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Abstract

Objective: We examined factors influencing end-of-life care preferences among persons living 

with HIV (PLWH).

Methods: 223 PLWH were enrolled from 5 hospital-based clinics in Washington, DC. They 

completed an end-of-life care survey at baseline of the FACE™-HIV Advance Care Planning 

clinical trial.

Findings: The average age of patients was 51 years. 56% were male, 66% heterosexual, and 86% 

African American. Two distinct groups of patients were identified with respect to end-of-life care 

preferences: (1) a Relational class (75%) who prioritized family and friends, comfort from church 

services, and comfort from persons at the end-of-life; and (2) a Transactional/Self-Determination 

class (25%) who prioritized honest answers from their doctors, and advance care plans over 

relationships. African Americans had 3x the odds of being in the Relational class versus the 

Transactional/Self-determination class, Odds ratio = 3.30 (95% CI, 1.09, 10.03), p = 0.035. Males 

were significantly less likely to be in the relational latent class, Odds ratio = 0.38 (CI, 0.15, 0.98), 
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p = 0.045. Compared to non-African-Americans, African-American PLWH rated the following as 

important: only taking pain medicines when pain is severe, p = 0.0113; saving larger doses for 

worse pain, p = 0.0067; and dying in the hospital, p = 0.0285. PLWH who were sexual minorities 

were more afraid of dying alone, p = 0.0397, and less likely to only take pain medicines when pain 

is severe, p = 0.0091.

Conclusion: Integrating culturally-sensitive palliative care services as a component of the HIV 

care continuum may improve health equity and person-centered care.
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Introduction

Palliative care is an essential component of the care continuum for persons living with 

Human Immunodeficiency Virus (HIV).1 However, adult persons living with HIV (PLWH) 

are less likely than individuals with other serious illnesses to discuss advance care planning 

(ACP) or palliative care needs with clinicians, creating gaps in person-centered care.2–4 

African-Americans (AAs) are impacted disproportionately by the HIV epidemic in the 

United States (US).5–8 African-Americans are 12% of the US population, but constitute 44% 

of PLWH.9 African-Americans, men who have sex with men (MSM) have the highest HIV 

prevalence, comprising 25% of PLWH [8].Due to this disproportionate HIV prevalence6–9 

and the limited life-expectancy of PLWH,9–11 cultural and racial understanding from a 

patient-centered perspective is critical to improving patient care for PLWH.11

Fear of HIV stigma can be compounded by the stigma of poverty or sexual minority status.
10–12 Risk factors for poor engagement along the HIV care continuum also include medical 

mistrust,5,10,13 negative religious coping,12,14,15 lack of health education, poor social 

support, and internalized homophobia.9–13 Understanding how these factors hinder the 

engagement of AA-PLWH in palliative or hospice care is a crucial step towards making 

systematic changes to enhance equitable access to and provision of palliative and hospice 

care.6,14 One aim of this ACP trial was to survey the palliative care needs of PLWH at 

baseline, prior to randomization.16

Methods

Setting

PLWH were recruited from 5 hospital-based HIV-clinics in Washington, DC from October 

2013-March 2017. The trial was approved by the ethics committees of all study sties 

(Institutional Review Boards). A Safety Monitoring committee monitored the protocol 

yearly. All participants gave written informed consent.

Study Design and Participants

We conducted an ACP survey at baseline, prior to randomization, as part of the larger parent 

ACP clinical trial.16 The ACP parent trial was a multisite, 2 parallel-group, randomized 

controlled clinical trial with an intent-to-treat design. The design and methods for this study 
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have been published previously.16 Inclusion criteria were: (1) adult PLWH aged ≥21 years; 

(2) ability to speak and understand English; and (3) diagnoses of HIV or AIDS. Exclusion 

criteria were screening positive for HIV dementia, homicidality, suicidality, or psychosis 

(assessed by a trained research assistant). Participants who screened positive were provided 

with appropriate referrals.

Procedures

Providers identified potentially eligible patients who were then approached by a trained 

research assistant during a clinic visit. Following informed consent, trained research 

assistants collected demographic, baseline, and ACP survey data from eligible participants. 

