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ABSTRACT

For a growing number of persons with 

dementia (PWDs), advance care planning 

(ACP) can help families make important end-of-life (EOL) care decisions that refl ect PWDs’ 

values and preferences. The current exploratory study aimed to understand advance di-

rective planning and decision making among PWDs and caregivers. A survey was con-

ducted with a convenience sample of 47 ethnically diverse PWD caregivers recruited from 

rural health care facilities in Southwest Texas. Sixty-eight percent of PWDs and caregivers 

were Hispanic. The majority of PWDs had completed an advance directive (60%) and pre-

ferred equally shared decision making between family (including the PWD) and physi-

cians (57%). Under a hypothetical EOL scenario for PWDs, caregivers chose comfort (40%) 

and palliative care treatment (55%) more than other goals and treatment options. In this 

scenario, Hispanic PWDs were less likely than non-Hispanic White counterparts to com-

plete an advance directive (48% vs. 81%, p < 0.05) and to choose only pain and symptom 

management (46% vs. 81%, p < 0.05). Although the overall ACP rates among rural PWDs 

may be comparable to those for the general PWD population, ethnic diff erences exist. 
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More culturally competent education ef-

forts are needed to promote ACP among 

PWDs in culturally diverse rural commu-

nities. [Journal of Gerontological Nursing, 

x(x), xx-xx.]

Alzheimer’s disease and other 
dementias are the sixth leading 
cause of death in the United 

States, accounting for one third of 
all deaths among U.S. older adults in 
2016 (Alzheimer’s Association, 2018). 
Due to progressive memory loss and 
other cognitive impairments associat-
ed with dementia, it is important for 
persons with dementia (PWDs) and 
their family members to engage in ad-
vance care planning (ACP) early in the 
disease process. During ACP, individ-
uals with dementia are encouraged to 
complete advance directives such as a 
living will (which specifi es preferences 
for life support) and durable power of 
attorney for health care (which desig-
nates proxy decision makers for medi-
cal decisions). ACP can help PWDs 
discuss their values and preferences 
with family members and health care 
providers, record their wishes, and 
help their designated health care prox-
ies. Often a family member makes de-
cisions refl ecting PWDs’ values when 
PWDs can no longer make their own 
decisions at the end of life (EOL) 
(Dixon, Karagiannidou, & Knapp, 
2018). 

However, little is known about the 
experience of ethnically diverse PWDs 
and families, especially those living in 
rural areas. Approximately 14% of 
U.S. residents, 46.2 million of a total 
316 million, live in rural areas, which 
cover 72% of the nation’s geography 
(U.S. Department of Agriculture Eco-
nomic Research Service, 2017). For 
PWDs who live in rural areas, there 
may be special challenges to engaging 
in ACP because their remote loca-
tions have fewer health care provid-
ers and services, including palliative 
care and hospice (Ashcraft & Owen, 
2016). Unique cultural factors may 
infl uence ACP in rural areas such as 
those near the border between Mexico 
and Southwest Texas, where there are 

many Hispanic residents. Prior stud-
ies have documented lower rates of 
ACP participation among Hispanic 
individuals than among their non-
Hispanic White counterparts (Ko, 
Lee, Ramirez, Lopez, & Martinez, 
2018; Kwak & Haley, 2005). 

Although, research suggests poten-
tial barriers to ACP and lower levels 
of ACP engagement among Hispanic 
residents in rural areas, no empiri-
cal study has explored ACP among 
Hispanic PWDs and families, as well 
as how family caregivers would make 
EOL care decisions for their relatives 
in rural communities. Th e current 
authors report an exploratory study 
of ACP and proxy decision making 
among PWDs and families in rural 
areas in Southwest Texas near the 
border with Mexico. Th e authors’ goal 
was to understand PWDs’ advance di-
rective completion and the role of the 
family in proxy decision making in 
predominantly Hispanic rural com-
munities.  

