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Abstract

Context. Although conversations about future medical treatnaad end-of-life care are considered
to be important, ethnic minorities are much lesgaged in advance care planning (ACP).

Objectives. To explore ACP knowledge, experiences, views, itatdrs, and barriers among older
adults of Turkish origin in Belgium.

Methods. This qualitative study was based on constant coatipar analysis of semi-structured
interview content. Participants were 33 older ad(diged 65-84 years; mean, 71.7 years; median, 74.5
years) of Turkish origin living in Belgium.

Results. Despite unfamiliarity with the term ACP in thisnggle, several participants had engaged in
some ACP behaviors. Respondents considered ACPetaideful and were ready to engage in
conversations about it. The most commonly mentiofedlitator was the provision of tailored
information about ACP. Other facilitators includedncerns about future care needs, increasing
awareness among respondents’ children about thentatyes of ACP, and respondents’ desire to avoid
“burdening” their children. The most commonly mened barrier was respondents’ lack of knowledge
about ACP. Other barriers were language issuesacladf urgency about ACP discussion, reliance on
familial support, and older adults’ fear of triggey negative emotions in themselves and their obild

Conclusions.The provision of tailored information about ACPdlaler adults of Turkish origin in
Belgium and the promotion of awareness about thgoitance of ACP among their children (when
patients desire), as well as the use of profeskioterpreters, could facilitate ACP engagementhis

population.

Key Words

Advance care planning, older adult, ethnicity, minority group, qualitative study

Key Message
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Older people of Turkish origin in Belgium who paipiated in this study were not familiar with thente
“advance care planning,” indicating that this p@piain requires tailored information about this pice
In this population, family relationships can fatete or act as barriers to engagement in advammee ca

planning.
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I ntroduction

Advance care planning (ACP) enables individuals difine, record, and review future care
preferences, and to discuss them with family membad healthcare providers.(1) ACP benefits include
the improvement of end-of-life care and patienttisfaction with it, and the reduction of patiendsid
family members’ stress, anxiety, and depressiaditg) to increased use of hospice and palliative ca
over hospitalization and life-sustaining treatm@ng)

ACP engagement is significantly lesser among oktlnic-minority than among ethnic-majority
adults in various countries, due partly to healtbcproviders’ overlooking of cross-cultural ACP
perspectives.(3-5) Providers should take a culiusansitive approach to ACP because ACP awareness
and attitudes may vary among ethnic-minority gro{@s

Studies of ACP engagement among ethnic-minorityerolBurkish adults are lacking. People of
Turkish origin form one of the largest non-westgroups in Belgium and other European countries,(e.g
Germany, France, the Netherlands, Austria).(7,8)uAl2.1% of the Belgian population is of Turkish
origin.(8) The first generation of Turkish-origiments in Belgium is now aged > 65 years and regui
care.(9,10) ACP is ideally initiated when patieai® relatively well and able to make informed
decisions, enabling more effective care plannirig.owever, a systematic literature review showed
that diagnoses, prognoses, and end-of-life de@same seldom discussed with incurably ill Turkish
patients.(12) When end-of-life care conversatiores @ostponed, patients may lack decision-making
competence when they occur; family members mustenddcisions that may not reflect patients’
preferences.(13,14) Furthermore, healthcare priofesls and family members of ethnic-minority
individuals in Belgium may have conflicting views what constitutes “good care.”(15)

Thus, an understanding of ACP perspectives, fatolis, and barriers among older adults of Turkish
origin is important. ACP adapted to this group’sd& might improve patients’ and family-member
caregivers’ well-being. This study aimed to chazage ACP knowledge, experience, views, facilitator

and barriers among older adults of Turkish origin.
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Methods
Sudy Design

This qualitative study was conducted with data freemi-structured face-to-face interviews, which
allowed us to explore respondent-constructed meganexperiences, processes, and assumptions, and to
determine whether participants wished to engagdGkr. We followed the Consolidated Criteria for
Reporting Qualitative Research and Consolidatechdat@s of Reporting Trials in describing the
methods and findings.(16,17) The Medical Ethics @ussion of Brussels University Hospital approved
this study (B.U.N. 143201838280), which is registeat ClinicalTrials.gov (no. NCT03930823). All

data were pseudonymized.

