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Abstract: 
 
Advance care planning (ACP) is a cornerstone of self-determination for the type of care provided 
at the end of life. Despite many national efforts to improve American adults' engagement in 
ACP, statistics indicate low engagement. Low engagement, especially among racial and ethnic 
minority populations, immigrants, people with lower socioeconomic status, young adults, rural 
residents, or non-English speakers, is common. Advance care planning engagement among 
Muslims living in the United States has been minimally studied. The purpose of this study was to 
explore Muslims' engagement in ACP. A cross-sectional descriptive design was used. 
Participants were recruited from Islamic organizations through convenience and snowball 
sampling. Engagement in ACP was measured by the Advance Care Planning Engagement 
Survey. A sample of 148 Muslims (18-79 years of age) participated in the study. The average 
engagement scores ranged from 1.97 to 2.09, with about two-thirds in the precontemplation 
stage. Significant differences in engagement scores were found according to health condition and 
end of life experiences. Results suggest a need for further collaborative efforts by health care 
providers, policymakers, and researchers to mitigate the disparities in ACP engagement in the 
American Muslim community. 
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Article: 
 
End of life (EOL) treatment decisions were historically informal in the United States until the 
passage of the Patient Self-determination Act that required health care facilities funded by 
Medicare to provide written documents that exhibit patients' right to participate in making 
decisions.1 The Institute of Medicine has endorsed advance care planning (ACP) as a process 
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that facilitates decision making at EOL of seriously ill Americans.2 Similarly, palliative, hospice, 
and EOL care organizations have supported ACP for seriously ill people.2,3 
 
Advance care planning is defined as “a process that supports individuals at any age or stage of 
health in understanding and sharing their personal values, life goals, and preferences regarding 
future medical care.”4 Engaging in ACP allows individuals and family members to explore, 
discuss, and communicate their values, beliefs, and preferences for health care in the event that 
they become incapable of communicating.2,5 For people who were at the end of their lives, 
engagement in ACP has been associated with reduction in receiving of unwanted life-sustaining 
and aggressive medical treatments (such as feeding tubes, antibiotics, and surgery), increase in 
the use of comfort care (palliative and hospice care), decrease in hospital admissions and deaths, 
higher compliance with following patients' preferences, higher family and patient satisfaction, 
and high quality of both life and death.2,3 No one typical action corresponds to ACP.5,6 Although 
ACP-related activities vary in the literature, the following are common: (1) execution of a living 
will, (2) designation of a health care proxy, (3) discussion of the patient's preferences regarding 
life-sustaining medical treatment with family and/or health care professionals, and (4) discussion 
of the patient's preferences regarding quality versus quantity of life with family and/or health 
care professional.6,7 
 
Although ACP activities involve discussions about EOL issues, these discussions may occur at 
any stage of the life, not just at the EOL.4 Recommendations are that all adults should be 
engaged in ACP conversations, regardless of their age, sex, race, or health status.2,4 However, a 
meta-analysis of findings published from 2011 to 2016 had estimated the ACP engagement rate 
among community-dwelling American adults as only 36.7%.8 
 
Disparities in the rate of ACP engagement exist, with a substantial low rate of engagement 
among racial and ethnic minority populations, immigrants, rural residents, or non-English 
speakers.8-11 Furthermore, findings from ACP research showed that engagement in ACP varies 
according to age, sex, health status, and self-experienced or witnessed EOL treatments.9-12 
Indeed, the existing evidence on ACP disparities has revealed significant variations in the quality 
of EOL care and death across all the groups.2 
 
Reviews of the literature on age and sex differences in ACP engagement revealed that the older 
age groups and women were more likely to engage in ACP than their counterparts.9,13 However, 
there has been a little exploration of ACP engagement among healthy young adults. As of 2019, 
there were only 3 published studies that examined ACP engagement among healthy young 
adults.14 The findings of studies of knowledge and engagement in ACP showed that only 2% of 
young American adults reported having an ACP document.14,15 Research findings regarding sex 
differences in ACP engagement vary. Several studies found that women were significantly more 
likely to engage in any of ACP activities than men.10,12,13 However, no significant sex differences 
in ACP engagement was found in another study.14 
 
