each criterion per card based on the evaluation of
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the healthcare professionals in Step 3. The I-CVI is the
number of healthcare professionals rating a criteria as 3
or 4 on the four-point scale (thus for relevance: 3 = quite
relevant; 4 =very relevant) and therefore the proportion
of experts giving a positive rating [41-43]. The number
of recommended experts to complete the questionnaire
is approximately 8 to 12, because when the number of
experts grows larger, the probability of chance agreement
diminishes [41-43] The minimum recommended I-CVI
is 0.78, with 0.90 or higher being considered as an excel-
lent score [41-43]. We calculated the I-CVI scores in
Excel by dividing the number of healthcare professionals
who rated a card positively, i.e. as quite or highly equiva-
lent, relevant, applicable, or comprehensible by the total
number of healthcare professionals who evaluated the
card.

Step 5: pre-testing of the card game with potential end-users

We assessed and pre-tested the preliminary negotiated
Flemish version of the card game with potential end-
users. We recruited participants through the networks
of the reference group who disseminated a recruitment
call via email, their member magazines, newsletters,
websites, and social media, using the following inclusion
criteria: 18years or older, fluent in Dutch, able to give
informed consent to participate in the study and ade-
quate computer-literacy to participate in an online group
discussion. Those interested in participating were asked
to send an email to the researcher (CD), who sent further
information about the study after verifying participant’s
eligibility, and asked them to confirm participation by
signing an online informed consent form.

Because of the COVID-19 restrictions, we organized
both online and in-person group discussions and par-
ticipants were given the choice of how they wanted to
participate. Participants received an invitation to one
of the group discussions which were arranged based on
homogeneity within groups (e.g. participant being a fam-
ily caregiver, patient, being retired, etc.). Participants
were invited to the (online) group discussion after pro-
viding informed consent. Each participant received the
preliminary version of the card game by postal mail and
was asked to try the card game before joining the group
discussion. During the group discussions, the moderator
asked participants to comment on the language used in
the cards, give feedback and suggest adaptations when
relevant. Participants were also asked to share which
cards they considered most important for themselves.
At the end of each group discussion, the moderator pre-
sented the cards that had an I-CVI score of <0,78 (based
on the feedback of healthcare professionals in step 4) and
asked the participants if and how these cards should be
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adapted. All group discussions were recorded and took
place between April and May 2021. Recruitment of par-
ticipants continued until data saturation was reached,
defined as the point at which no remarks emerged.

For each group discussion, participant feedback was
summarized both question-by-question and card-by-
card, and in relation to the cards each participant con-
sidered most important for themselves. Additionally, the
observer made detailed notes of participants’ answers,
comments, and body language. These detailed notes were
analysed inductively to derive suggestions to improve the
cards.

Finalisation of the Flemish card game

We used the feedback from steps 3 and 5 to make a list
of suggested changes to the cards. All cards with a I-CVI
<0,78 (Step 4) were added to the list with the comment
that the cards scored relatively low on inter-rater agree-
ment along with the participants’ comments for these
cards. This list was sent via email to the reference group
with a request to approve or dismiss suggested adapta-
tions per card, and/or suggest other changes. When con-
sensus was reached on all adaptions, the translation and
adaptation of the card game was finalized.

Ethics

Research ethics approval was granted via the Ethical
Review Board of Brussels University Hospital of the Vrije
Universiteit Brussel (BUN: 1432020000317). All methods
were carried out in accordance with relevant guidelines
and regulations in the declarationInformed consent was
obtained without coercion and only participants who
signed an informed consent were included in the study.
The cultural adaptation was carried out through a col-
laboration between the End-of-life Care Research Group
of the Vrije Universiteit Brussel and the Landsbond der
Christelijke Mutualiteiten (non-profit health insurance).

Results
As Step 1 entailed the original translation only, we pre-
sent the results of each step, beginning with Step 2.