METHOD
A self-report survey was admin-

istered among a convenience sample 
of family caregivers of patients with 
memory problems or a diagnosis of 
Alzheimer’s disease and related de-
mentia. Family caregivers were re-
cruited from outpatient family prac-
tice clinics near the border in South 
Texas where their relatives were receiv-
ing care. In the current study, family 
caregivers were defi ned as individuals 
who self-identify themselves as a fam-
ily caregiver, or who have been caring 
for a relative by assisting with activi-
ties of daily living for at least 2 years. 
Th e clinics were in a predominately 
rural county with a population of 
27,245, where 70% of the popula-
tion was Hispanic individuals (U.S. 
Census Bureau, 2015). Th e county is 
designated by the U.S. Department of 
Health and Human Services (2002) as 
a medically underserved area, which is 
an area or population with too few 
primary care providers, high infant 
mortality, high poverty, or a high 

older adult population.
 To participate in the survey, par-

ticipants had to be 18 or older, able 
to read and write in English, and self-
identify as a family caregiver. A total 
of 47 caregivers completed the self-
administered questionnaire during 
a 3-week period between April and 
May 2017. Participants were recruit-
ed verbally or from fl yers posted at 
the research sites. During the survey, 
caregivers answered questions about 
their relatives’ demographic and 
functional characteristics, ACP, and 
about their own preferences for proxy 
decision making for PWDs (includ-
ing EOL care decisions). Th e survey 
took approximately 20 to 25 min-
utes to complete. Informed consent 
was obtained prior to data collection 
and each participant received a $10 
gift card upon completion of the in-
strument. Th e current study was ap-
proved by the University of Texas at 
Austin Institutional Review Board. 

Measures
Participants answered four ques-

tions that have been used in previ-
ous studies with caregivers of PWD 
or Parkinson’s disease (Kwak, De 
Larwelle, Oconnell-Valuch, & Kesler, 
2016). Th ese questions were about 
whether the caregiver’s relative had 
completed a living will, shared the 
living will with the caregiver, com-
pleted a durable power of attorney 
for health care, and selected the care-
giver as the durable power of attor-
ney for health care. Response options 
were yes = 1 or no = 0. 

Caregivers were presented with 
a hypothetical EOL scenario with 
conditions likely to occur at the end 
stage of dementia. Th is scenario was 
adapted from studies concerning 
PWDs (Volandes, Ariza, Abbo, & 
Paasche-Orlow, 2008) and their care-
givers (Kwak et al., 2016). Th e EOL 
scenario included common end-stage 
dementia symptoms and indicated 
that the PWD’s life expectancy was 
<1 year. Caregivers were asked to 
choose a goal of care and set of treat-
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TABLE 1

 CHARACTERISTICS OF PERSONS WITH DEMENTIA (PWD) AND CAREGIVERS 

Characteristic All (N = 47)

Hispanic 

(n = 31)

Non-Hispanic 

White (n = 16) p Value

Caregiver Characteristics 

Mean age (years) (SD) (range) 52.6 (13.8) 
(27 to 85)

47.9 (11.9) 
(27 to 78)

58.5 (13.4) 
(37 to 85)

<0.05

Gender: female (n, %) 39 (83) 28 (90) 11 (69)

Education (n, %) <0.05

Less than high school 6 (13) 6 (19) 0

Completed high school 13 (28) 10 (32) 3 (18.8)

Attended or completed college or graduate 
school

25 (53) 12 (39) 13 (81.3)

Mean months in caregiving (SD) (range) 32.3 (26.2) 
(2 to 96)

34.4 (29.1) 
(2 to 96)

28.2 (19.6) 
(4 to 60)

PWD Characteristics 

Mean age (years) (SD) (range) 78.9 (9.2) 
(60 to 95)

77.3 (8.8) 
(60 to 91)

84.2 (8.1) 
(65 to 95)

<0.05

Gender: female (n, %) 37 (79) 24 (77) 13 (81)

Education (n, %) <0.05

Less than high school 23 (49) 21 (71) 1 (6.3)

Completed high school 7 (15) 3 (10) 4 (25)

Attended or completed college or graduate 
school

13 (28) 2 (6) 11 (68.8)

Health insurance: Medicare (n, %) 38 (81) 26 (84) 12 (75)

Health insurance: Medicaid (n, %) 19 (40) 16 (51.6) 3 (18.8) <0.05

PWD is a parent to the caregiver (n, %) 37 (79) 26 (83.9) 12 (75)

Living situation (n, %) 

Alone 12 (26) 8 (25.8) 4 (25)

With the caregiver 9 (19) 5 (16.1) 4 (25)

With another relative 15 (32) 11 (35.5) 4 (25)

In a group home or nursing home 11 (23) 7 (22.6)  4 (25)