PLWH met with the research assistant independently in a private room. The research 

assistants administered the surveys orally and face-to-face in order to monitor emotional 

reactions, ensure understanding of the questions, control for vision impairment, and ensure 

data completeness. The research assistant recorded responses onto standardized paper forms. 

The trained research assistants also obtained medical data through chart abstraction, which 

were later scanned into the secure database REDCap and then verified through data checks.

Outcome Measure

The Lyon Family Centered ACP Survey-Patient Version-Revised17,18 assessed the values, 

beliefs, and life experiences with illness and end-of-life care of PLWH. The survey has 31 

items across 4 domains: (1) ACP and Preparation; (2) Thoughts about Death and Dying; (3) 

Dealing with Dying; and, (4) Spiritual Well-Being. The ACP Survey was adapted with 

permission from the Association of Retired Persons (AARP)19 and Edinger & Smucker.20 

The adapted survey was revised, validated, and piloted with adolescents living with HIV and 

bereaved families of children who had died of AIDS.17,18 Questions were clarified, reading 

difficulty was lowered to 6th grade level, and the number of items was reduced through 

meetings with community advisory boards. In the revised survey, the original Likert scale 

was modified slightly to improve psychometric properties, adding a neutral item and 

removing “no response,” yielding a 6-point Likert scale as follows: 1 = Very important, 2 = 

Somewhat important, 3 = Neither important nor unimportant, 4 = Not very important, 5 = 

Not at all important, 6 = Don’t know. The 10 responses to item 18 were selected to highlight 

in this paper because of the variance in responses. The query is: “How important would each 

of the following be to you if you were dealing with your own dying?” The sub-items are: 

Family and friends visiting me; staying in my own home; honest answers from my doctor; 

comfort from church services or persons such as a minister, priest, Iman, or rabbi; planning 

my own funeral; being able to complete an advance directive that would let loved ones know 

my wishes if I were unable to speak for myself; fulfilling personal goals/pleasures; 

reviewing my life history with my family; having health care professionals visit me at my 

home; and understanding my treatment choices.

Data Analysis

Descriptive statistics were used to characterize the sample. Frequency distributions and 

percentages describe all item responses. Two-tailed Pearson chi-square and Fisher’s exact 

statistics were implemented using SAS 9·4 (Cary, NC: SAS Institute Inc.) to examine 

responses to survey items by demographic characteristics. However, because of the small 

Grill et al. Page 3

Am J Hosp Palliat Care. Author manuscript; available in PMC 2022 June 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



sample size and large number of items, item response data are presented and discussed for 

exploratory purposes only and data are presented in the supplemental files.

Latent Class Analysis (LCA)21 identified unobserved latent classes/groups of PLWH with 

respect to goals and values about end-of-life care, as measured by item 18: “How important 

would each of the following be to you if you were dealing with your own dying?” 

Relationships between the socio-demographics (e.g., race, age, gender, sexual orientation, 

education level and income) and palliative care preferences were assessed, taking into 

account measurement errors in the latent class membership estimation.

We fit a series of LCA models with increasing number of latent classes and determined the 

optimal number of latent classes by comparing K-Class model with (K-1)-Class model 

iteratively. Bayesian Information Criterion (BIC), adjusted Bayesian Information Criterion 

(aBIC), Akaike Information Criterion (AIC), Lo–Mendel–Rubin likelihood ratio (LMR LR), 

the adjusted LMR LR (ALMR LR) test, and the bootstrap likelihood ratio test (BLRT) were 

used for model comparisons. Once the number of latent classes was identified, individuals 

were classified into their most likely latent classes on the basis of their most likely latent 

class membership. The quality of latent class classification was assessed using entropy 

statistics and classification probabilities for the most likely latent class membership. Finally, 

the effects of demographic characteristics on the latent class membership were examined. To 

take into account measurement errors in the estimated latent class membership, the model 

estimation was implemented using the 3-step method22,23 in MPLUS 8·4 (Computer 

software, Los Angeles, CA: Muthén & Muthén). Significance level was set at P < 0.05.

