Downloaded by Biblioteca IRCCS Arcispedal e Santa Maria Nuova Reggio Emilia from www.liebertpub.com at 07/25/22. For personal use only.

JOURNAL OF PALLIATIVE MEDICINE .
Volume XX, Number XX, 2022 Brief Report
© Mary Ann Liebert, Inc.

DOI: 10.1089/jpm.2022.0083

Open camera or QR reader and
scan code to access this article

Translation and Cultural Adaptation of the Go Wish Game:
Thinking About Personal Values to Promote
Advance Care Planning

Marta Perin, MA 2 Silvia Tanzi, MD, PhD? Carlo Botrugno, PhD,* Chelsi Craddock, BS?
Elisabeth Menkin, MD? Carlo Peruselli, MD,” and Ludovica De Panfilis, PhD'

Abstract

Background: The Go Wish Game (GWG) is a practical tool developed to ease advance care planning (ACP)
conversations regarding end-of-life (EOL) issues. The game consists of a guide and 35 cards to help persons
think about their personal values and priorities in the context of care and to discuss and share those concerns
with families and health care professionals (HPs).

Objectives: To promote ACP conversations in the Italian context, we developed an Italian version of the GWG
by linguistic translation and cultural adaptation.

Design: Cross-cultural adaptation process developed by Beaton et al.

Measurements: We started with a back-and-forth translation to guarantee linguistic appropriateness. A prefinal
Italian version was developed and then qualitatively evaluated by two focus groups (FGs) to assess content
validity and cultural appropriateness. Participants’ suggestions were discussed by the research groups and
included in the final Italian version.

Data analysis: The FGs’ transcripts were analyzed by thematic analysis.

Sample: One FG included HPs potentially involved in ACP, the second FG involved representative from local
patient associations (RLPAs) with chronic, degenerative, and potentially terminal disease. Participants were
purposefully selected. The two FGs involved eight HPs and five RLPAs, respectively.

Results: Fewer explicit statements concerning EOL choices and a broader emphasis on the role of HPs in this
discussion characterized the prefinal version. Our analysis identified three themes and five subthemes: (1)
improving translation: linguistic redefinition and practical clarification; (2) how to play the GWG: needs and
suggestions; and (3) more than a game.

Conclusion: The Italian version developed in this study presents several cultural peculiarities. The rigorous
translation and cultural adaptation process applied can enrich the existing literature by spreading a practical tool
for initiating ACP in other languages and cultures. Further studies are needed to evaluate this tool’s effec-
tiveness in supporting ACP and training HPs to promote the ACP process.
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Introduction

ADVANCE CARE PLANNING (ACP) is a process that sup-
ports patients in understanding their values, life goals,
and preferences regarding treatments and future medical care
and discuss them with health care professionals (HPs), and
family members.'

While ACP can help decrease unwanted treatments and
expand the use of hospice and expand the use of hospice and
palliative care,™® its implementation has shown several
challenges depending on both patients’ and HPs’ difficulties
in approaching ACP content.”™ Different ACP interventions
have been developed to increase ACP within different set-
tings and with different illnesses.'®'?

The Go Wish Game (GWG)13 is one of the practical tools
developed to ease ACP conversations regarding end-of-life
(EOL) issues."* It supports people in dealing with EOL issues
by clarifying their answers to the following question: What is
important to me?

The GWG has been developed by the Coda Alliance.'? It
comprises 35 cards—and a free “‘wild card”’—that feature a
straightforward statement related to daily issues. These
statements elicit the person’s expectations, wishes, and
concerns, providing a simple tool for sharing such thoughts
and identify the person’s priorities.'*'?

Previous studies have shown that GWG facilitates con-
versations that are often otherwise taboo'® and prevents
distress associated with the dying process.

We translated and culturally adapted the GWG to the
Italian context to promote the use of ACP, as regulated by the
Italian 117aw on ACP and Advance Directive (AD) (Law n. 219/
2017).