Memory problem: yes (n, %) 39 (83) 24 (77.4) 15 (93.8)

Dementia diagnosis: yes (n, %) 30 (64) 21 (68) 9 (56)

Mean no. of months since diagnosis (SD) 
(range)

41.1 (42.7) 
(1 to 183)

39.9 (48)
(1 to 183)

43.9 (28.8)
(3 to 77)

Severity (n, %) <0.05

Not at all 15 (32) 13 (41.9) 2 (12.5)

A little 10 (21) 6 (19.4) 4 (25)

Moderate 15 (32) 10 (32.3) 5 (31.3)

Very to extreme 4 (9) 0 4 (25)

Mean activities of daily living score (SD) (range) 11.8 (5.8)
(6 to 24)

12.2 (6.13)
(6 to 24)

10.3 (4.4)
(6 to 24)

Mean instrumental activities of daily living 
score (SD)  (range)

26.6 (9.3)
(11 to 40)

27.1 (9.7)
(11 to 40)

25.4 (8.9)
(14 to 37)

Note. Percentages may not add up to 100 due to missing values. Activities of daily living scale has six items with each item scoring 1 to 4; possible score 
ranges from 6 to 24, with  higher scores indicating  more dependence. The instrumental activities of daily living scale has 10 items with each item scor-
ing 1 to 4; possible score ranges from 10 to 40, with higher scores indicating  more dependence. 
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ment options (Volandes et al., 2008) 
for their relative as the PWD within 
the scenario. Th e three options for 
goal of care were: life-prolonging care; 
limited care, which focuses on main-
taining current physical and mental 
functions but not extending life; and 
comfort only care. Th e three options 
for treatments included performing 
everything available, performing ev-
erything except for cardiopulmonary 
resuscitation (CPR) or procedures 
used in the intensive care unit (ICU), 
and performing only procedures for 
pain and symptom control.

Caregivers were also asked two 
questions about medical decision 
making for their relative. Th e fi rst 
question was: “Within the family, 
who makes health care decisions for 
your relative?” Response options in-
cluded my relative alone, mostly my 
relative, my relative and myself and/or 
other family members equally, mostly 
myself and/or other family members, 
and myself and/or other family mem-
bers alone. Th e second question was: 
“Who do you think should make 
health care decisions for your relative’s 
condition?” Response options includ-
ed the health care provider alone, mostly 
the health care provider, the health care 
provider and the family equally, mostly 
the family, and the family alone. Health 
care provider was defi ned as physician, 
nurse, and/or other health care pro-
fessional. Family was defi ned as “your 
relative, you, and/or other members 
of your relative’s family who have a 
role in making decisions for your rela-
tive.”

Data Analysis
Descriptive statistics were used 

to examine sociodemographic, 
functional, and advance directive 
characteristics of PWDs and caregiv-
ers, as well as caregivers’ choices for 
PWDs’ EOL care goals and treat-
ments in the hypothetical scenario. 
Other fi ndings from the current 
study were reported elsewhere (Xie, 
Champion, Kwak, & Fleischmann, 
in press). All analyses were performed 

with SPSS version 25.0.

RESULTS 
Th e fi nal sample of caregiv-

ers included a total of 47 partici-
pants who identifi ed themselves 
as non-Hispanic White (34%) or 
Hispanic and not White (66%) 
(Table 1). Caregivers have been car-
ing for their relatives for an average 
of 32 months (SD = 26.2 months). 
Approximately 70% of caregivers 
were caring for their parents (data 
not shown). Hispanic caregivers 
were younger than White caregivers 
(mean  age = 47.9, SD = 11.9 years 
vs. mean age = 58.5, SD = 13.4 years, 
p < 0.05), and not likely to have at-
tended or completed college or 
graduate school (42.9% vs. 81.3%, 
p < 0.05). Hispanic PWDs were 
younger than White PWDs (77.3 
vs. 84.2 years, p < 0.05), not likely 
to have attended or completed col-
lege or graduate school (7.4% vs. 
68.8%, p < 0.05), and more likely to 
be on Medicaid (51.6% vs. 18.8%, 
p < 0.05). Fewer Hispanic PWDs 
than White PWDs had moderate to 
high memory problems (32.3% vs. 
56.3%, p < 0.05). 