Step 2: negotiated consensus about the translation

and essential cultural adaptations

After the four researchers reached consensus, the refer-
ence group members (n=11) evaluated the preliminary
translation. Fourteen of the 36 cards were accepted as
they were, without comments (Table 1). The other 22
cards were discussed one-by-one in the first reference
group meeting to seek consensus on the translation and
wording, leading to acceptance of the suggested transla-
tion of an additional eight cards. For four cards, the ref-
erence group proposed slight adaptations to better suit
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the Dutch way of speaking in Flanders. Ten cards were
adjusted for cultural reasons (See Table 1). For example,
“to be able to share my accomplishments” was changed to
“being able to share my memories” since members of the
reference group believed people tend to share memories
instead of what they have achieved (Card 9). Also, mem-
bers of the reference group thought funeral (“uitvaart” in
Dutch) was a difficult term, and they therefore changed
the card “to have my funeral arrangements made” to
“arrange my burial (in Dutch “begrafenis”) in advance”
(Card 34). In Flanders the term “begrafenis’, while liter-
ally translated as burial, is often colloquially used even
for related ceremonies. Lastly, a general comment was
that the translation of “to be” into Dutch was too passive
and there was consensus in the group to formulate all
statements more actively (Table 1).

In the second reference group meeting, we discussed
the possibility of adding or removing cards. It was unan-
imously decided to add a statement related to the legal
framework for end-of-life care in Belgium (i.e. the right
to choose one’s own end of life, including euthanasia).
Although some members wanted to explicitly mention
the word ‘euthanasia, others preferred a more general
formulation. Consensus was reached to add two cards:
“A self-chosen end-of-life” (card 36) and “being able to
record my choices” (card 37). Furthermore, members
suggested adding a second “wild card” to give users the
opportunity to formulate their own wishes (Table 1).
Cards 24 and 27 “to be in peace with god” and “to pray”
led to discussions as to whether their religious-focus was
appropriate or not. It was decided to keep these cards in
the deck, as religion is important for some people when
talking about and considering end-of-life preferences. No
cards were removed from the deck because all original
cards were considered relevant in Flanders. The refer-
ence group also decided the card game would be called
“Levenswensen kaartspel” (In English: “Life Wishes card
game”).

Based on feedback from representatives of organiza-
tions of people who might be affected by structural vul-
nerabilities and various religions, translations of six card
were revised (see Table 1). Most comments here were
related to the use of specific words and formulations.
For example, Card 34 had been changed by the reference
group as described above, but one religion’s representa-
tive opposed the change from ‘uitvaart’ to ‘begrafenis,
arguing that it was less inclusive, as it could be inter-
preted as excluding cremation. This comment was sup-
ported by representatives of organizations of people
affected by structural vulnerabilities who often use the
term “uitvaart” as funeral insurance is often important
to avoid their next of kin having to pay for the funeral.
Also, the reference group proposed to write the word
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Table 1 Overview of adaptations by card and step
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Ordinal cards

Adaptation after Step 2'
(reference group)

Adaptation after Step 2'
(organizations structural

vulnerabilities and religions)

Adaptations before final version'

S 1A WN =

N

11

12
13
14

16
17

19
20
21

22
23
24
25

26

27
28

29

30

31

32
33

34

To be free of pain

Not being short of breath
To be kept clean

To be free of anxiety

To have human touch

To have my family prepared for
my death

To die at home

To say goodbye to important
people in my life

To remember personal accom-
plishments

To take care of unfinished busi-
ness with family and friends

To be treated the way | want

To maintain my dignity
To keep my sense of humour
To have close friends near

To have someone who will listen
to me

Not being a burden to my family
To be able to help others

To be able to talk about what
scares me

To have my family with me
To feel that my life is complete

To have a doctor who knows me
as a whole person

Not dying alone

To be mentally aware

To pray

To meet with clergy or a chaplain

To be able to talk about what
death means

To be at peace with God

To have my financial affairs in
order

To know how my body will
change

To prevent arguments by making
sure my family knows what | want

To have an advocate who knows
my values and priorities

To trust my doctor

To have a nurse | feel comfortable
with

To have my funeral arrangements
made

Not being in pain*

Not being short of breath*
Being neat and clean

Not being afraid®

Having physical contact®

That my family is prepared for my
death*

Dying at home*

Being able to say goodbye to my
loved ones

Sharing my memories with others

Being able to take care of unfin-
ished business with family and
friends*

Being treated the way | would
want to be treated”

