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Background: Completing advance directives has been declared an essential instrument for preserving and respecting the autonomy and preferences for end-of-life care of people living with dementia. However, research deciphering the reasoning behind the decision to complete or not advance directives in the case of dementia remains limited, especially among people pertaining to different majority/minority groups.

Objectives: To explore the motivations of people without dementia in Israel to complete or not to complete advance directives and to compare these motivations among the majority veteran Jewish group, the minority Jewish Former Soviet Union immigrant group, and the minority Arab group.

Methods: This qualitative study used purposive sampling and focus groups with discussions elicited by a vignette. A total of 42 Israeli people without dementia participated in 6 focus groups: two with veteran Jews (n = 14), two with Jewish immigrants from the Former Soviet Union (n = 14), and two with Arabs (n = 14). The analysis followed recommended steps for thematic content analysis.

Results: Four overarching themes were identified: (1) the meaning of dementia-related advance directives, (2) motivations for willingness to complete advance directives, (3) motivations for not being willing to complete advance directives, and (4) ethical dilemmas. Some of the themes were common to all groups, while others were informed by the groups' unique characteristics. Participants displayed a lack of knowledge and misunderstanding about advance directives, and central concepts such as autonomy and competence. Furthermore, stigmatic images of dementia and of the person with the diagnosis were associated to participants' motivations to complete advance directives.

Conclusions: There is need to expand comparative research among culturally and socially similar and dissimilar groups within a country as well as between countries in order to better guide public health efforts to increase the rates of advance directives completion. Special attention should be paid to decreasing stigmatic beliefs and understanding unique cultural values and motivations.
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INTRODUCTION

The conceptualization of dementia has continuously evolved over time. From the use of a predominantly biomedical model, stressing the pathological aspects of the condition and seeing the pursuit of a cure as the first priority, the understanding of dementia is guided today by a relational model based on an enablement and equality approach, stressing the principles of self-determination, autonomy, human rights, and involvement in decision-making (1). Implementing advance care planning and completing advance directives are fundamental to attain the goals of this new dementia framework.


End-of Life and Advance Care Planning

Advance care planning is the process of discussing and communicating to family members and physicians personal predilections regarding end-of-life medical care, in the event that the individuals in question lose the capacity to make medical decisions or express their own wishes. Advance directives are legal documents describing preferences for future care and appointing a surrogate to make health care decisions in the event of incapacity (2). Today, advance care planning and advance directives are conceptualized as a health behavior (3), and their benefits are demonstrated at the individual (e.g., reducing unnecessary pain, unhelpful or invasive procedures or unwanted hospitalizations), family (e.g., minimizing stress and burden, avoiding conflicts among family members, and providing peace of mind), physician (e.g., reducing conflicts and misunderstanding with family members, avoiding ethical dilemmas), and social levels (e.g., reducing health care costs) (4–9). Given the characteristics of dementia (10), completing advance directives has been declared an essential instrument for preserving and respecting the autonomy and preferences for end-of-life care of people with this disease (11). However, the rates of completion and use of advance directives in general and in the case of dementia in particular, are low (12).

The general public and professionals' limited knowledge and feelings of discomfort and reluctance to talk about end-of-life issues, as well as the complexities of appropriately completing, storing, and implementing the documents are among the most common barriers to the completion of advance directives in general (13–15). Predicting the time of death, determining when the person has lost the capacity to express medical treatment preferences, and corroborating whether the wishes expressed prior to the loss of decisional-capacity still reflect the person's values and legacy are among the main unique challenges confronting the implementation of advance directives in dementia (16). However, research deciphering the reasoning behind the decision to complete advance directives or not in the case of dementia remains limited (13), especially among people belonging to different cultural or religious groups. This matter is of extreme importance, especially as previous studies have shown cultural, religious, and majority/minority differences in rates of completion and attitudes toward advance directives, as well as in end-of-life values in general (17–19).