 As shown in Table 2, more than 
one half of PWDs had completed a 
living will (60%) and made legal ar-
rangements to designate a health care 
power of attorney (60%). Hispanic 
PWDs were less likely than White 
PWDs to have completed a living will 
(45% vs. 88%, p < 0.05) or to have 
designated a health care power of 
attorney (48% vs. 81%, p < 0.05).

Th irty-six percent of caregivers 
reported that the PWD, caregiver, 
and family members made decisions 
equally, although 46% of caregivers 
reported that either family members 
or caregivers made medical decisions 
for patients. Approximately 57% of 
caregivers reported that medical deci-
sions for the PWD should be made 
equally by the health care provider 
and family.

When caregivers were asked about 
goals of care and treatment options, 

the choices of treatment options var-
ied between Hispanic and White 
caregivers. Approximately 81% of 
White caregivers chose the option to 
perform only procedures for pain and 
symptom control, whereas 42% of 
Hispanic caregivers chose this option. 
Higher proportions of Hispanic care-
givers as opposed to White caregivers 
chose the options to perform every-
thing available (29% vs. 0%) and to 
perform everything except for CPR or 
procedures used in the ICU (26% vs. 
13%).

DISCUSSION
In the United States, the popula-

tions of PWDs and Hispanic older 
adults are growing rapidly. Given the 
progressive nature of dementia and 
the higher risk of dementia among 
older Hispanic individuals (Alzheim-
er’s Association, 2018), it is essential 
for health care providers to eff ectively 
support this growing group to engage 
in communication and planning for 
their future health care, including 
ACP. 

 In the current study, more than 
one half of PWDs (60%) reported 
having completed a living will or 
designated a health care power of at-
torney. Th e advance directive comple-
tion rates of this sample are somewhat 
similar to rates reported in other 
studies with PWDs (65% comple-
tion rate reported in the current study 
[Lingler et al., 2008]), but higher 
than rates in studies with rural sam-
ples (32% [Ashcraft & Owen, 2016]). 
Th e ACP literature (Institute of Med-
icine, 2015) has consistently docu-
mented that older adults with health 
problems are likely to engage in ACP 
than those without health problems. 
It may be that as dementia aff ects 
cognitive and functional health pro-
gressively, even PWDs in rural areas 
are likely to be encouraged to engage 
in ACP with increasing recognition 
of the need for family members and 
health care providers to be actively 
engaged in medical decision making. 
For example, most caregivers pre-
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TABLE 2 

ADVANCE CARE PLANNING AND MEDICAL DECISION MAKING BY PERSONS WITH DEMENTIA (PWD) AND 

CAREGIVERS 

Variable

n (%)

p ValueAll (N = 47)

Hispanic  

(n = 31)

Non-Hispanic 

White (n = 16)

PWD’s Advance Care Planning

PWD completed a living will 28 (60) 14 (45) 14 (88) <0.05

Shared a copy of a living will with the caregiver 20 (71)a 11 (79)a 9 (64)a

PWD designated a health care power of 
attorney 

28 (60) 15 (48) 13 (81) <0.05

Caregiver is the health care power of attorney 18 (62)b 8 (53)b 10 (77)b

Medical Decision Making for PWD’s Care

How medical decisions for the PWD are made 
within the family

Relative alone 2 (4) 2 (6) 0

Mostly relative 3 (6) 2 (6) 1 (6)

Relative and myself and/or other family mem-
bers equally

17 (36) 12 (39) 5 (31)

Mostly myself and/or family members 11 (23) 6 (19) 5 (31)

Mostly myself and/or other family members 
alone

11(23) 7 (23) 4 (25)

How medical decisions for the PWD should be 
made

Health care provider alone 0 0 0

Mostly health care provider alone 3 (6) 3 (10) 0

Health care provider and family equally 27 (57) 16 (52) 11 (69)

Mostly family 10 (21) 6 (19) 4 (25)

Family alone 5 (11) 5 (16)

Treatment the caregiver would choose for the 
PWD in the scenario

Life prolonging 9 (19) 8 (26) 1 (6)

Limited care 17 (36) 12 (39) 5 (31)

Comfort only 19 (40) 10 (32) 9 (56)

Treatment the caregiver would choose for the 
PWD in the scenario 

<0.05

Everything available 9 (19) 9 (29) 0

Everything except for CPR/ICU 10 (21) 8 (26) 2 (13)

Only pain and symptom control 26 (55) 13 (42) 13 (81)

Note. CPR = cardiopulmonary resuscitation; ICU = intensive care unit.
a Percentage shows the proportion of  PWDs who shared a copy of the living will with the caregiver among those who have a living will.
b Percentage shows the proportion of  PWDs whose health care power of attorney is the caregiver among PWDs who designated a health care power of 
attorney. 
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ferred medical decisions for the PWD 
be made equally by the health care 
provider and family, and one half of 
caregivers reported that medical deci-
sions for the PWD were made mostly 
by the caregiver or family members.