Results

Patients (N = 223) were 56% male, 86% Black or African American, aged 22–77 years 

(Mean = 51, SD = +/− 12). 20% were adults aged 22–39 years, 57% were adults aged 40–60 

years, and 23% were over age 61, as reported in Table 1. Thirty-four percent were sexual 

minorities, defined here as self-reported non-heterosexual. Close to half had a high school 

education or less, 42%, and household income equal to or below the Federal poverty line, 

40%. Two-thirds, 66%, had at least one co-morbidity, and 16% were receiving disability 

insurance. Participants had been living with HIV for an average of 17·5 years. All 

transgender persons (N = 4) and perinatally-infected PLWH (N = 6) who were approached 

agreed to participate and were eligible for participation. All enrolled participants completed 

the survey.

Latent Class Analysis of Goals and Values If Dying

Reponses to the item, “How important would each of the following be to you if you were 

dealing with your own dying?” were examined using latent class analysis to determine if 

there were subpopulations within the sample, or if there was homogeneity of responses. 

Model fit indices/statistics for model comparisons are shown in Table 2. The single-class 

model has the largest information criterion indices and the p-values of all the statistical tests 

in the 2-class model are <0·05, indicating that the single-class model was rejected and a 

model with at least 2 latent classes is in favor. In comparison between the 2-class model and 

the 3-class model, both models have similar AIC and aBIC, but the 2-class model has a 
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smaller BIC. Importantly, all the LR tests (i.e., LMR LRT, LMRa-LRT, and BLRT) are all 

statistically insignificant for the 3-class model, indicating that the 2-class model can’t be 

rejected. Thus, we favor the 2-class model. The quality of class classification of the model is 

adequate with an entropy statistic of 0·73.

Selected results of the 2-class model are shown in Table 3. 74·7% (n = 162) of the sample 

were classified into Class 1 and 25·3% (n = 55) into Class 2. The classes are defined based 

on the conditional response probabilities (see Table 3 and Figure 1). Almost everyone in 

Class 1 endorsed importance of the following: family/friends visiting me; staying in my own 

home; comfort from church services or persons; planning my own funeral; reviewing my life 

history with my family; and having health care professionals visit me at my home. Thus, we 

labeled Class 1 as Relational: patients prioritized family, friends and comfort from church 

services, and comfort from healthcare personnel at EOL. We labeled Class 2 as 

Transactional/Self-Determination: as patients prioritized the importance of honest 

communication from their doctor, completing advance care plans, and understanding their 

treatment choices.

Multinomial Logistic Regression

Selected results of the multinomial model are shown in Table 4. Patients who were African 

American were more likely to be classified in Class 1 [Odds Ratio (OR) = 3.30, 95% CI: 

1·09 to 10·03], p = 0.035, meaning they were more likely to state family, friends and 

religious community as important. Males were less likely to be classified in Class 1 (OR = 

0.38, 95% CI: 0.15 to 0.98), p = 0.045. 100% of transgendered persons (N = 4) were in 

Class 1. There were no significant associations by age or education with latent classes.

Patient-Reported End-of-Life Care Needs

We next present exploratory statistics on the significance of responses by gender, race and 

sexual orientation, because empirical data particularly on sexual minorities and end-of-life 

care goals, values, and beliefs are rare. We understand significance estimates are a limitation 

because of the large number of survey variables and small sample size. However, the data 

are valuable for exploring our understanding of minority populations and for generating 

future research with more robust samples. For this reason, we include all data from 

respondents by variables of interest in the supplementary files, as noted.

Hospice

Of the 223 participants, overall self-reported health ratings were excellent (28%), very good 

(30%), good (22%), fair (17%), and poor (2%). Only 8% had talked to their physician about 

their wishes for care at EOL, while 92% thought their doctor or hospital would respect their 

wishes for EOL care. 88% of PLWH reported they had heard of hospice. Of these, 67% 

knew of someone who had used hospice, 3% had used hospice services, and 3 had 

volunteered at a hospice. If dying, 53% reported they would want hospice support. See 

Supplemental Table 1 for frequencies/percentages of all surveyed responses.
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Racial Differences

Six participants declined to report race and were excluded from the analysis of race. See 

Supplement Table 2 for descriptive statistics for all surveyed responses by race. Significant 

racial differences (Supplement Table 3) existed in the following EOL care needs. AA-

PLWH’s preferred place of death, compared to non-African Americans, was more likely to 

be in a hospital, 19% vs. 4%, and less likely to be at home, 61% vs. 76%; (p = 0.0285). 