Advance Care Planning in Israel

In Israel, there are two ways of formally undertaking advance care planning: advance directives and power of attorney. These procedures were established by Israel's Ministry of Health within the framework of the “Dying Patient Law” enacted in 2005. According to this law, patients are defined as terminally ill if they are suffering from an incurable disease and have a life expectancy of up to 6 months. Although attention to palliative care in general, and advance care planning in particular, has developed over recent years in Israel (20–22), >1% of the adult population has formally completed advance directives or signed a durable power of attorney (23).

Israel is a multicultural society comprising a majority Jewish group and a minority, mostly Arab, group. The Arab group is often seen as being characterized by higher levels of collectivism and familism than is the Jewish group (24), although it is undergoing rapid processes of modernization (25).

Moreover, the majority Jewish group itself is also not monolithic; indeed it is diverse in terms of culture and language, and is characterized by a variety of immigrant groups. People from the former Soviet Union (FSU) constitute the largest immigrant group (26). The majority of them immigrated to Israel in the early 90-ies of the last century and were characterized by relatively old age, a high level of education, small households size, and a strong tendency to preserve the Russian language and cultural norms and values from the country of origin (27–29).



Study's Objective and Research Questions

The overall aim of the study was to explore the motivations of people without dementia in Israel to complete or not to complete advance directives and to compare these motivations among the majority veteran Jewish group, the minority Jewish Former Soviet Union immigrant group, and the minority Arab group.

Our specific research questions were: (1) What motivates people without dementia to endorse completing or not completing advance directives? (2) Do these motivations vary among people belonging to the majority veteran Jewish group, to the FSU immigrant Jewish group, or to the Arab minority group?




METHODS


Study Design

We conducted a qualitative study using focus groups. This method was selected because of its suitability to obtain an in-depth understanding of participants' opinions when discussing sensitive and complex topics such as dementia-related advance care directives (30).



Participants

The study included 42 Israeli participants. Inclusion criteria were: being at least 18 years old, not having a diagnosis of dementia, and belonging either to the majority group in Israel (veteran Jewish), or to one of the largest minority groups (Jews from the FSU, and Arabs).



Procedure and Sampling

We conducted 6 focus groups from October 2018 to March 2019. Participants were enlisted using purposive sampling and were recruited via researchers' professional and personal connections. As suggested in the literature (30), focus groups included six to eight participants. All participants signed informed consent before the initiation of the focus groups.



Data Collection

Focus groups were organized separately for each of the three groups. Discussions began with the researchers asking the participants to introduce themselves and talk about their personal experiences with dementia and with people with the disease. This was followed by the presentation of a vignette (see Appendix 1), portraying a person in his late sixties who decides to prepare advance care directives because of the chance of getting dementia. Immediately after asking about their general understanding of the meaning of advance directives, groups' coordinators explained to the participants the meaning of the concept. Probes were used to prompt the opinions, experiences, emotions, and thoughts provoked by the person in the vignette. Focus groups lasted on average 90 min and were conducted by researchers with experience in qualitative research. To ensure data trustworthiness, discussions were conducted in the native language of the participants until saturation was reached. Furthermore, discussions were audio-recorded and then transcribed verbatim. Detailed coding guidelines, including verbatim pseudonymized quotes, were translated into Hebrew (if necessary) and then into English.



Data Analysis and Triangulation

The analysis included several steps for thematic content analysis (31). First, transcribed discussions were read several times. Second, the whole data set was systematically coded in accordance with the main study topic: participants' reasons for completing or not completing advance directives. We identified categories and codes through inductive coding; and discerned main themes. Coding sheets (compiled in tables) enabled quotations to be organized by themes, categories and codes. Categories and codes were discussed within the research group until a consensus was reached.



Ethical Considerations

The study protocol was approved by the University of Haifa's Ethics Committee (Ref. Nr. 384/17; 12/11/2017).




RESULTS


Participants' Characteristics

A total of 42 Israeli participants were included in the study: 14 Jewish veterans—mean age = 45.92 (SD = 17.20), 71.4% female, 14 Jewish immigrants from FSU—mean age = 72.86 (SD = 9.02), 64.3% female, 14 Arabs—mean age = 45.42 (SD = 14.25), 50% female. Participants' characteristics are presented in Table 1.