Keeping my dignity*
Keeping my sense of humor*

Being surrounded by good
friends*

Having someone who listens to
me*

Not being a burden to my family*

Being able to mean something for

someone else

Being able to talk about what
scares me*

Being surrounded by my family*
Feeling that my life is complete*

That the doctor sees me as a
whole person*

Not dying alone*

Be clear-headed"®

Being able to pray*

Having a philosophical counsellor

Being able to talk about death*

Be at peace with god

Getting my financial affairs in
order*

Knowing how my body will
change*

Avoid discussions by ensuring my
family knows what | want®

Having someone to represent my
values and priorities

Being able to trust my doctor*

Having a healthcare professional |
feel comfortable with

Arrange my burial in advance

Being able to share my memories
and accomplishments with others

Being treated the way | wish to

be treated

Being able to do something for

someone else

Having a spiritual counselor as
support

Be at peace with God

Arrange my funeral in advance

Being neat and tidy

Knowing how my body and mind
will change

Having someone to speak up for
what | think is important
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Table 1 (continued)
Ordinal cards Adaptation after Step 2' Adaptation after Step 2' Adaptations before final version'

(reference group)

(organizations structural
vulnerabilities and religions)

35 Not being connected to machines Not being dependent on

machines*
36 A self-chosen end of life*
37 Being able to record my choices”
38 Wild Card Joker
39 Joker”®

Not being dependent on machines
to keep me alive

Being able to choose when and
how | die*

' Approximated translation to English for this article only. English translation is a forward translation of the final Flemish cards. Additional file 3 elaborates on this

Table to include details about reasoning underlying changes

* was accepted as it was (translation in Step 1), with no comments by the reference group on the translation

A card was added

B extra wild card next to the original one

€ wording has been slightly adapted to better suit the Dutch way of speaking in Flanders

“god” in Card 27 without a capital letter to indicate any
kind of “God” However, one representative of a religion
disagreed, saying that “God” should be written with a
capital letter since in this context it functions as a name.
Moreover, whereas the reference group suggested refor-
mulating Card 9, two representatives of people affected
by structural vulnerabilities emphasized the importance
of accomplishments for people affected by structural vul-
nerabilities. They suggested that both words (i.e. memo-
ries and accomplishments) be included (see Table 1).
The representatives of people affected by structural vul-
nerabilities and various religious groups concluded that
the other cards were inclusive enough and would not
be offensive for anyone. This feedback was presented to
members of the reference group, who agreed with the
suggested adjustments and this new version of the deck
was accepted.

Step 3: evaluation of the translated cards by healthcare
professionals

The card deck was reviewed by 12 healthcare profession-
als (General Practitioner n =2, psychologist n=2, social
worker n=2, psychotherapist n=1, coordinator of local
end-of-lifecare center n=1, head nurse palliative care
unit n=1, care developer n=1, occupational therapist
n=1, and employee of dementia organization n=1). All
12 healthcare professionals completed the questionnaire
and made suggestions for improvements. For example,
seven healthcare professionals commented the word
“proper” (which can be translated to “clean”) in Card 3.
In Flanders the word “proper” (English “clean”) is more
used for an object rather than for personal hygiene. They
therefore suggested to adjust it to “verzorgd” (“tidy” or
“well-groomed”) since reference is made to being orderly

in appearance. Six healthcare professionals found item
on Card 9 too long and would have formulated it differ-
ently themselves (e.g. reflect on my achievements in life).
Also, the new Card 36, “a self-chosen end of life’, was
unclear to five healthcare professionals who also indi-
cated that this wording may give an incorrect impression
as a self-chosen end-of-life may not always be possible.
The adaptions made in this step will be presented under
“finalization of the cards’

Step 4: content validity index

Twenty-eight of the 38 cards had a CVI score of >0.78 on
all four criteria (e.g. linguistic equivalence to the original
version, applicability, comprehensibility, and relevance),
of which 20/28 scored >0.90 on all four criteria (Table 2).
Three cards scored <0,78 on linguistic equivalence,
eight cards scored <0,78 on understandability, five cards
scored <0,78 on relevance and six cards scored <0,78 on
applicability in context. Only Card 9 scored <0,78 on all
four criteria.