Participants and Recruitment

We recruited respondents of Turkish origin agedy&ars who lived in Belgium. We excluded
patients of “palliative status,” according to thedlRtive Care Indicator Tool (PICT),(18) who hadbotor
more frailty indicators and fulfilled one or morgteria for incurability of a potentially lethal adition.

We also excluded those diagnosed with cognitiveaimnpent or dementia by their general practitioners
(GPs).

The principal researcher (HD) contacted GPs servidgr Turkish adults in the Brussels region,
explaining the study and PICT use. Participating @#plained to eligible patients that a GP of Tshuki
origin would like to explore their ACP perspectivaad asked them to participate and allow provisibn
their contact information to the researcher. Thes @Bmpleted the PICT for patients wishing to
participate. The researcher contacted eligibleeptgito obtain informed consent, answer questiamnd,
ascertain their willingness to participate. Afteraloand written consent provision, the researcher
interviewed participants at locations of their ad®{often their homes). Participants were recruitetl

no new relevant knowledge was obtained from thietlaiee participants (data saturation).
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Data Callection

An interview topic guide was developed and traeslafrom English to Turkish using forward—
backward procedures (Fig. 1). Before study iniiaftiit was pilot tested to examine content clanitth
six older adults from the target group. The redsens then revised the guide to ensure that it was
understandable and elicited relevant information.

The interviewer (HD), who is trained in qualitatieealthcare research, conducted one audio-
recorded interview (mean duration, 45 min) in tlatipipant's spoken language (Turkish) with each
participant; a non-research team member transctibednterviews verbatim. During interviews, the
researcher described ACP to the participants (Bigparaphrased, and asked participants to provide
comments and/or corrections. The researcher cetlesbciodemographic data and took field notes

immediately after each interview.

Data Analysis

Two investigators (HD and FZC) independently rexedvand coded all transcripts using the constant
comparative method for open-ended data and NVivosdware (QSR International, Melbourne,
Australia), regularly discussing the coding struetulnitially, verbatim transcripts in Turkish were
analyzed. Line-by-line review was conducted untiles were applied to transcript sections reprasgnti
study-related concepts. Coding was iterative, wathmparison within and across interviews until
overarching themes were identified.(19) The redeas; fluent in Turkish and English, worked
independently to develop research findings withless of meaning, to enhance transparency during
translation, and to manage data sensitiv@lyey then translated the selected relevant partstio#
transcipts into English, compared the Turkish andligh transcripts, and repeated the analysis thih
English transcripts. Bilingual data analysis peteditthe consideration of cultural context and megmi

based interpretation and translation, reflectingigipants’ experiences as closely as possible.[2®
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entire research team held regular discussions tmre® triangulation, limit bias, and ensure the

reliability of interpretations.

Results

Thirty-three participants aged 65-84 (mean, 71.&dian, 74.5) years were interviewed. No
respondent contacted by the researcher refusedipation. All respondents identified as Muslim and
were first-generation immigrants to Belgium whoiad as adults (aged > 18 years) for work, family
reunification, or marriage. Few respondents hadecam Belgium to join their emigrated children.
Thirteen respondents (including 12 women) werdeillite (Table 1). Box 1 shows the themes and

subthemes identified.

ACP Knowledge and Experience
Lack of ACP Knowledge and ACP Experience with aldeare Provider

No respondent had heard of “advance care planmngViously. Respondents did not know what
ACP entailed, confusing it with prevention, heallifgstyle maintenance, or treatment adherence. No
respondent had discussed ACP with a healthcarediov

“Now, | have heard it [ACP] for the first time. Idh't know you could talk about it. | have been

here for 57 years, | have seen many doctors, tutchoever talked to me about it.” (Respondent

1, 78-year-old woman);

“I think it means if you look at yourself, if yowllow the advice of doctors on time...Taking care

of yourself. To listen to the doctor's advice,dke the pills on time.” (Respondent 2, 68-year-old

man).

Despite not having heard of the term ACP, someomdgnts had discussed end-of-life preferences
(e.g., about life-prolonging treatment, nursing leoadmission, burial location) with their partners o

children:
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“| say to my children: ‘if | can’t look after mydelthen leave me in a nursing home. | don't want
to be a burden to you'...I want my grave to be nexinty parents in Eskisehir...I made my

testament orally to my children.” (Respondent 1y@8r-old woman).