Table 1. Participants' characteristics.
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Themes

We were able to identify four overarching themes: the meaning of dementia-related advance directives, motivations for the willingness to complete advance directives, motivations for not being willing to complete advance directives, and ethical dilemmas.


Theme 1. Understanding the Meaning of Advance Directives

In general, all participants lacked a clear understanding about the meaning of advance directives. Veteran Jewish participants did not differentiate between a last will and advance directives. “It's a last will” (VJ, LP5, 28). Some of them even described advance directives as a path to euthanasia: “These (advance directives) are clear guidelines leading to euthanasia” (VJ, LP12, 69). A participant in the Arab group defined advance directives as “…murder out of pity” (Arab, AB5, 30). Only a few participants differentiated between euthanasia and extending life artificially, and only one participant knew that euthanasia was not legal in Israel: “This topic is irrelevant because in Israel there is no such law (euthanasia)” (FSU, RU2, 62).



Theme 2. Reasons for Being Willing to Complete Advance Directives

Overall, 23% of the participants expressed being interested in completing advance directives: 21% among veteran Jewish participants, 21% among participants from the FSU, and 28% among Arabs. The rest were not interested in completing ACD (and even opposed it) or did not express a clear opinion on the matter.

We identified three subthemes that served as motivations for completing advance directives among our sample:


Subtheme 2.1: Avoiding Suffering

Mitigating pain and suffering—especially for family members—was an important subtheme for Jews from the FSU, and for the Arab group.

“I think that (completing advance directives) will help avoid suffering for those around him (person in the vignette), and also for himself.” (FSU, RU15, 77).

“It (dementia) is a disease that causes much pain to the person and the family, so there is need to complete advance directives” (Arab, AB6, 45).

The motivation to complete advance directives as a means of avoiding pain and suffering was closely related to the participants' perceptions of dementia. For example, Jews from the FSU and Arabs made a clear distinction between the necessity of completing advance directives for dementia vs. for other diseases. They emphasized that in the case of dementia, because of the lack of a potential cure, completing and respecting advance directives is obligatory; while in reference to a treatable disease there is need to respect the persons' wishes, even if not conveyed in a legal document.

“He (the person in the vignette) is at an advance stage of an incurable disease. If additionally, he suffers from another disease, there is need to respect anyway his wishes” (FSU, RU12, 69).

Participants from the Arab sector, however, felt that when people have a potentially curable disease, their preferences as reflected in the document, should not be respected.

“If it is a disease that can be treated… if there is an available medication, then you can't respect the advance care directives. But if there is no cure and the disease causes great pain, then one must respect the directives” (Arab, AB6, 45).



Subtheme 2.2: Maintaining Autonomy

One of the main subthemes emerging as a motivation to complete advance directives was ensuring that the person living with dementia could retain a sense of control, of make independent choices, and have a sense of agency. This subtheme was mentioned by all of the participants, who emphasized that choices must be made by the person living with dementia as long as the person still has the ability to do so.

“He (person in the vignette) has the full right to decide how he wants to end his life. He is cognitively intact now, so he can make a decision rationally and not as a consequence of the dementia” (VJ, LP11, 69).

“He's making his own decisions (completing advance directives); and they certainly have to be respected. If he thinks this is what is good for him, then his wishes have to be fulfilled” (FSU, RU8, 78).

“He is in a good cognitive situation. He can make decisions by himself. We ought to respect these decisions” (Arab, AB4, 58).



Subtheme 2.3: Honoring the Person

Although all of the participants elicited the topic of autonomy, only the Arab group mentioned completing and respecting advance directives for the sake of honoring people (mainly older people).

“We have to honor older people. It's very important” (Arab, AB11, 61).

“For us, honor is the most important matter.” (Arab, AB9, 57).



Subtheme 2.4: Stigmatic Beliefs About Dementia

All participants expressed stigmatic beliefs toward people living with dementia. They described them as “… a body without a soul.” (Jew, LP8, 18); and “a vegetable” (FSU, RU2, 62); or “crazy” (Arab, AB1, 33). Stigmatic beliefs increased participants' willingness to complete advance directives, especially as a means of reducing unnecessary anguish, or unnecessarily extending a “useless” life: “I think it is worthless to hold onto the body, something material without a soul. There is a need to free the body… there is a need to have advance directives and respect them” (Jew, LP8, 18).”