Step 5: pre-testing

In total, 33 individuals between the ages of 35 and 92
participated in the pre-testing of the cards in this step.
These individuals received and tested the adapted card
set derived from Step 2. Nineteen people participated in
six online group discussions: two group discussions were
held with cancer survivors (n=4), two with family car-
egivers (n=6), two with retirees (n=9). Fourteen people
participated in four in-person group discussion: two with
people from two community centers for people affected
by structural vulnerabilities (n=6) and two with nurs-
ing home residents (n=38). Four participants in this last
group had mild or moderate dementia.
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Table 2 Overview of four I-CVI* scores per card
Card Nr.  Step 2 adapted cards linguistic understandability Relevance Applicability
equivalence in context
1 Not being in pain 0,92 0,92 0,92 0,92
2 Not being short of breath 1,00 1,00 0,91 0,92
3 Being neat and proper 0,75% 0,58* 0,83 0,58*
4 Not being afraid 1,00 1,00 0,92 0,91
5 Having physical contact 0,92 0,92 0,83 0,75
6 That my family is prepared for my death 1,00 0,92 0,91 0,83
7 Dying at home 1,00 1,00 1,00 1,00
8 Being able to say goodbye to my loved ones 1,00 1,00 1,00 1,00
9 Being able to share my memories and accomplishments with others ~ 0,67* 0,58* 0,75* 0,75%
10 Being able to take care of unfinished business with family and friends 0,83 0,82 0,83 1,00
1 Being treated the way | wish to be treated 0,92 0,92 1,00 1,00
12 Keeping my dignity 1,00 0,91 1,00 1,00
13 Keeping my sense of humor 1,00 1,00 0,92 0,83
14 Being surrounded by good friends 0,92 0,92 1,00 1,00
15 Having someone who listens to me 1,00 1,00 1,00 1,00
16 Not being a burden to my family 0,92 1,00 0,91 1,00
17 Being able to do something for someone else 0,75* 0,83 0,92 0,83
18 Being able to talk about what scares me 0,91 0,92 1,00 1,00
19 Being surrounded by my family 1,00 092 1,00 1,00
20 Feeling that my life is complete 0,83 0,92 1,00 1,00
21 That the doctor sees me as a whole person 083 0,83 0,92 092
22 Not dying alone 1,00 0,92 1,00 1,00
23 Be clear-headed 1,00 1,00 1,00 1,00
24 Being able to pray 1,00 1,00 0,75* 0,75*%
25 Having a spiritual counselor as support 0,92 0,75*% 1,00 0,83
26 Being able to talk about death 1,00 1,00 1,00 1,00
27 Be at peace with God 1,00 0,92 0,67* 0,50*
28 Getting my financial affairs in order 1,00 0,92 1,00 1,00
29 Knowing how my body will change 1,00 0,75* 0,75* 0,75*
30 Avoid discussions by ensuring my family knows what | want 0,92 1,00 0,92 1,00
31 Having someone to represent my values and priorities 0,83 0,67* 1,00 092
32 Being able to trust my doctor 1,00 1,00 1,00 1,00
33 Having a healthcare professional | feel comfortable with 1,00 1,00 0,83 0,92
34 Arrange my funeral in advance 1,00 1,00 1,00 1,00
35 Not being dependent on machines 0,83 0,75*% 0,92 0,92
36 A self-chosen end of life n/a 0,67* 0,91 083
37 Being able to record my choices n/a 0,67* 1,00 0,83
38/39 Joker 092 1,00 1,00 1,00

? Item Content Validity Index: the inter-rater agreement per card for the four criteria: linguistic equivalence to the original version, applicability, comprehensibility,

and relevance

* scored below the minimum recommended I-CVI score of 0.78

All participants in pre-testing indicated that the cards
were user-friendly and assisted them in thinking and
talking about end-of-life values and preferences. Twenty-
nine of the 33 participants were able to sort the cards
into three piles (i.e. very important, important, not
important), and choose their top 10 priorities. Only the

participants with dementia found ranking the cards into
a top 10 list of their priorities too difficult.