ACP Views
ACP is Useful
After ACP was explained to them, respondents oh lgegnders viewed ACP engagement as
advantageous and said that they were ready haverdl@Rd conversations. Respondents’ views
suggest that they perceived ACP to be useful, hglthem express their wishes while their mental
health is good and allowing them to prepare foramentomfortable end-of-life period:
“l can’t see any disadvantage. | want to speak abguwishes, so when | get older, it would be
more comfortable. It's better to talk now when y@ve a clear mind...So we will not depend on

the machine [ventilator] and do not suffer.” (Resgent 29, 66-year-old woman).

ACP is Not “Against Religion”
Most respondents considered ACP to be compatilite tveir religious beliefs and practices:
“It is not against religion because | am not conimif suicide by doing ACP.” (Respondent 4,
65-year-old man).
Three respondents did not want to engage in ACRusecthey believed it was against their religion.
They considered proactive decision making to baa s
“It is difficult because only God knows in advanebat will happen, nobody else. If you decide
beforehand, you are against Allah. It's a sin...OAllh can decide, not you” (Respondent 32,

74-year-old woman).

ACP Facilitators

Concerns About Future Care Needs
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181 Respondents concerned about their future care neadged to talk about ACP with healthcare
182  providers. They had reflected on their possibleiritsituations after witnessing seriously ill orirdy
183  older adults in their social networks. They hadaawns about whether they could rely on their chitdr

184  when they needed care:

185 “Of course we think we can't take care of ourselwben we become bedridden. | took care of
186 my father for six months, so | wonder whether IV in his situation one dayWe wonder

187 whether the children will take care of us or welddayo to the nursing home. It is advantageous
188 to talk in advance because we do not know whathaifipen to us.” (Respondent 23, 69-year-old
189 man).

190 Some respondents expressed less trust in their awhsdaughters-in-law than in their daughters

191 regarding their potential future care needs:

192 “Who will take care of me if | get sick?...My sistbad daughters, they looked after her, but I
193 don't...I'm thinking who will look after me. When &lk to my children [sons], they say: ‘Mum,
194 we will take care of you!,” but I know my daughtanslaw won't take care of me. It would be
195 helpful to talk beforehand. So doctors will do whkhtldren don't do.” (Respondent 26, 73-year-
196 old woman).

197

198  Obtaining Comprehensible ACP Information

199 After receiving comprehensible ACP information heir native language, respondents stated that
200 access to more ACP knowledge would facilitate tleeigagement. They mentioned that doctors should
201 explain ACP to their patients, as they would resbém doctors’ questions about their future care

202  preferences:

203 “We did not know about this [ACP]. First, it must Bnown and announced...It would be nice if
204 every doctor could talk to his patient about tfisey [patients] will appreciate it. They will say:
205 ‘Look, my doctor is taking care of me’.” (Respontli@n68-year-old man).

206
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Raising Children’s Awareness About ACP Advantages
Some respondents mentioned that their childrennateconcerned about ACP and do not take it
seriously. They stated that their children’s awassnof ACP advantages would facilitate ACP-related
conversations. They would prefer that doctors mtlevACP information to their children, as well as
themselves:
“The doctors should speak about these topics to ciitlren because children aren’t
concerned about these topics. Even if it comebdo tind, they will have difficulty talking,
the doctor should open these issues to them als®.children need to be conscious about

these issues.” (Respondent 6, 78-year-old woman).

The Desire to Not Be a Burden

After learning about ACP, respondents stated tiet tvould prefer to engage in it because they did
not want to burden loved ones. They felt that AGRIM prepare their family members for their potanti
future poor health, and that knowledge of theifgnences could relieve the emotional burden onlfami
members. They did not want their children to bedeaed by having to make end-of-life decisions for
them:

“I think it would be one million percent useful ahdecommend that this information [about ACP]

spreads to the Turks living in Belgium. If you tglladvance, the relatives of the older people will

feel comfortable honoring their [ACP] wishes.” (Resdent 3, 69-year-old man);

“If | say what to do, they act accordingly and dorggret it afterwards.” (Respondent 17, 70-

year-old man).