Theme 3. Reasons for Not Being Willing to Complete Advance Directives

Participants who opposed to completing or respecting advance directives felt that end-of-life decisions shouldn't be made by the people living with dementia themselves, but by others. However, who these “others” were, varied by the participant group. Jews from the former FSU considered that only the physicians should be able to make end-of-life decisions:

“The person can write whatever s/he wants, but at the right moment the physicians will decide according to the situation” (FSU, RU10, 86).

This belief stemmed mainly from participants' attitudes toward the role of the physician as the person who has the knowledge and the responsibility to decide for their patients:

“The physician should not listen to the patient. He (the physician) ought to make the decisions!” (FSU, RU11, 82).

“Who wants to take this (making end-of-life decisions) responsibility? For this, there is a physician who has taken an oath to fight for the patient till the last second of his/her life, regardless of what the patient wants.” (FSU, RU9, 62).

Participants from the Arab sector indicated that only family members and God could make these decisions:

“I would suggest that (the person in the vignette) not sign an advance directives. Only family members can decide. Doesn't matter what disease it is; there is a need to always act in accordance with the family's wishes.” (Arab, AB8, 22).

“I wouldn't do it (complete advance directives). We believe in God's decisions” (Arab, AB11, 61).



Theme 4. Ethical Dilemmas

Regardless of their willingness to complete or not complete advance directives, participants discussed ethical problems associated with the implementation of these documents. This theme comprised three subthemes, the findings of which—similar to previous ones—varied by participant group.


Subtheme 4.1: Difficulties in Determining Cognitive Functioning

Participants in the veteran Jewish focus groups debated about who, how, and when is determined that people can no longer make decisions for themselves, and when advance directives should be implemented.

“This (preparing advance directives) has to be very clear and specific; otherwise the physician will decide by himself. Who should decide if I'm incompetent? And how?” (VJ, LP10, 72).

“This is a good question! Who should decide if the person is in an advance stage of dementia? And when to implement the advance directives?” (VJ, LP6, 48).



Subtheme 4.2: Change of Preferences

Participants in the veteran Jews and former FSU groups discussed the moral dilemma that occurs after having completed the advance directives, and in the context of cognitive deterioration, the people change their minds and express different end-of-life preferences than the ones documented in the advance directives.

“It is a well-known phenomenon…. people might talk this way (i.e., don't want to continue living if they are in a severe stage of dementia), but when the time comes, there is a twist in the plot and they change their minds, and suddenly they don't think the same way anymore”. (Jew, LP10, 72).

“My father always said – I want this and this (to end his life). But when you get to the finish line in life – you want to remain alive. There is no way of knowing what he really wanted at the last minutes of life”. (FSU, RU4, 70).



Subtheme 4.3: Family Members' Differing Views

Participants in the veteran Jews and Arab groups voiced concerns stemming from potential disagreements between the family members themselves, or between family members' preferences and the directives expressed by the person living with dementia.

“We had a difficult situation with my father. We had to decide whether to agree or not on resuscitating him. The eldest son was the one who had to decide, but no one knew what he wanted. It was not clear at all” (Jew, LP6, 46).

“The problem with advance directives is that some relatives want to respect them and others don't. This might cause a lot of conflicts between relatives” (Arab, AB5, 51).






DISCUSSION

Respecting how a person wants to die is a fundamental human and moral claim, even for people living and dying with dementia (32). Advance directives are the most recognized and available tools for protecting the autonomy of people living with dementia by communicating their values and medical care preferences to family members and physicians while they are still able and competent to make decisions (33). The contribution and feasibility of these legal documents might be more important today than in the past, as knowledge and research in the development and clinical use of biomarkers continues to move forward, allowing a prodromal diagnosis of dementia, and permitting people to express and communicate their preferences before or at very early stages of the disease (34). However, the completion and implementation of advance directives worldwide has been far from satisfactory (12).