African-Americans were more likely to report they would only take pain medicines when the 

pain is severe (84% vs. 63%, p = 0.0113) and they would take the lowest amount of 

medicine possible to save larger doses for later when the pain is worse (70% vs. 41%, p = 

0.0067). African Americans were also more likely to know someone who had used hospice 

services (72% vs. 50%, p = 0.0039). Although not a statistically significant difference, the 

majority of non-African Americans responded “living with great pain” was worse than death 

(17/25, 68%), compared to a minority of African Americans who responded “living with 

great pain” was worse than death (86/192, 45%).

Age Differences

Responses differed by age (Supplement Table 4). PLWH under age 40 were more afraid to 

die suddenly than middle aged or older adults (61% vs. 40% vs. 22%, p = 0.0007). Younger 

adults were also significantly more likely to value reviewing their life history if they were 

dying, compared to middle aged or older adults (82% vs. 71% vs. 52%, p = 0.0053).

Gender Differences

Females (Supplement Table 5) preferred the comfort of church services or religious clergy 

more often than males (88% vs. 71%, p = 0.0033). Females were more likely to want to plan 

their own funeral (88% vs. 72%, p = 0.0035). If dying, females were more likely to want to 

review their life history with their family (78% vs. 62%, p = 0.005).

Sexual Minority Differences

Self-identified sexual minorities (Supplement Table 6) were more likely to be afraid of dying 

alone than heterosexual PLWH (53% vs. 39%, p = 0.0397). Sexual minorities were less 

likely to see as important, if dying, comfort from church services or religious clergy (66% 

vs. 85%, p = 0.002), and were less likely to consider themselves religious or spiritual (84% 

vs. 94%, p = 0.0093) or to attend religious or spiritual services (57% vs. 78%, p = 0.017). 

Sexual minorities were less likely to take pain medicines only when the pain was severe 

(70% vs. 85%, p = 0.0091).

Education and Income Differences

PLWH with a high school education or less (Supplement Table 7) were more likely to only 

take pain medicines when the pain is severe (88% vs. 75%, p = 0.0238) and to be afraid of 

being given too much pain medicine (26% vs. 13%, p = 0.0202). PLWH whose income was 

below the federal poverty level (Supplement Table 8) were more likely to report a preference 

to be at home if dying (93% vs. 76% vs. 80%, p = 0.0117).
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Discussion

Survey findings fill a gap in our understanding of the self-reported goals and values of 

PLWH with respect to end-of-life care. Three-fourths of the participants prioritized the 

relational aspects of dying, such as having family and friends visit, receiving comfort from 

church services, and comfort from persons at the end-of-life. One-fourth prioritized the 

transactional/self-determination aspects of dying, such as honest answers from their doctors 

and advance care plans, over relationships. When asked about dealing with their own dying, 

African American, female, and transgendered PLWH were more likely to prioritize the 

relational aspects of dying. In contrast, non-African Americans and male PLWH prioritized 

the transactional/self-determination aspects of dying, specifically, honest answers from their 

doctor, completion of advance directives, and the desire to know their treatment choices. 

These findings contribute specificity to previous research about the importance of family, 

relationships, and religiousness/spirituality with respect to end-of-life issues for ethnic and 

racial minorities.24–28 To our knowledge, this is the first study to include the views of 

transgendered persons (N = 4), all of whom were African American and in the relational 

latent class.

Our exploratory analysis of the item responses revealed that AA-PLWH were significantly 

more likely than non-African Americans to report that if dying they would only take pain 

medications when the pain was severe; and would take the lowest dose, saving larger doses 

for later. These results confirm the findings of 2 trials with African American adolescent 

PLWH17,18 and survey results among adult African American members of the American 

Association of Retired Persons (AARP).19 Study results are consistent with reports that 

prescription opioid use is lower among African Americans than white patients28–30 and 

provide evidence that this lower use of prescription opioids may be a result of patients’ 

preferences. Further supporting this, most AA-PLWH were willing to endure great pain and 

did not regard this as a fate worse than death. PLWH who had less education and those who 

were sexual minorities were also more likely to report only taking pain medication when the 

pain was severe. Given that pain is the most prevalent symptom among PLWH and there is a 

risk for under-treatment of pain,1 study results suggest opportunities exist to educate patients 

about pain medication in more meaningful ways. Particularly, clinicians should focus on the 

negative impact of delaying pain medications until pain is severe, potentially resulting in 

inadequate pain relief and need for rescue doses.