Self-reported health status plays a critical role in engagement in ACP. Overall, poor health status 
was associated with higher engagement in ACP.13 For example, a study of 1823 British older 
adults (≥65 years) revealed that British older adults who reported better health status were 40% 
less likely than their counterparts to complete ACP documents.12 



 
Having a past self-experience of EOL treatments was associated with a better readiness to 
engage in ACP.16,17 A cross-sectional descriptive study that included 304 older adult Americans 
(≥60 years) found that living with a life-limiting disease or having a past personal experience of 
an intensive medical treatment was positively associated with increased willingness to engage in 
ACP discussions.17 Being a witness to others' EOL experiences was positively associated with a 
higher engagement in ACP.17,18 A cross-sectional quantitative study of 304 American older 
adults revealed that people who witnessed the EOL experience of others or who reported having 
an experience of a perceived artificially prolonged death of others had an increased readiness to 
engage in ACP activities themselves.17 
 
The research in ACP in minority groups to date has tended to focus on racial rather than faith 
minority groups. Thus, few primary published research projects have studied the ACP topic 
among faith communities in the United States. One of the minority faith communities in the 
United States is the community of the followers of Islam, or Muslim Americans. The estimated 
number of Muslim Americans in the United States varies based on national reports. However, 
according to the Pew Research Center, there are 3.45 million Muslims in the United States, 
forming 1.1% of the total population.19 Most Muslim Americans (58%) are immigrants with a 
variety of racial and ethnic backgrounds, languages, and national origins.20 Although most (41%) 
Muslims living in the United States self-identify as White, approximately one quarter (28%) are 
Asian, and one-fifth are Black, with roughly half of Black Muslims converted to Islam.20,21 Islam 
is the shared unified religion that informs the life affairs, belief systems, and behaviors of these 
diverse poulations.20 The Muslim American community has the youngest median age (24 years) 
in the United States.22 However, it has been projected that by 2030, the number of Muslim 
American seniors will increase from 140 000 to 570 000, which implies a growing need for 
Muslim Americans to engage in ACP.22 
 
The engagement in ACP by Muslim adults living in the United States has been minimally 
studied. Thus, it is important to better understand ACP among this growing segment of the 
population to assist in patient-centered health care as well as to expand efforts to improve the 
well-being of and to add new knowledge about this ethnically diverse population. The purpose of 
this study was to explore ACP engagement among Muslims living in the United States and to 
examine whether age, sex, health status, and experiences with end-of-life medical treatments and 
decision making are associated with engagement in ACP activities. Two research questions were 
proposed in this study: (1) What is the ACP engagement among Muslims living in the United 
States? And (2) what are the differences in engagement in ACP activities among participants 
according to age, sex, health status, and experiences of decision making and EOL medical 
treatments? 
 
CONCEPTUAL FRAMEWORK 
 
To describe ACP engagement according to different stages, this study used the Trans-Theoretical 
Model of Change (TTM).23 The TTM posits that people transit through a stepladder process of 
stages to change a current behavior or adopt a new one.23 The stages of change model is useful in 
understanding a person's engagement or readiness to engage in ACP.6 According to this model, 
the stages of change include precontemplation, contemplation, preparation, action, and 



maintenance.6 A person who has no interest to engage in ACP would be considered in the 
precontemplation stage of change, whereas a person who developed an awareness of the need to 
engage in ACP would be in the contemplation stage. Those who started planning to engage in 
ACP within the upcoming time would be in the preparation stage of change. Actual engagement 
in ACP is considered being in the action stage if it started within 6 months and in the 
maintenance stage if it continued to 6 months or greater.6,7,23,24 
 
METHOD 
 
Design 
 
Using a cross-sectional correlational design, data were collected from the eligible Muslim 
community-dwelling adults through both face-to-face and an online survey. The online survey 
was available for all eligible participants, including those who were associated with but not 
located at the recruitment sites. 
 