ACP Barriers
Lack of ACP Knowledge
Respondents’ lack of ACP knowledge was the mostncombarrier to ACP engagement. They had

not discussed ACP with their healthcare providexsabse they did not know about it:
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“It is not difficult to talk about this [ACP], buvhen you do not know about it, you cannot have

discussions about it.” (Respondent 22, 76-yeanachan).

Language Issues
Some respondents stated that language was a darA€P discussions with Belgian GPs. They said
that they could not speak properly about thesecsopith doctors who don’t speak Turkish:
“It's hard to talk about these topics with the Balgs. There is silence when you don’t speak the
language. You can't follow when you don’t know tlamguage.” (Respondent 14, 69-year-old

woman).

Lack of Urgency
Some respondents felt that ACP was premature bectngr current health situations did not
necessitate action. As their wishes could change tne, they did not want to engage in ACP at the
moment:
“The disadvantage is that we may not want the dectithat we made in the past, because when
time passes, the wishes and ideas of the humag begy change. Talking before about it [ACP]
doesn't mean anything...It is useful to talk abouthsussues when you become sick.”

(Respondent 19, 65-year-old man).

Reliance on Familial Support
Some respondents’ reluctance to engage in ACP &lated to the high quality of relationships with
their children. They trusted their children to takeponsibility for their care and for decision rimak
“If 1 end up in a bad situation, my children wilke care of me...lI cannot make that decision or
say anything about connecting to the machine [laot] or not. | leave the decision to my

children.” (Respondent 11, 74-year-old woman).
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Fear of Triggering Negative Emotions

Some respondents stated that discussing diffisglias during ACP conversations would damage
their morale. They were reluctant to have such ewsations, which bring up negative emotions. Such
reactions were related mainly to the fear of death:

“I don’t want to think about it because I'm scarédan’t talk because I'm getting stressed. |

don’t want to remember that bad script [about eftif@ suffering].” (Respondent 7, 67-year-old

woman);

“The time of death is certain for all of us, younttaeed to bring it forward. | don’t want to do it

because it will damage my mood.” (Respondent 13ye&t-old woman).

Fear of Upsetting One’s Children

Some respondents feared that their children woeldaaldened by talks about the ends of their lives,
and that they would make incorrect assumptionsh fag that their parents distrusted them. They
preferred to not talk about ACP because of the déapsetting their children:

“The reason | didn’t talk to anyone about my preferes is to not upset the children. If | say ‘put

me in a nursing home,’ they will get stressed aad‘gou do not trust us!”” (Respondent 25, 69-

year-old woman);

“It [ACP] is a difficult subject. It's actually aevy nice thing, but our children will not be hapy

talk about it...We don't talk so that the childree aot upset.” (Respondent 19, 65-year-old man).

Discussion
Main Findings

This study revealed that some older adults of Bhrkirigin in Belgium have had ACP discussions
with family members, despite overall unfamiliariyith the term ACP in this population. Informed

individuals tended to consider ACP to be useful aede ready to engage with it. The most commonly
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mentioned facilitator was the provision of compredible ACP information. Other facilitators were
concerns about future care needs, increased ACRHeaess among respondents’ children, and
respondents’ wish to avoid burdening their childr€he most commonly mentioned ACP barrier was
respondents’ lack of ACP knowledge. Other barrigese language issues with Belgian-origin GPs, a
lack of urgency, reliance on familial support, feértriggering negative emotions, and fear of uipsgt

their children.

Sudy Strengths and Limitations

Study strengths include the researcher’'s Turkispirorand use of Turkish in interviews, which
enabled patients to express opinions freely, fatitig in-depth exploration and reliable informatio
acquisition. Additionally, respondents’ sociodenaygric heterogeneity allowed us to capture various
perspectives, and their sociodemographic charatitarialigned with those of the general populatébn
older Turkish adults in Belgium [from rural areasth many children,(21) little education,(10) ancdop
subjective health(22)].