Survey results show that most PLWH receiving care in Washington, DC preferred to die at 

home, regardless of race: 61% for African Americans and 76% for non-African Americans. 

This preference differs from practice in the United States where in 2018 only 15% of PLWH 

died at home.24 The trajectory to death may be less predictable for PLWH, which may 

trigger hospital admissions for potentially life-extending interventions, increasing the 

likelihood of death in the hospital.24 Consistent with this, more than half of study 

participants had multiple morbidities and disability status. Hospital-based death may also 

reflect limited home resources, concerns about family-caregiver burden, or concerns about 

HIV disclosure.25,26,30 Results highlight the importance of not generalizing by race and the 

importance of individualized patient-centered care.
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With respect to age across the lifespan, younger PLWH were more afraid of dying suddenly 

compared to older PLWH, consistent with previous research that younger patients have 

higher death anxiety and higher risk of sudden death from accidents or homicide.26,27,31 

Females have been shown to have higher death anxiety as well, which is often dealt with by 

finding comfort in religion,31 confirming study findings.

To the best of our knowledge this is the first study to examine the goals and values of PLWH 

who identify as sexual minorities with respect to end-of-life care. Sexual minorities feared 

dying alone, consistent with the stigma and discrimination which places many at risk of 

social isolation.32 Non-heterosexuals were less likely to find the church as a source of 

comfort, which may reflect feelings of discrimination, due to homophobic messages.33 

However, if the church community is affirming of sexual minority status, religion could 

serve as a protective factor. Study findings may be used to generate future research on 

interventions to decrease social isolation and increase palliative care services for non-

heterosexual PLWH.

Access to hospice care may be limited for minorities.34 However, in cities like Washington, 

DC there are hospices devoted to providing services to patients with AIDS, such as Joseph’s 

House https://josephshouse.org which offers compassionate end-of-life care for homeless 

men and women with HIV. Findings indicate PLWH receiving care in Washington, DC are 

open to accessing hospice services and know someone who had used hospice services. Of 

those who had heard of hospice, 64% reported they would want hospice support, if dying. 

Among primarily AA-PLWH adolescents (N = 48) in the geographical south of the United 

States, 73% had heard of hospice but only 7% would want hospice support, if dying.17 Study 

findings are consistent with research indicating that greater exposure to hospice information 

was associated with more favorable beliefs about hospice care.35 Results also suggest a 

positive trend in knowledge about hospice among ethnic minority groups.36 Study 

participants trusted their clinicians and were willing to participate in a trial of family-

centered advance care planning which found AA-PLWH were willing to limit treatment in 

some situations37 and agreed to document their advance care plans in their electronic health 

record.38

This study had limitations. The cross-sectional design does not allow for statements about 

causality. Findings may not generalize beyond PLWH receiving care in Washington, DC. 

Although the multisite design, high response rate, and completion of surveys in real-world 

hospital-based HIV clinics, increases the generalizability of findings to clinical practice. The 

sample size was too small to have meaningful statistical significance with respect to item 

responses. Data are presented to generate future research, given the paucity of research in 

this area with racial and sexual minorities. Participants may represent PLWH who trusted 

their hospitals and physicians (80% believing their doctor would very probably or most 

definitely respect their medical wishes), as well as more comfort discussing death and dying. 

Face-to-face survey administration may have created social desirability bias. However, non-

response bias decreased as there were few missing data. Face-to-face survey administration 

also served as an effective engagement, safety monitoring, and data maximization strategy, 

while overcoming obstacles of low literacy, education, and vision impairment.
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Conclusion

Two subpopulations were identified among PLWH: those who prioritized relationships if 

dying (females and African Americans) and those who prioritized self-determination over 

relationships (males and non-African Americans). A secondary analysis of item responses to 

the survey identified areas for future research to further explore differences in attitudes about 

pain management, place of death, and fear of dying alone. As HIV has become a chronic 

condition, understanding HIV positive persons’ attitudes, beliefs and values regarding end-

of-life and palliative care may improve patient care and could be integrated into the HIV 

care continuum.
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Figure 1. 
Profile for 2-class latent class analysis: probability of indorsing importance of Q18 items in 

response to: Q18: how important would each of the following be to you if you were dealing 

with your own dying?
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Table 1.