In the current study, we explored the motivations to complete or not complete dementia-related advance directives, while at the same time comparing majority/minority groups based on cultural, religious and immigration differences. Overall, our findings showed that some of the themes emerging from the data were common to all groups, while others were informed by the groups' unique characteristics.


Understanding Dementia-Related Advance Directives

Knowledge and perceptions are core elements of most social-cognitive models of health behavior (35). Thus, it is not surprising that the meaning of advance directives and dementia were extensively discussed in the groups.

Similar to previous studies examining perspectives regarding advances care planning in general (36, 37) and advance directives in particular (38), all participants lacked a clear understanding of the concepts. They tended to conflate advance directives with people's last will or testament, and those in the veteran Jewish and Arab groups even equated them with euthanasia. This finding represents a major problem for two reasons. First, a recent integrative review reported that many studies that have been conducted in different countries and cultures found that lack of awareness, clarity, and knowledge serve as the main barriers for the initiation and implementation of advance care planning (13). Second, confusing advance directives with euthanasia might dramatically reduce the willingness to completing these documents, especially among veteran Jewish and Arab participants as Judaism and Islam (monotheistic religions) perceive life as a gift from God and strongly oppose both passive and active euthanasia (39). This was less evident among Jews from the FSU, who despite being Jews are less attached to religion. Thus, if the aim is to promote the completion and use of advance directives, there is a need to find ways of increasing knowledge on this topic.



Reasons for Completing or Being Willing to Complete Advance Directives

Avoiding or relieving pain was one of the main motivations driving participants to complete or being willing to complete advance directives. This finding is not surprising given that, as suggested by the self-determination theory (40), avoiding or relieving pain is a basic human need across the life-course and as the end-of-life approaches, in particular. However, whereas in other diseases the wish to avoid suffering is conceptualized mainly as an intrinsic motivation (41), our participants referred to preventing pain not as a reward for themselves but for those surrounding them. Indeed, McAfee and colleges (42), in a study assessing advance care planning behaviors among a racially diverse sample of 386 American adults aged 40 and above, found that participants diagnosed with a life-threatening illness or those having witnessed a patient with such a disease, behaved on the basis of extrinsic motivations. Our results show that this pattern can be generalized to people with no exposure to a life-threatening disease, as many of our participants were in fact not exposed to a life-threatening disease.

The willingness to complete advance directives was associated with the participants' views about dementia and about its effect on the diagnosed person. Negative perceptions of dementia as an incurable disease, and of the person with the disease as “soulless”, increased participants' respect for the person's end-of-life preferences and seemed to bolster for them, the importance of advance directives. These results may suggest that people without dementia in Israel, regardless of their religion, culture, and migrant status adhere to the biomedical model of dementia which, as stated, focuses on the disease process (1).

The importance of completing advance directives to maintain the person's autonomy was a prominent theme among all participants, regardless of their background. This finding is not surprising given that preserving people's dignity and self-determination, and ensuring that their medical preferences and values are respected, is a central principle of advance directives in general (13), and for persons with dementia in particular (43). However, participants raised three ethical problems associated with the completion and implementation of advance directives as a tool for securing autonomy and self-agency of people living with dementia at the end-of-life. Their first worry related to the difficulties in determining when people have lost the capacity to make decisions for themselves, and regarding who has the knowledge and authority to make this determination. The second dilemma referred to the problem in determining whether the preferences expressed by people in their advance directives while considered competent, would remain unchanged when cognitive capacity to make decisions is lost, and advance directives need to be implemented. These concerns reflect the ongoing ethical and moral debate between bio-ethical scholars about the meaning of competence and decision-making capacity in the case of dementia, about whether the identity of a person living with dementia is preserved or not (i.e., the personal identity argument), and about whether the aim of advance directives is to maintain the person's precedent or current autonomy (44–46). It should be noted that these dilemmas were expressed only by veteran Jewish participants, most probably because of their higher level of education.