Sample/Participants 
 
The targeted population was Muslims living in the United States. The accessible population was 
Muslims who could be recruited through Southeastern state contacts. Procedures used were 
convenience and snowball sampling. In addition to mosques and community organizations, 
student associations at a state university and a community clinic were approached to recruit a 
heterogeneous sample of Muslim adults. Inclusion criteria were (1) self-identified as Muslim, (2) 
adults aged 18 years or older, and (3) able to read, write, and comprehend English. 
 
Measures 
 
A structured self-reported survey was used. The survey consisted of questions about 
demographic characteristics in addition to items that operationally assessed ACP engagement, 
health status, ACP awareness, and experiences with decision making and EOL treatments. 
 
HEALTH STATUS AND PAST EXPERIENCES 
 
Health status was assessed with a single-item global self-rated health, which rates health as poor, 
fair, good, very good, or excellent.25 Past EOL treatment experience was assessed by 6 
dichotomous yes-no questions.17 
 
ACP ENGAGEMENT 
 
The 4-item version of the Advance Care Planning Engagement Survey (ACPES-4) was used to 
measure ACP engagement.24 The tool was developed based on Prochaska's TTM and has 
become a valid and reliable tool to measure adults' engagement in ACP.24,26 The tool's 
developers estimated Cronbach α coefficient at .86.24 The overall average score of ACPES-4 
could range from 1 to 5, with 5 indicating the highest engagement in ACP. An additional 
question asking about the time of engagement was added for those who would choose “5 = I 
have already done it” to assess the stage of change of ACP engagement behavior (action vs 



maintenance).24 According to their ACPES-4 responses for each ACP activity, participants were 
classified into 5 groups of behavior change: precontemplation (scores 1 and 2), contemplation 
(score 3), preparation (score 4), action (score 5 and action was done within 6 months), and 
maintenance (score 5 and action was done ≥6 months ago). 
 
Procedure 
 
The principal investigator and the community insiders at the recruitment sites recruited 
participants directly, through announcing the study and distributing the study flyer that contained 
a mobile phone scannable QR code and the survey link to facilitate access to the online survey. 
The recruitment sites were encouraged to share the electronic version of the flyer with the 
community members through their own communication platforms, including social media. The 
study survey was provided through printed copies, or digital copies using Qualtrics software. 
People who were recruited in person were provided the opportunity to have a printed copy of the 
survey as well as a stamped envelope to be mailed back after completion. The questionnaire was 
piloted with 5 people, and the time to complete the printed version was 20 to 25 minutes; the 
time to complete the online version was 15 to 25 minutes. 
 
Human Subjects Protection 
 
The study was qualified for expedited review category by the institutional review board of the 
university. The information sheet at the beginning of the survey included the principal 
investigator contact information and explained the study timing, risks, and strategies to minimize 
breaches of confidentiality. All measures that protect data confidentiality were maintained. A 
$10 electronic gift card was offered to each person who participated in the study. 
 
Statistical Analysis 
 
Univariate statistics were used to describe the sample and to answer the first research question. 
Frequency, percentage, central tendency measures (mean), and variability index (standard 
deviation) were used to summarize sociodemographic characteristics, health status, decision 
making and EOL experiences, and self-reported engagement in any of the 4 ACP activities, as 
well as stages of change for ACP engagement. Mann-Whitney U tests were used to answer the 
second research question. All Mann-Whitney U test assumptions were met, including that the 
measured variables were not normally distributed. All analyses were performed using SPSS 
v26.27 A 2-sided P value <.05 was considered statistically significant. 
 