Study limitations include the presence of respotglechildren in nearly half of cases in which
respondents expressed trust in their children tkenfature care decisions, which may have introduced
bias. Additionally, most respondents had no seitbress, which potentially affected their views abo
ACP urgency. Finally, the interviewer was a malalioa& doctor/researcher of Turkish origin committed
to improving end-of-life care planning for ethnidnorities, and thus an authority figure, which abul

have affected interviewees’ responses.

Interpretations

The observed lack of ACP knowledge and experiencemsistent with findings for ethnic minorities
in the US and Canada,(4,23) and with evidencedlukr adults of Turkish origin lack familiarity vt
the Belgian healthcare system and do not receipeoppate care relative to native Belgians.(9,28 T

competence to access, understand, appraise, aryl laggth information requires adequate health
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literacy,(25) which is less common among less-etdacalder adults and non-western migrants.(22) The
low education levels(10) and illiteracy(9) of mamiger Turkish adults might contribute to generalFAC
unawareness. Conversely, the main facilitator is $tudy was ACP information provision. Knowledge
enhancement has been shown to increase ACP pregaed utilization.(26)

Our respondents’ willingness to engage in ACP amterwith the lack of ACP interest among ethnic-
minority older adults in other countries.(6) Sevdextors may have contributed to our respondents’
interest. First, the interviewer provided underd&bie information, examples, and scenarios invglvin
incurable illness in Turkish; native language uss been confirmed to increase ACP acceptance,(26)
and language issues hamper the discussion of isersitd-of-life issues with healthcare provider249
Second, our respondents’ perspectives align widerolurkish immigrants’ awareness of a decline in
family caregiving identified in other studies, duainly to adaptation to western values and nornts,(e
fewer multigenerational households, men’s and wdsnemployment outside the home), prompting
uncertainty about future care.(9,27) Third, oupmeglents largely considered ACP to be compatibte wi
their religious beliefs and practices, in line with previous report of religious leaders’ ACP
acceptance.(28) The preparatory nature of ACP wpsessed as a means of considering death while
capable, which instilled a sense of control whespoadents became dependent on others. In another
study, however, more religious participants wess lgkely to engage in ACP due to beliefs about’&od
control of life length and values dictating the v$all available treatments.(29)

Our respondents’ perspectives regarding their cdnldvere ambiguous. Identified ACP barriers
included reliance on family support and the fearupfetting children with ACP discussions. Such
reliance may be explained by two factors. Firstimare collectivistic cultures (e.g., that in Turkey
families and immediate social networks assume respiity for older adults’ care,(10) sometimes
considered to be a religious duty.(30) Second, rostkilts could have difficulty making appropriate
decisions due to low education levels and healénacy. As in our sample, older Turkish adultsha t
Netherlands participating in another study ideedififear of upsetting their children with end-oglif

conversations as a barrier; they had difficultyrdpeliscussing their late-life care desires anddseeith



336

337

338

339

340

341

342

343

344

345

346

347

348

349

350

351

352

353

354

355

356

357

358

359

360

361

ACP VIEWS OF OLDER TURKISH ADULTS IN BELGIUM 15

family members.(27) Conversely, respondents’ ddsir@void burdening their children and lack of trus
in their children concerning future care needs videatified as ACP facilitators in this study. Tiear of
burdening one’s children with later care needs lbesn documented among first-generation Muslim
immigrants in the US.(31) The reduced trust indigih is related to the decline in family caregiving
this immigrant population.(9,27) Another identifiddcilitator was children’s increased awareness of
ACP advantages. A previous study confirmed thattlheae providers must understand that decision
making seldom involves one-on-one communicatiorhvpidtients of Turkish origin; family members
often function as care management groups with ‘Bgsay.(32) Family members’ presence also
increases the likelihood that patients completeaade directives.(2) Thus, ACP knowledge could help
Turkish patients and family members make informbdiaces and facilitate effective communication
about future care.

Other barriers identified in this study, such as kack of urgency and fear of triggering negative

emotions, are well known and not specific to tlopydation.(4,33)

Practice and Research Implications

The responses provided by respondents in this studgest that older adults of Turkish origin in
Belgium need to be more informed and aware of ATRIS, we recommend that healthcare providers
use understandable, translated information witatable examples, adapted to the lower reading and
health literacy levels of this group.