The 12 cards with an I-CVI <0,78 score were dis-
cussed in all groups excepting those with nursing home
residents. Participants said Cards 31 (n=9), 35 (n=7)
and 36 (n=7) were unclear and suggested rephrasing
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and simplifying them, but considered them important
to include in the deck because of the legal framework
in Belgium. For example, several participants said they
would want to be connected to machines (Card 35), but
not to be kept alive when without prospect of improve-
ment. They therefore suggested rewording Card 35 to
“not being dependent on machines that keep me alive”
Moreover, six people affected by structural vulnerabili-
ties said the cards regarding religion and God were the
most important cards for them and they were pleased
that these cards were in the deck. Two family caregiv-
ers of people with dementia and two nursing home res-
idents suggested adding “and mind” to Card 29 as they
considered this an important addition for people with
cognitive diseases. Sixteen participants mentioned that
when testing the card game, they used the wild card to
add statements, for example the statement “my animals
are taken care of. All participants found that the card set
was complete without suggestions for adding or omit-
ting cards. Twelve participants did however suggest
revising the name of the card deck Levenswensen kaart-
spel (Life Wishes Card Game) to Levenswensen kaarten
(Life Wishes Cards) as the word “game” was considered
inappropriate.

Finalisation of the Flemish card game

Based on the feedback of the healthcare professionals
in Step 3 and the feedback of participants in Step 5, we
made suggestions for adjustments of the 12 cards with an
I-CVI score of <0,78 on one of the four criteria (Table 3).
The suggestions for adjustments were submitted to the
reference group (via email), who in consensus decided to
accept five adaptations. Reasons for the suggested adap-
tations are summarized in Table 3. An overview of the
final version of the Flemish cards can be found in Addi-
tional file 3.

Discussion

We found that stakeholders were keen to engage
throughout the cultural adaptation process, with no dif-
ficulties finding healthcare professionals and potential
end-users to evaluate the cards. We were able to make a
range of cultural adaptations for using the cards in Flan-
ders through the involvement of various community
stakeholders. As a result of this collaborative cultural
adaptation process, all original Go Wish card statements
were rephrased from passive statements (eg “to be” or
“to have”) to more active statements. Sixteen cards were
adjusted to make them more culturally appropriate for
use in Flanders, two new cards were added with state-
ments appropriate to the Belgian legal context in relation
to patient rights and euthanasia, and an additional Wild
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Card was added. The card deck was named Levenswensen
kaarten (Life Wishes cards).

We found differences among various stakeholder
groups to be particularly noteworthy; some cards were
found less applicable and relevant by members of the ref-
erence group, for example, “to pray’, “to be in peace with
God” and “to share my accomplishments’, though these
were found very important by representatives of people
affected by structural vulnerabilities and various religious
groups. This highlights the importance of a cultural adap-
tation process that involves different perspectives and
considers contextual factors in developing interventions
[7, 25]. However, there was consensus among members
of the reference group from the onset that the Belgian
euthanasia law and the right to record one’s own choices
should be addressed in the cards. A previous similar cul-
tural adaptation process of the Go Wish cards in Sweden,
where euthanasia is not legal, showed that people who
described euthanasia as important chose a wild card to
formulate a statement on this [7, 8, 16]. In Belgium, the
taboo on euthanasia is relatively low and the topic is
often part of ACP conversations with physicians [29,
44]. However, the formulation and the terminology have
been shown to influence an individual’s preferences [30].
A similar argument was made by the reference group,
healthcare professionals, and potential end-users, which
led to a decision to formulate the card more broadly than
about euthanasia alone.