RESULTS 
 
Sociodemographic Characteristics 
 
Printed copies of the survey were returned within 4 weeks. Online surveys were received within 
about 5 weeks. The sample comprised 148 Muslim adults, with 39 completing the survey in 
person and 109 completing the survey online. Most participants lived in North Carolina (70.3%). 
Other persons resided in California (n = 10), Texas (n = 8), Virginia (n = 3), Michigan (n = 8), 
Florida (n = 6), Georgia (n = 2), and other states (n = 4). Ages ranged from 18 to 79 years, with a 



mean (SD) age of 36.7 (13.14) years. Approximately two-thirds of the sample (65.5%) reported 
being married (see Table 1). 
 
TABLE 1 - Sample Description (N = 148) 
Characteristics n (%) 
Sexa 

 

 Males 85 (57.4) 
 Females 62 (41.9) 
Living in NC 

 

 Yes 104 (70.3) 
 No 44 (29.7) 
Born in the United States 

 

 Yes 56 (37.8) 
 No 92 (62.2) 
Country of originb 

 

 Asia 33 (22.3) 
 Africa 11 (7.43) 
 Arab countries 71 (47.97) 
 United States 16 (10.81) 
 Other 13 (8.78) 
Native languagec 

 

 English 30 (20.2) 
 Arabic 68 (45.3) 
 Urdu 16 (10.8) 
 Hausa (Africa) 5 (3.4) 
 Other 19 (12.8) 
Marital status 

 

 Married 97 (65.5) 
 Unmarried 51 (34.5) 
Race/ethnicity 

 

 Asian 34 (23.0) 
 Black or African American 18 (12.2) 
 Middle Eastern or North African 54 (36.5) 
 White 34 (23.0) 
 Other race/ethnicity 8 (5.4) 
Health status 

 

 Poor 2 (1.4) 
 Fair 25 (16.9) 
 Good 53 (35.8) 
 Very good 47 (31.8) 
 Excellent 21 (14.2) 
Hearing about ACP 

 

 Yes 78 (52.7) 
 No 69 (46.6) 
Age in years, mean ± SD 36.7 ± 13.141 
Abbreviations: ACP, advance care planning; NC, North Carolina. 
aData missing for 1 participant. 
bData missing for 4 participants. 
cData missing for 10 participants. 
dData missing for 6 participants. 
eData missing for 5 participants. 
 



Most (62.2%) of participants were immigrants having lived in the United States for an average of 
16 years (SD, 1.04 years). Most of the participants reported their country of origin as Middle 
Eastern (n = 56), Asian (n = 33), or African (n = 20) countries. The other participants reported 
their countries of origin as the United States (n = 16), European countries (n = 7), or other 
countries (n = 14). The sample included diverse racial groups, with most (77%) self-identified 
from 3 racial minority groups (Asian, Black, and Middle Eastern/North African). The most 
common self-reported employment status was either working full- or part-time (63.5%). 
Approximately two-thirds of the sample reported having a household income of at least $35 000. 
About one-fifth of the participants (18.3%) reported having a poor or fair health status. 
 
Advance Care Planning Awareness 
 
Participants' awareness of ACP was assessed by 1 question, “Have you ever heard about advance 
care planning?” All participants responded to the question. Almost one-half (46.6%) of the 
participants had never heard about ACP. 
 
ACP Engagement 
 
The ACPES-4 showed excellent internal consistency reliability, with a Cronbach's α coefficient 
of 0.86. Participants' responses of ACPES-4 items and average scores for each individual ACP 
activity are presented in Table 2. The average ACPES-4 scores for ACP activities ranged from 
1.97 (SD, 1.22) for executing official documents reporting EOL medical treatment preferences to 
2.09 (SD, 1.34) for executing official documents designating a decision-making substitute 
(health care proxy). Nineteen participants (13%) reported engagement in at least 1 ACP activity, 
and 5 (3.4%) reported engagement in all ACP activities, including executing ACP official 
documents and conducting ACP discussions. About one-seventh (14.9%) of participants had 
signed ACP official papers, with 8.8% having a designated health care proxy and 6.1% having 
documented their EOL medical preferences and wishes. Fewer than one-sixth of participants 
(14.2%) had discussed EOL medical preferences with someone: 7.4% with a decision maker and 
6.8% with a health care provider. 
 