Methods

Study design and setting

This study is based on the cross-cultural adaptation process
developed by Beaton et al.'® as described in Figure 1. We
performed:

1. a translational and adaptation process to guarantee
cultural relevance and linguistic equivalence with the
original GWG]6;

2. a qualitative evaluation, to assess the translation’s
cultural appropriateness and to develop a final version
by collecting stakeholder representatives’ observa-
tions, comments, and proposals through two focus
groups (FGs).

Data emerging from each step were discussed by the re-
search team and finally integrated in the final Italian version.
Supervision of the authors of the original tool was always
guaranteed to ensure appropriateness and coherence with the
original GWG.

Our research was conducted at an Italian oncological re-
search hospital accredited as a comprehensive clinical cancer
institute (OECI) in the North of Italy.

Participants were purposefully selected to achieve diver-
sity (“‘maximum variation” sampling).'® Key measures of
diversity included age, discipline, years in profession, prior
experience with patient or caregiver with Palliative Care (PC)
needs.

PERIN ET AL.

The first FG (FG1) included HPs working with patients
who would be potentially involved in an ACP conversation
due to their illness. Inclusion criteria were: being at least five
years practicing HP and employed at the AUSL-IRCCS di
Reggio Emilia; being a physician, psychologist, or nurse;
being potentially involved in ACP.

The second FG (FG2) included representatives from local
patient associations (RLPAs) with chronic, degenerative, and
potentially terminal diseases. The inclusion criteria were:
being a member of the patients’ associations involved in the
study; being a member of such an association for at least five
years.

Participants of FG1 were recruited with e-mail invitation
by L.D.P. and M.P. Participants of FG2 were recruited by the
local respondent of patients’ associations who transmitted
volunteers’ contacts to the research team.

Before the FG meetings, all participants received the pref-
inal Italian translation, and provided written informed consent,
according with the research protocol approved by the local
Ethics Committee AVEN (Protocol n. 2020/0109816).

Data collection and analysis. The FGs were held on-
line in February 2021.

They were conducted by a facilitator (C.P.), who guided
the discussion, and an observer (M.P.), who noted informa-
tion about the internal dynamics. Interaction among partici-
pants was stimulated by guiding questions developed by
M.P., LD.P, C.P, and S.T. (Table 1).

The FGs were audiorecorded and transcribed verbatim by
M.P., and analyzed according to the thematic analysis ap-
proach.?’

Two researchers, (M.P.) and (C.B.), independently ana-
lyzed the FGs’ transcripts and a third researcher (L.D.P.)
supervised the analysis for methodological rigor. The de-
scription of the results is focused on the qualitative compo-
nent (FG): data are presented by reporting participants’
quotations, identified by a code representing the participant
speaking.

Results
Translation and adaptation process

Some changes were first introduced between T1 and T3
(Tables 2 and 3.). T3 was characterized by less explicit
statements concerning EOL choices and a broader emphasis
on the role of HPs in this discussion.

Qualitative evaluation

FG1 finally included eight HPs: six physicians, one psy-
chologist, and one nurse, and the meeting lasted for a duration
of 1:42:51, whereas five RLPAs participated to FG2. This
meeting lasted for a duration of 1:43:02.

FG participants’ characteristics are provided in Table 4.

Thematic analysis identified three main themes and five
subthemes (Table 5)

Improving translation: Linguistic redefinitions and
clarifications. Improving language, improving usability.
Participants found the tool generally understandable despite
some aspects needed improvements to increase its usability
(HP6, HP2). RLPAs appreciated the use of simple words,
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\
elndependent translation of the original GWG by two bilingual

researchers, talian native speackers, into italian.

J

N
oSynthesis of the translations into a first consensus Italian version

(T1).