As ACP views differ among patients of Turkish onigACP discussions should be consistent with
individual patients’ values, needs, and desire$.@84leeper understanding of ACP barriers may help
healthcare providers to prioritize and address t{83h When patients’ family members play important
roles in decision making, healthcare providers &hauform Turkish patients and their children about
ACP advantages to facilitate conversations. Whdanguage barrier exists, professional interpreters
should be used, especially for emotionally difftcuhd complex conversations (i.e., those about A@P)

increase the likelihood of effective communicat(@6,35)
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Additional research is needed to clarify how patéenhildren’s ACP perspectives can be leveraged
to enhance healthcare provider—patient—family mentdmenmunication and shared decision making.
Research on ACP for patients of Turkish origin watiliative care needs would reveal whether patient
views change in this context. Finally, researchdemted with older adults from other ethnic minority
groups in Belgium would broaden our knowledge okdie ACP perspectives, enhancing the ability to

provide culturally adapted and sensitive ACP infation to specific populations.
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Residence in Belgium (years)

10-29

483 Table 1

484 Sociodemographic Characteristics of the Samplen(= 33)
Characteristic n
Age (years)

65-74 25
75-84 8
Sex (male) 16

Educational level
llliterate/no degree 15
Primary 15
Bachelor's/master’s degree 3
Childhood residence (rural) 27
Profession before retirement
Housewife 8
Laborer 22
Employee/tradesperson 3
Marital status
Married 23
Widowed/divorced 10
Living arrangement
Alone 6
With spouse 17
With children or spouse and children 10
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40-59
60-69
Number of children
1-2
3-4
5-7
Self-identified health status
Good
Neutral/poor
General practitioner’s background
Turkish

Belgian

25

20

13

20

16

17

23
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486  Fig. 1. Interview topic guide.

The purpose of the research is to explore your viesxon advance care planning. There are no
Wrong answers.

On confidentiality: everything will be anonymized.

Introductory questions

How would you describe your state of health?

=

Do you have any questions regarding your concardsaerries about your healthcare in the latte
part of your life?

Have you spoken to anyone about these matters? Why?
Have you done something about your concerns andes@r
Have you planned something for the future?

Can you explain more?

What knowledge does the interviewee have?
What do you know about advance care planning?
If the interviewee knows nothing, explain:
“Advance care planning” is thinking ahead about filmeire. This is about discussing your future
healthcare wishes with your relatives and your a@iodt is about voicing your wishes while you are
still in good health, and are able to express yloughts and wishes.
Older people do this planning to communicate ttt@ughts and wishes regarding their healthcarein
the future, and even concerning end-of-life sitwadi Such planning is important for people to prepa
for situations where, as a result of their futlireesses, they are unable to speak or make desision

Thus, it enables others to take your wishes intmact as much as possible.

Did you know that you could communicate your wishmeadvance for situations such as this?
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How do you feel about this?

What experience does the interviewee ha?
Some older people might have already experiencsdrnioes when this “advance healthcare planning”
would have been useful with some of their relatives
For example, if a relative falls seriously ill casran accident and loses consciousness, it is tine to

family and the doctor to make decisions on theindifebecause of the patient's incapacity to

communicate their own wishes.

Have you come across something like this?
Have you yourself ever thought about your futuraltheare?
Have you yourself ever looked up something abaait?th

Can you explain more?

What are the interviewee’s views
Before you become severely ill, do you wish to dsscyour future wishes with someone in advance’
Why?

How do you feel about discussing illness and death?

What are the barriers and facilitators?
In your opinion, what makes it easier or what waulake it easier to talk about these subjects?

In your opinion, what makes it harder to talk abihase subjects?

Final question

Do you think what we have discussed would be hétpfthe Turkish community in Belgium? Why?

487

488

489

490
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Box 1. Themes related to ACP among older Turkishitadn Belgium

Lack of ACP knowledge and ACP experience with dtheare provider

ACP Views

ACP is useful

ACP is not “against religion”

ACP facilitators
Concerns about future care needs
Obtaining comprehensible ACP information
Raising children’s awareness about ACP advantages

The desire to not be a burden

ACP barriers
Lack of ACP knowledge
Language issues
Lack of urgency
Reliance on familial support
Fear of triggering negative emotions

Fear of upsetting one’s children

ACP, advance care planning.
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