TABLE 2 - Proportion of Participants at Each Stage of Change for All ACP Activities 

ACP Activity Mean ± SD 
PC C PR A M 

n (%) n (%) n (%) n (%) n (%) 
1. Ready to sign official papers naming a person or group of people to 

make medical decisionsa 
2.12 ± 1.36 105 (70.9) 10 (6.8) 19 (12.8) 5 (3.4) 8 (5.4) 

2. Ready to talk to decision maker about the kind of medical care 
preferred when becoming very sick or near the EOLb 

2.06 ± 1.30 103 (69.6) 17 (11.5) 15 (10.1) 7 (4.7) 4 (2.7) 

3. Ready to talk to a doctor about the kind of medical care preferred 
when becoming very sick or near the EOLb 

2.03 ± 1.27 105 (70.9) 17 (11.5) 14 (9.5) 4 (2.7) 6 (4.1) 

4. Ready to sign official papers putting wishes about the kind of medical 
care preferred when becoming very sick or near the EOLb 

1.99 ± 1.24 107 (72.2) 17 (11.5) 13 (8.8) 5 (3.4) 4 (2.7) 

Abbreviations: A, action stage of change; ACP, advance care planning; C, contemplation stage of change; EOL, end 
of life; M, maintenance stage of change; PC, precontemplation stage of change; PR, preparation stage of change. 
aData missing for 1 participant. 
bData missing for 2 participants. 



TABLE 3 - ACP Engagement Score Differences Among Participants (N = 148) 

ACP Activity Characteristics 
Decision-Making Substitute Informal EOL Discussions Formal EOL Discussions EOL Preferences Determination 
n M P U n M P U n M P U n M P U 

Sex 
  

.522 275 
  

.307 280 
  

.414 275 
  

.229 284 
 Female 62 1 

  
61 1 

  
61 1 

  
61 1 

  

 Male 84 2 
 

5 84 2 
 

0 84 2 
 

2 84 2 
 

0 
Age 

  
.071 301 

  
.512 416 

  
.429 403 

  
.552 423 

 <60 y 139 72a 
  

138 74a 
  

138 74a 
  

138 73a 
  

 ≥60 y 7 100a 
  

7 64a 
  

7 62a 
  

7 64a 
  

Heard about ACP 
  

<.001 1326 
  

<.001 1085 
  

<.001 1322 
  

<.001 858 
 Yes 77 2.4 

  
76 2 

  
77 2 

  
77 2 

  

 No 69 1 
  

69 1 
  

68 1 
  

68 1 
  

Health status 
  

<.001 927 
  

.001 986 
  

.001 980 
  

.002 987 
 Poor/fair 27 3 

  
27 3 

  
26 3 

  
26 2.4 

  

 Good-excellent 120 1 
  

119 1 
  

120 1 
  

120 1 
  

Had a serious illness 
  

.013 1560 
  

.003 1422 
  

.001 1375 
  

<.001 1269 
 Yes 39 2 

  
38 2.4 

  
39 2 

  
39 2 

  

 No 107 1 
  

107 1 
  

106 1 
  

106 1 
  

Had a major surgery 
  

<.001 1486 
  

.005 1693 
  

<.001 1497 
  

<.001 1502 
 Yes 48 2 

  
47 2 

  
47 2 

  
47 2 

  

 No 99 1 
  

99 1 
  

99 1 
  

99 1 
  

Had a decision-making experience 
  

<.001 1002 
  

<.001 862 
  

<.001 809 
  

<.001 672 
 Yes 39 3 

  
38 3 

  
39 3 

  
39 3 

  

 No 108 1 
  

108 1 
  

107 1 
  

107 1 
  

Know a deceased one received ATs 
  

.002 1816 
  

<.001 1506 
  

<.001 1336 
  

<.001 1492 
 Yes 55 2 

  
55 2 

  
55 2 

  
55 2 

  