J
~
eoBack-translation: T1 was translated into English by a native
English speacker (T12) .
v

eExpert committee's assessment of T1 and T2 with the authors of
the GWG. A prefinal versionwas developed (T3),in accordance
with comments from the meeting .

oQualitative assessment of T3 by two focus groups. The final
talian versionwas developed.

FIG. 1. Translation and adaptation process. Step I and Step II were performed by L.D.P. a researcher in palliative care and
bioethics, and S.T. a palliative care physician. Step III was performed by C.C., a native English speaker. E.M. the author of the
original GWG, participated to the research group meeting (Step V) to guarantee linguistic and content equivalence between T2 and
original GWG. Subsequently, L.D.P. modified T1 in accordance with comments developed the prefinal Italian translation (T3).
Finally, the prefinal italian version of the GWG was assessed by two Focus Group (Step V), as described in the qualitative evaluation.

TaBLE 1. THE Focus Groupr’s Topric GUIDE

Round Aim Exemplifying questions

First round Comprehensibility The facilitator reads the guide, then asks participants the following:
‘““Are there any terms or phrases that are not clear or difficult to understand?”’
For each affirmative answer, the facilitator asks the following:
“How would you rephrase the sentence? What other term would you use?”’
The facilitator reads the card. For each card, he asks participants the following:
““Are there any terms or phrases that are unclear or difficult to understand?”’
For each affirmative answer, he asks the following:
“How would you reformulate the sentence? What other term would you use’’?
Second round Cultural The facilitator asks participants the following:
appropriateness 1. In your opinion, are the concepts translated in the cards representative of culturally
relevant aspects in the Italian context?
2. According to your experience, which aspects usually emerge during discussions
concerning treatment choices that are not represented in the cards?

Third round  Potential The facilitator asks participants the following:
critical issues 1. Do you have any further remarks or corrections?
Final feedback Debriefing The facilitator asks participants the following:

Are there still aspects that you would like to discuss?
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PERIN ET AL.

TABLE 4. CHARACTERISTICS OF THE Focus GROUPS’ PARTICIPANTS

Participants in FGI Profession and working location Age Sex
HP1 Physician, Physical and rehabilitative medicine 64 F
HP2 Palliative care physician, Palliative care unit 56 F
HP3 Physician, Physical and rehabilitative medicine 47 F
HP4 Physician, Neurology 55 F
HP5 Physician, Hospice 41 M
HP6 Psychologist, Psycho-oncology 50 F
HP7 Nurse, Palliative care unit 43 F
HPS Nurse, Hospice 25 F
Participants in FG2 Local patient associations Age Sex
RLPA1 AVD—Home Care Volunteers Association 60 F
RLPA2 UILDM—Italian Union for the Fight against 47 M
Muscular Dystrophy—National Direction
RLPA3 Sentieri del sollievo 49 F
RLPA4 Diabetic Association of Correggio 50 F
RLPAS5 LILT—Italian League for the Fight against Cancer 64 M

HPs, health care professionals; RLPAs, representative from local patient associations.

while identified some sentences as ‘‘too strong’’ for a patient
dealing with EOL choices. Moreover, while some RLPAs
suggested changing or removing the term ‘‘death”
(RLPAL1), others noted that it allows the patient to talk about
death openly (RLPA3). Friendly language was required to
better facilitate quiet and personal reflection by the patients
(HP6).

Working suggestions. Participants made working sugges-
tions concerning the use of the ‘“‘wild card”, interaction
among players in the ““game in pairs’’ section (HP3;), and the
definition of the “trustee’” (HP6). Additionally, participants
proposed specifying the purpose of the “game’ (HP6).

Integrating relevant cultural aspects/cultural sensibili-
ties. In both FGs, participants suggested including other cards
that were missing in T3 but remained culturally relevant
according to their experience, namely the importance of be-
ing informed about their illness’s trajectory (HP6) and the
relevance of music, nature, and art, defined as ‘‘universal
interests”’ (HP4; HP1).