Demographic Characteristics of People Living With HIV (n = 223).

Characteristics N (%)

Age (years)

 Mean (SD) 50·8 (12·3)

 Range 22–77

Gender

 Male 125 (56·1)

 Female 94 (42·2)

 Transgender 4 (1·8)

Race

 African-American 192 (86·1)

 Non-African-American 25 (11·2)

 Declined 6 (2·7)

Sexual Orientation

 Heterosexual 148 (66·4)

 Non-Heterosexual 75 (33·6)

Education

 High School or Lower 93 (41·7)

 Some College or Higher 130 (58·3)

Income

 Equal, Below Federal 86 (39·5)

 Poverty Line

 Higher than Federal 87 (39·9)

 Poverty Line

 Declined to Report 45 (20·64)

Time Since HIV Diagnosis (years)

 Mean (SD) 17–5 (8·2)

Advance Directive in Chart

 Yes 29 (13·3)

 No 178 (81·7)

 Don’t know 11 (5·1)

Currently drug and/or alcohol dependent

 Yes 9 (4·1)

 No 2l2 (95·9)

On Disability

 Yes 36 (16·0)

 No 187 (84·0)

Comorbidities
a

 Liver Disease including Hep B & Hep C 63 (28·3)

 Diabetes 35 (l5·7)

 Cancer or malignancies 25 (11·2)
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Characteristics n (%)

 Heart disease or heart failure including heart attack or stroke 25 (11·2)

 Renal disease (kidney disease) l8 (8·l)

 HIV Associated Neurological Disorder (HAND) 3 (l·3)

a
More than one comorbidity could be chosen.
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Table 2.

Latent Class Model Fit Comparison (N = 217)
a
.

Model AIC BIC aBIC LMR-LRT P value LMRa-LRT P value BLRT P value

Single-Class 1546·29 1580·09 1548·40 ·· ·· ··

2-Class 1439·56 1510·54 1443·99 0·0000 0·0000 0·0000

3-Class 1436·53 1544·69 1443·29 0·1139 0·1179 0·0800

a
6 participants who declined to give race were excluded.

··:Not applicable.

AIC: Akaike information criterion; BIC: Bayesian information criterion; aBIC: adjusted BIC; LMR-LRT: Lo-Mendell-Rubin-adjusted likelihood 
ratio test; LMRa- LRT: Lo-Mendell-Rubin-adjusted likelihood ratio test; BLRT: Bootstrapped likelihood ratio test.
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Table 4.

Selected Results of Latent Class Analysis for “How Important Would Each of the Following Be to You When 

Dealing With Your Own Dying?” (N = 217)
a
.

Items Class l: Relational (n = l62, 74·7%) Class 2: Transactional/self-determination (n = 55, 25·3%)

Q18A Not Important 0·08 0·35

Important1 0·92 0·65

Q18B Not Important 0·07 0·43

Important1 0·93 0·57

Q18C Not Important 0·00 0·05

Important1 1·00 0·95

Q18D Not Important 0·06 0·60

Important1 0·94 0·40

Q18E Not Important 0·11 0·40

Important1 0·89 0·60

Q18F Not Important 0·00 0·07

Important1 1·00 0·93

Q18G Not Important 0·05 0·27

Important1 0·95 0·73

Q18H Not Important 0·11 0·80

Important1 0·89 0·20

Q18I Not Important 0·11 0·44

Important1 0·89 0·56

Q18J Not Important 0·00 0·03

Important1 1·00 0·97

a
6 participants who declined to give race were excluded.

Q18A: Family/friends visiting me.

Q18B: Staying in my own home.

Q18C: Honest answers from my doctor.

Q18D: Comfort from church services or persons such as a minister, priest, imam, or rabbi.

Q18E: Planning my own funeral.

Q18F: Being able to complete an advance directive that would let loved ones know my wishes if I were unable to speak for myself.

Q18G: Fulfilling personal goals/ pleasures.

Q18 H: Reviewing my life history with my family.

Q18I: Having health care professionals visit me at my home.

Q18 J: Understanding my treatment choices.
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