 No 92 1 
  

91 1 
  

91 1 
  

91 1 
  

Know a deceased one received MTs 
  

.009 1916 
  

.015 1939 
  

.012 1919 
  

.019 1960 
 Yes 55 2 

  
55 2 

  
55 2 

  
55 2 

  

 No 92 1 
  

91 1 
  

91 1 
  

91 1 
  

Know a person declared preferences 
  

<.001 1236 
  

<.001 1349 
  

<.001 1244 
  

<.001 1118 
 Yes 46 3 

  
46 3 

  
46 3 

  
46 3 

  

 No 101 1 
  

101 1 
  

101 1 
  

100 1 
  

U represents Mann-Whitney U test. 
Abbreviations: ACP, advance care planning; ATs, aggressive treatments; EOL, end of life; M, median; MTs, minimal treatments. 
aRank values. 



The distribution of participants on stages of change for all ACP activities is presented in Table 3. 
Most (about two-thirds) were in precontemplation stage of change, reporting no readiness to 
engage in ACP activities. Although 17 people were considering either signing official 
documents, discussing their preferences with a decision-maker substitute, or discussing their 
preferences with a doctor in the near future, only 10 of the 148 participants were considering 
signing papers designating a decision-maker substitute in the near future. 
 
Overall, the trends of the participants' distribution on the 5 stages of change of ACP engagement 
were unequal. Compared with other stages of change, the earliest stage of change, which is the 
precontemplation stage, included the highest number of participants. For instance, whereas 
72.2% of participants were in the precontemplation stage for signing ACP official documents, 
6.1% were the action and maintenance stages. The number of participants who were in the 
contemplation stage was low for ACP activities. Interestingly, equal numbers of participants 
were in the contemplation stage of 3 ACP activities: conducting informal discussions about EOL 
care preferences, conducting formal discussions about EOL care preferences, and signing papers 
putting wishes about the kind of medical care preferred in future. 
 
Decision Making and EOL Experiences 
 
Participants' decision-making and EOL experiences are presented in Table 3. Two-thirds of the 
sample (65%) reported having at least 1 previous experience with EOL. Fewer than one-third 
reported experiencing a serious illness, a major surgery in the past, or making a medical decision 
(26.4%, 32.4%, and 27%, respectively). More than one-half (54.7%) of the participants reported 
having at least 1 experience related to other people's EOL medical treatments or decision 
making. The most frequently reported EOL care–related experiences were knowing a person 
who had a bad death because of either receiving aggressive or receiving minimal medical 
treatments; 37.8% of the participants reported at least 1 EOL experience. 
 
The results of research question 2 are provided in Table 3. Overall, no significant differences 
were found between participants regarding engagement in any given ACP activity according to 
sex and age. However, significant differences existed between groups of people reported having 
ACP awareness, experience of illness, surgery, decision making, or EOL treatment compared 
with other groups who denied having these kinds of experiences. Those who had poor/fair health, 
had a major surgery, had a serious illness, had heard about ACP, had made a decision before, 
knew a deceased person who received aggressive or minimal treatments, or knew a person's 
declared EOL preferences had a significantly higher distribution of engagement in all ACP 
activities compared with their counterparts. 
 
DISCUSSION 
 
The current cross-sectional descriptive study explored ACP engagement activities among 
Muslims living in the United States. Moreover, this study examined whether ACP engagement 
differences existed in any ACP activity according to sex, age, health status, and experiences with 
EOL medical treatments and decision making that are associated with engagement. 
 