Both HPs and RPAs underlined the central role of the
family in the Italian context: one HP suggested changing the
“order of confidence” from HPs, friends, and family to
“family, HPs, and friends’’ (HP6). RLPAs underlined the
importance to include the possibility for the patients to be
supported by HPs during discussions of EOL choices with
their families (RLPADS).

How to play GW with patients: needs and sugges-
tions. The right patients, the right moment. HPs defined
the GWG as a tool to be applied to specific illnesses (HP4),
but not indiscriminately. It is an HP’s responsibility to offer
the GWG to the “right patient,”” namely the patient they
considered capable of playing the game (HP7).

According to RLPAs, the GWG should be conducted in the
context of a long-term relationship between HPs and patients
(RLPA1). It can also be used in different moments of the care
relationship according to the patient’s health condition

(RLPA1), and also in an outpatient setting to ease EOL
communication (HP7).

Playing the game with someone else. Participants found
that playing the GWG evokes strong emotions (HP6) and
there is a need among patients to be accompanied by HPs
when sharing or communicating EOL choices (RLPAS).
RLPAs also proposed a “‘trained volunteer” to conduct such
communication due to the closeness toward the patients and
their families (RLPA1). Specific training concerning the use
of GWG was also suggested to allow the ‘‘second player” to
be a good partner (RLPA1).

More than a game. The concept of a ‘“‘game” was
identified as innovative (RLPA1), very interesting and
helpful (HPS). According to participants, ‘‘playing a game”’
would represent an ‘‘icebreaker’” (HP7, RLPAS).

Discussion

This study presents the results from the translation process
and cultural adaptation of the GWG in the Italian setting. Asa
result, our final Italian version is characterized by some pe-
culiarities: the presence of less explicit statements toward
death and the addition of three new cards.

In our study, participants welcomed the use of GWG as a
first step in clarifying values and personal thoughts, which
may well, but does not necessarily, result in a treatment de-
cision. The ‘‘ethics of comprehension’ precedes the delib-
eration step”': talking about values is just as crucial as
signing the ACP or AD document.

As emerged during the FGs, GWG can help in foster-
ing HPs in recognizing their own values or preconceptions
concerning what might be important to patients, but also
their skills in starting ACP conversations. As confirmed
by the literature, it is not unusual for HPs’ personal values
to influence patients’ decisions overtly or indirectly.?*~>*

The Italian version of the cards contains certain linguistic
differences that underline cultural differences. The most
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TABLE 5. MEANINGFUL QUOTATIONS BY PARTICIPANTS

Theme 1. Improving translation: Linguistic redefinitions and clarifications

Here, the point is not clarity because the text is obvious. Maybe, there is a repetition of the
same concept, potentially confusing (HP6).

Death is a strong word, but we should be careful not to transform it into its opposite, namely,
a pietistic or religious term. I think we should preserve neutral language to achieve the
objectives of this tool (RLPA2).

If (the term death) is too strong, the person cannot choose it, but it is a choice of the person
that, in my opinion, must be given (RLPA3).

This game is not “‘fast.”” It requires some time. So, the expression ‘‘you think’ looks much
too imperative to me. I would prefer to translate it with an Italian form that slowly
accompanies the reading (HP3).

I know what the term ‘“‘trustee’” means, but I don’t know how many know it. So, I think it’s
worth (...) defining it (HP6).

In my opinion, it is important to add that this type of game is helpful for the patient, who is
not specified here (...), in terms that you need to find something for you, to think about
some questions that you have not asked yourself and your friends until now (RLPA 5).

I would emphasize this passage because I can do it between me and me, and then I can decide
to take some time and share my choices with others (HP6).

Indeed, the theme of information concerning the disease is not present here. It is linked to the
theme of choices, and there is certainly the wild card, but I think it would be helpful to
introduce it (HP6).

1.1 Improving language,
improving usability

1.2 working suggestions

1.3. Integrating relevant
cultural aspects/cultural
sensibilities

Some things are of universal interest, which are the possibility of listening to music, seeing
nature, or art (HP4).