The last problem discussed by our participants related to potential conflicts that can emerge between family members when interpreting and implementing advance directives. Family disagreements are common among relatives when making end-of-life decisions for a person living with dementia (47). Moreover, research has demonstrated that family struggles regarding what is the best quality of life and the best quality of dying for their relatives are associated with increased caregiver burden and distress (48). Such struggles do not, of course, reduce the suffering of family members; a motivation that was mentioned by our participants as one of the main reasons for completing dementia-related advance directives. This finding suggests that our participants understand that enacting legal documents such as advance directives is not enough to fulfill the reasons for doing so, rather additional steps are needed, as we will discuss further.



Reasons for Not Completing or Not Being Willing to Complete Advance Directives

This theme emerged only among participants belonging to the two minority groups in the study (the FSU and Arabs groups), who expressed the idea that end-of-life decisions should not be made by the individuals with dementia themselves. Nevertheless, whereas immigrants from the FSU felt that only physicians should make these decisions, Arab participants shared their belief that only family members and God were authorized to make end-of-life decisions. This difference most probably stems from cultural differences among the groups. On the one hand it can be suggested that immigrants from the FSU are driven by an authoritarian medical model, where discussions with physicians or shared-decision making are totally absent and only physicians make decisions (49). On the other hand, Israeli Arab participants opposed the completion of advance directives because of their strong familism and religious values (50, 51). These results support efforts to expand knowledge about the influence of cultural factors, values and beliefs on attitudes regarding advance care planning (19, 42).



Limitations of the Study

Our study has a few limitations that need to be acknowledged. First, participants were recruited using convenience sampling, and most of the focus groups were conducted in the northern area of Israel. Thus, as with many qualitative studies, the generalizability of our findings is limited. Most noteworthy are the age differences between the former Soviet immigrants (in their 70s) and the two native groups (in their mid-40s), as well as the gender distribution between the groups—i.e., the higher proportion of female participants in the Jewish groups compared to Arab participants. Thus, we can't rule out the possibility that beyond cultural differences, these socio-demographic characteristics affected participants' perceptions of the end-of-life options. Future studies should use more representative samples to disentangle these effects.

Second, some of the participants had a personal, albeit not close acquaintance with the researchers, potentially introducing social desirability bias. That said, we did not see any direct evidence of such a bias in the discussions, during which participants spoke freely and critically. Third, while exploring the motivations of a diverse sample of people without dementia is one of the main strengths of our study, it should be noted that the Arabs group was composed exclusively of Muslims, and did not include Christians or Druze participants. Although Muslims constitute 84% of the Arab sector in Israel, future studies should include other denominations as well. Finally, our findings have to be interpreted in light of the unique legal, moral and religious characteristics of Israel. Despite these limitations, our study provides important information for understanding the reasoning behind the decision to complete or not complete advance directives.



Conclusion and Implications

In light of the continued rise in the number of people living and dying with dementia worldwide (52), and the new models stressing the importance of respecting the autonomy and self-determination of people living with dementia, this qualitative study explored motivations of Israeli people without dementia to complete or not to complete advance directives, while focusing on similarities and differences between majority/minority groups. As demonstrated in other studies, all our participants displayed a lack of knowledge and great misunderstanding about advance care directives. However, more importantly they also exhibited a superficial understanding of central concepts such as autonomy and competence, which were mostly perceived by them as dichotomies rather than as relative, time-specific and task-specific concepts (16, 53).

This study suggests a number of future research and practical directions. First, our findings clearly illustrate the need to expand comparative research among culturally and socially similar and dissimilar groups within a country as well as between countries in order to better guide public health efforts to increase the rates of advance directives completion. Second, the motivations for completing advance directives should be examined also among groups with direct familiarity with dementia, such as people in the early stages of the disease and their family members. Third, future studies should thoroughly examine the development and effectiveness of interventions aimed at encouraging the completion of advance directives. Special attention should be paid to efforts in decreasing stigmatic views of dementia, as well as taking into consideration the unique values underlying the motivations for completing advance directives, especially among majority and minority groups.
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APPENDIX 1: CASE VIGNETTE



Imagine the following scenario: A 67-years old teacher decides to complete advance care directives because of the concern of being diagnosed with dementia in the future. In the advance directives document, he specifies that he will object any end-of-life medical treatment if being in an advanced stage of dementia.
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