Regarding ethnic diff erences, the 
results of the current study support 
the fi ndings of prior descriptive re-
search. Hispanic PWDs in the current 
study were less likely to have advance 
directives, and Hispanic caregivers 
were likely to choose curative treat-
ments for PWDs under the EOL sce-
nario. Hispanic individuals may be 
reluctant to talk with someone about 
EOL care planning because discus-
sion about EOL topics is discour-
aged (Kwak, Ko, & Kramer, 2014). 
An emphasis on respect for health 
care providers and family-centered 
decision making, as well as disparities 
in access to information and resources 
regarding ACP, may also serve as 
factors infl uencing ACP and EOL 
decision making among Hispanic in-
dividuals (Ko et al., 2018; Kwak & 
Haley, 2005).

LIMITATIONS
 Several limitations of the cur-

rent study should be noted. Th e 
cross-sectional design with a small 
convenience sample of caregivers lim-
its generalizability. Th e small sample 
prevented multivariate analysis to fur-
ther examine the unique role of eth-
nicity or culture while controlling for 
group diff erences in key characteristics 
(i.e., PWDs’ age, education, cognitive 
impairment, and Medicaid status). In 
addition, PWDs’ preferences for EOL 
care as expressed by caregivers are 
only a proxy for actual decision mak-
ing. Finally, PWDs’ preferences were 
obtained from caregivers because the 
authors did not have access to actual 
advance directive documents.

IMPLICATIONS
Despite these limitations, the 

authors’ fi ndings provide implica-
tions for clinical practice and re-
search. Although participation in 

ACP is lower for Hispanic PWDs 
than for their White peers, the rates 
of ACP participation for both groups 
were still higher than those reported 
among rural older adults. Hispanic 
PWDs may be likely to consider and 
plan for EOL care if further eff orts are 
made by nurses and other health care 
team members to develop and deliver 
culturally sensitive ACP support and 
palliative care programs and services. 
Nurses can help patients and families 
refl ect on their values and integrate 
them into their care planning. Nurses 
and other health care providers can 
improve their skills for engaging 
in ACP by using many available 
resources, including a training video 
developed by the Centers for Disease 
Control and Prevention (2015) for 
health care and aging services pro-
fessionals, to consider their roles in 
ACP for older adults. In addition, the 
Conversation Project (access https://
theconversationproject.org) provides 
useful tools and training resources on 
ACP, including resources for PWDs.  
With necessary skills to facilitate 
ACP conversations, nurses can focus 
their eff orts to engage PWDs and 
family members in education about 
dementia care, including the trajec-
tory of dementia and the need for 
future care planning. Culturally sen-
sitive training curricula should refl ect 
the importance of family involve-
ment, including whom they want to 
be present in discussions about EOL 
and how they want to receive infor-
mation. 

CONCLUSION
 Future studies should further as-

sess ACP and actual EOL decision-
making situations by using prospec-
tive, mixed methods designs with more 
representative samples of Hispanic 
PWDs and family caregivers across 
regions to provide a fuller picture of 
ACP practices and the role of ethnic-
ity and culture. Important questions 
that should be explored include who 
initiates the ACP process among cul-
turally diverse PWDs and their fami-

lies, which topics are discussed, how 
much PWDs and family members are 
engaged in the discussion, and if these 
discussions are facilitated by health 
care providers. Furthermore, as ACP 
is a continuous dynamic process that 
needs to be revisited throughout the 
trajectory of dementia, there is a need 
for prospective studies to examine if 
and how PWDs and family caregivers 
revisit their preferences for EOL care 
and discuss them with health care pro-
viders over time. Findings from such 
studies can help inform development 
of targeted intervention approaches 
to promote ACP among culturally 
diverse groups of PWDs and families 
across the dementia trajectory. 
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