This study found that about one-half of the participants reported a lack of awareness of ACP. 
This finding is consistent with other findings of ACP studies that targeted racial and ethnic 
minority populations.16,28,29 Lack of awareness of ACP among minority populations could be 
explained by immigration status, the length of residency, and acculturation.16,28,29 In this line, a 
cross-sectional study found that immigrant Russian Americans have lower ACP awareness than 
their nonimmigrant counterparts.28 The likelihood of being aware of ACP increased among 
Chinese Americans who had higher acculturation and lived in the United States for at least 20 
years.16 
 
Surprisingly, Muslims' engagement in any of ACP activities, including executing official ACP 
documents and conducting both formal and informal ACP discussions, was relatively lower than 
that of any other minority population in the United States.8-11 Furthermore, the rate of 
engagement in any of ACP activities revealed in this study is substantially lower than what was 
estimated in studies that included only young people.14,15 One exception was the rate of 
engagement in formal ACP discussions. Although the rate of engagement in formal ACP 
discussions was estimated at 7.4% in this study, it was reported at 2% in previous 
studies.14,15 However, the rate of engagement in informal ACP discussions in this study was 
substantially lower than the rate reported in previous studies of American young adults.14,15,18 
 
The findings of this study demonstrated that most of the participants were in the earliest stage of 
change of ACP engagement (precontemplation stage), with the lowest proportion of participants 
in the latest stages of ACP engagement (action and maintenance stages). The low number of 
participants in the action and maintenance stages (13%) indicates a substantially low rate of ACP 
engagement in Muslim American community, when compared with the overall US national rate 
of ACP engagement, which has been estimated at 36.7%.8 Similarly, the rate of ACP 
engagement among the Muslim population found in this study is lower than what has been 
estimated in other studies that included racial and faith minority populations, including 
Muslims.10,30,31 For example, about one-half (46%) of a sample of 135 Iranian Americans, where 
86% of participants were Muslims aged at least 50 years, reported that they either completed an 
ACP document or had a discussion about EOL preferences.31 Another American study found that 
one-fifth of a sample of racially diverse older adults (Whites, African Americans, and Hispanics) 
reported having an ACP official document.30 
 
Although exploring the reasons behind the low rate of engagement in ACP was beyond the scope 
of this study, probable explanations might be suggested. One possible explanation is that most 
Muslims in the United States are immigrants from countries without ACP services. Results of 
several studies of ACP in Islamic countries indicate that ACP documents were minimally 
provided there.32,33 Environmental and social barriers, such as health literacy, lack of English 
proficiency (17% of the Muslim Americans are non-English speakers), system distrust, health 
care access, or other perceived barriers might lead to limited engagement in ACP.11 In addition, 
current ACP-related policies have supported ACP access for only Medicare and Medicaid 
beneficiaries; however, such policies do not include ACP access for Americans who have no 
health care insurance or for those who have health care insurance plans that do not cover ACP 
conversations. 
 



The substantially low prevalence of ACP engagement among the study sample might indicate 
that the study participants were unaware of the Islamic teachings regarding the ACP and EOL-
related issues. Islam teaches Muslims to expect death at any time and encourages conversations 
about death.34 In the Qur'an (the Muslims' holy book), Allah (God) says, “Every soul shall have 
a taste of death: In the end to us shall ye be brought back.”34 In addition, Islamic teachings are 
consistent with the self-determination principle of the ACP.32,35 Based on a story that happened 
in the era of the Prophet Mohammad (peace be upon him), Muslim scholars concluded that (1) 
when death is imminent, people have the right to self-determination and refusing treatments, and 
(2) coercion to have a particular treatment is prohibited.32 Based on the mentioned Islamic 
teachings, the Islamic Medical Association of North America has recommended that all Muslims 
should have ACP documents.35 
 
No ACP engagement differences between age groups were noticed in this study. This finding 
contradicts previous ACP research, which found that the likelihood of engagement in ACP 
activities increased in older adulthood.9,10,12,36 For example, of a representative sample of 7946 
American adults, 51.2% of adults older than 65 years had executed an advance directive 
compared with only 11.8% of those younger than 34 years old.10 On the other hand, the finding 
of absence of ACP engagement differences between age groups is consistent with the finding of 
Rahemi and colleagues'31 study, which demonstrated no association between age and 
engagement in ACP among Iranian Americans, including Muslims. Unlike most studies in ACP 
literature, which involved older adults, this study included a low number of older adults, which 
could explain no significant difference in ACP engagement between age groups. 
 