Most participants in Step 5’s pre-testing of the cards
were able to use them with little or no problems with the
instructions; however people with dementia found it dif-
ficult to prioritize the cards. This is in line with Tishel-
man et al’s finding that users with cognitive impairment
found it difficult to rank “top 10” preferences from their
“most important” card choices [7]. Prioritizing prefer-
ences requires a high level of abstract reasoning, which
may be difficult at times for people with dementia [45].
However, people with dementia have been found to be
able to express preferences and wishes, even at a more
advanced stage [46, 47] and the use of cards with prefor-
mulated statements can support them in this [48] .

Furthermore, this study shows community engage-
ment as a fundamental component in the development
of interventions [49, 50]. Throughout the cultural adap-
tation process we encountered several opposing argu-
ments about possible adaptations but through repeated
discussions with various stakeholders like community
organizations and citizens, we managed to develop a
card set which potential end-users considered a support-
ive public health tool for reflection and discussion about
ACP and end-of-life values and preferences. Hence, in
order to normalise conversations about death, dying,
and end-of-life care in the community, it is important
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to involve a wide range of actors like individuals, health-
care professionals and other relevant stakeholders [36,
37]. Community engagement can lead to more grounded
interventions that have the potential to be picked up
more quickly by the community than interventions devel-
oped top-down [36-38]. Moreover, community engage-
ment may increase the capacity to talk about death, dying
and end-of-life care which may set the stage to achieve a
wider acknowledgement of palliative and end-of-life care
as everyone’s responsibility [39-41].

Strengths and limitations

This study has several strengths. First, from the start of
this adaptation process we strived to have strong com-
munity engagement which allowed us to include many
perspectives using different methods throughout the
adaptation process along with a negotiation process
used to reach consensus. Second, we used the in-depth
multistep process of cultural adaptation developed by
McGreevy et al. (41) that was originally developed to
translate a taste and smell survey, but has been success-
fully used in other domains like cardiology [51] and pal-
liative care [52, 53], as well as to adapt the Go Wish cards
in Sweden [7]. This process of cultural adaptation includ-
ing the community engagement can be replicated by oth-
ers to successfully translate and adapt the Go Wish cards
or other culturally-sensitive interventions to their own
context. Based on the lessons learned from this adap-
tation process, we were able to develop a French (Mes
souhaits de vie) and German (Meine lebenswiinsche) ver-
sion of the card game for use in the French and German
speaking parts of Belgium, respectively.

This study also has some weaknesses. While collabo-
ration with the “Landsbond der Christelijke Mutualitei-
ten” allowed us to ensure good community engagement,
it should be noted that because residents of Belgium are
free to choose a non-profit health insurance provider,
we may have not reached all potential interested parties.
Moreover, even though we used an open sampling strat-
egy to reach many sub-groups in the community;, it is dif-
ficult to include all possible perspectives in the large and
heterogeneous Flemish population. Finally, it is impor-
tant to recognize that this study does not evaluate the
actual use of the card deck. Further research on how peo-
ple use the cards and whether and what kind of support
people need after using the cards is needed.

Conclusion

Through a collaborative process with strong commu-
nity engagement in which representatives of Flemish
organizations working with dementia, cancer patients,
family caregivers, end-of-life care and seniors, a health
insurance fund, healthcare professionals and possible
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end-users were actively involved, we have adapted the
English language Go Wish card game for use in Flan-
ders. Sixteen cards from the original card deck were
adapted for cultural reasons. Two cards and an extra
wild card were added, resulting in a Flemish version
with 39 cards. Possible end-users who tested the cards
found them to be user-friendly and felt that the cards
supported them in thinking and talking about their
end-of-life preferences. To normalize thinking and talk-
ing about death, dying, and end-of-life care, community
engagement in the adaption of interventions is impor-
tant and can lead to more grounded interventions. Fur-
ther research on how people use the cards and whether
and what kind of support people need after using the
cards is needed.
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