I believe that something related to support in communicating with family members should be
added. The patients can be helped in expressing their wishes by someone else (...). I have
seen many patients who protected their families from such discourse because they could
not bear it (RLPAS).

Theme 2: How to play GW with patients: needs and suggestions

2.1 The right patients,
the right moment

It is clear that not everyone may be able to play the game and that the right patient must be
identified (HP7).

A previous relationship should be based on a communicative attitude that allows one to get to
this point. These are significant issues that should be prepared and not left to impromptu
speeches (RLPAT).

In my opinion, patients often need someone at their side, a nurse or a physician, to deal with
this communication, which is a very painful communication (RLPAS).

Before proposing the game to patients, it would be very useful to provide training to those
who propose it (...). When I use this game with others, as a ““second player,”” I must have a
clear perception of my reactions and thoughts to be a good partner (RLPA1).

2.2 Play the game
with someone else

Theme 3: More than a game

Considering this tool as a game, even if is not a game at all, is a way to ‘‘break the ice”” and to
try to deepen various aspects that are usually not considered (HP2).

It is a tool that can be fun, and it is a way to get involved in a discussion on these issues,
which is not usual (RLPAS).

significant example is, “To be in contact with the beautiful
things in life.” It concerns the meaning of esthetic values for
the quality of life.>>2°

A crucial finding is the emerging meaning of ‘‘death.”
While HPs were more concerned that patients would be
overwhelmed by the term, RLPAs seemed more open to
discussing it. This difference is in line with many studies
concerning EOL conversation tools.'®?7-*®

According to our results, the role of the family in EOL
conversations is essential, as is the presence of an inter-
mediate person when conducting such a discussion.***°
Even if HPs judged the GWG to be understandable and
straightforward as a clinical intervention, they emphasized

the lack of adequate time in the outpatient setting to “‘play”’
the GWG and discuss patient choices. As confirmed by the
literature, even though the GWG can be implemented with
minimal training, its utilization in actual practice can be
difficult.®

Strength and limitation

Our version represents the first and official Italian version
available. Our intent was to provide Italian HPs and patients
with a tool able to ease their attitude and participation in ACP
conversation. Before the study, the principal investigator (PI)
asked Coda Alliance to be allowed to translate the GWG.
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Coda Alliance approved the request, and the PI signed
a Limited Copyright License Agreement for Research
Only.

Quantitative data are missing, due to the study nature and
aim. Moreover, despite the involvement of both HPs and
RLPA, the findings are limited to a single center and to a very
restricted sample of RLPAs. Given its exploratory nature, the
data saturation for this study was not discussed.

Further research

Future studies will understand the GWG effectiveness in
supporting ACP and training HPs to promote the ACP pro-
cess. Moreover, it will be interesting to compare the GWG
usability during and after the Covid-19 pandemic.

Conclusions

The cultural adaptation process is fundamental for a tool
like the GWG, but it is very significant that our final ver-
sion aligns with the original one’s aims, approach, and
meaning. Despite the GWG being already available in
multiple languages,'? little has been written about devel-
oping and using an adapted version of the tool outside the
United States.'® This research can enrich the existing lit-
erature on EOL conversation tools in many ways. First, it
contributes to spreading a practical tool for initiating ACP
interventions in other languages and cultures. Second, the
structured approach applied in the study'®'® strengthens
the importance of a rigorous translation and cultural ad-
aptations process: it would be necessary to compare data
across countries, especially for studies on the usability of
the GWG in clinical practice.®' Finally, our study showed a
feasible approach to translating and culturally adapting
GWG under limited resources and with different stake-
holders. Our experience may be refined and replicated by
other workgroups, adding to the body of the existing tool
for initiating ACP and cost-effectively exploring values
and preferences. Delivery methods and implementation
strategies of the Italian version of the GWG need to be
further studied.
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