This study finding of no sex difference in engagement in any of ACP activity is consistent with 
some ACP studies14,31 but contradicts other ACP studies that found a greater ACP engagement 
among women than men.10,13 The absence of either sex or age differences in engagement in 
different ACP activities could be explained by the overall low rate of ACP engagement. Another 
potential explanation is the typical method of making decisions in Muslim communities. Unlike 
the American norm of individualism and self-determination, Muslims usually define themselves 
as a relative part of their families.37 A family-centered decision-making style is followed by 
Muslims worldwide.38 Furthermore, Muslims may ask for advice from imams (Muslim religious 
scholars) at the time of decision making.38 Thus, regardless of sex and age, different parties, 
including family, relatives, and imams, may participate actively in the decision-making process. 
However, there is limited evidence about how decisions are made at the Muslim American 
family-level and how this might influence engagement in ACP. 
 
Findings indicate that people who reported a poor or fair health condition had more engagement 
in all ACP activities than their counterparts, which is consistent with other ACP 
research.12,13 Having had decision-making and EOL experiences was associated with a higher 
level of ACP engagement among the study participants. Similar findings were found in previous 
research. A study of Muslims in the United States found that having experienced the loss of a 
loved one was associated positively with engagement in EOL planning.31 Another study found 
that having a life-limiting illness was a motivator for considering ACP in a minority American 
population.39 
 



LIMITATIONS 
 
The study has the following limitations: (1) because the US Muslim population might include 
immigrants or persons who remain in close communities, the findings might not be reflective of 
persons who do not read, speak, or understand English; (2) because we used convenience and 
snowball sampling methods, the findings might not represent the views of all Muslim 
populations living in the United States, persons who chose to participate may have been more 
open to ACP than those who chose not to participate or vice versa; (3) using self-administered 
instruments that have not been used previously or validated in Muslims living in the United 
States could affect the data validity; and (4) the possibility of no Internet services and electronic 
devices, as well as intense attention paid to Muslims after domestic and global terrorist attacks, 
might have increased older Muslims' reluctance to participate in both paper and online surveys. 
 
IMPLICATIONS 
 
Although the number of Muslims is increasing in the United States, particularly older adults, a 
challenge is to engage this population in a range of ACP behaviors that meets cultural and health 
needs. In practice, health care providers should support ACP discussions with Muslim patients 
and families. Health professional teachers, educators, and institutions should provide trainees 
with educational materials that focus on Muslim culture. Future research should explore the 
potential reasons behind the low prevalence of engagement among the Muslim population. 
Future research should include multilanguage surveys, rather than English alone, and include 
larger numbers of older adults and residents of additional states and large cities. Future ACP 
interventions need to be culturally and religiously tailored to the Muslim community living in the 
United States, which may require communities, providers, and agencies to engage in diversity in 
a comprehensive manner. Efforts to enact health policies to support practicing ACP in minority 
populations should be supported. Efforts of the multidisciplinary collaborative partnerships such 
as the National Coalition for Hospice and Palliative Care should be supported to enact policies 
that mitigate disparities in ACP engagement. 
 
CONCLUSION 
 
Muslims' engagement in ACP activities was relatively low. Awareness of ACP and experiences 
of a serious illness, a past surgery, previous EOL decision making, or experience with EOL 
treatment differentiated Muslims who engaged in ACP, with persons who had these kinds of 
experiences being more likely to engage in ACP. All ACP activities, including executing ACP 
documents and conducting ACP discussions, were presented. Additional efforts are required to 
promote ACP engagement among Muslims in the United States. Specific to the stages of change, 
many Muslims in the sample were knowledgeable but not ready to engage in any of the ACP 
activities. 
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