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Abstract

Background: Older Latinos with serious medical conditions such as cancer and other chronic diseases lack
information about advance care planning (ACP). ACP Intervention (ACP-I Plan) was designed for informa-
tional and communication needs of older Latinos to improve communication and advance directives (ADs).
Objective: To determine the feasibility of implementing ACP-I Plan among seriously ill, older Latinos (=50
years) in Southern New Mexico with one or more chronic diseases (e.g., cancer, heart disease, renal/liver
failure, stroke, hypertension, diabetes, chronic obstructive pulmonary disease, and HIV/AIDS).

Design: We conducted a prospective, pretest/post-test, two-group, randomized, community-based pilot trial by
using mixed data collection methods.

Setting/Subjects: Older Latino/Hispanic participants were recruited from community-based settings in Southern
New Mexico.

Methods: All participants received ACP education, whereas the intervention group added: (1) emotional
support addressing psychological distress; and (2) systems navigation for resource access, all of which included
interactive ACP treatment decisional support and involved motivational interview (MI) methods. Purposive
sampling was guided by a sociocultural framework to recruit Latino participants from community-based set-
tings in Southern New Mexico. Feasibility of sample recruitment, implementation, and retention was assessed
by examining the following: recruitment strategies, trial enrollment, retention rates, duration of MI counseling,
type of visit (home vs. telephone), and satisfaction with the program.

Results: We contacted 104 patients, enrolled 74 randomized to usual care 39 (UC) and treatment 35 (TX) groups.
Six dropped out before the post-test survey, three from TX before the post-test survey because of sickness (n=1) or
could not be located (n=2), and the same happened for UC. Completion rates were 91.4% UC and 92.3% TX
groups. All participants were Latino/Hispanic, born in the United States (48%) or Mexico (51.4%) on average in
the United States for 25 years; majority were female, 76.5%; 48.6% preferred Spanish; and 31.4% had less than
sixth-grade education. Qualitative data indicate satisfaction with the ACP-I Plan intervention.

Conclusions: Based on enrollment and intervention completion rates, time to completion tests, and feedback
from qualitative post-study, follow-up interviews, the ACP-I Plan was demonstrated to be feasible and per-
ceived as extremely helpful.
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Introduction

INFORMED DECISION MAKING is essential to advance care
planning (ACP). Policies in the Patient Self-
Determination Act' indicate that ACP education, especially
regarding advance directives (ADs), should be standard
practice for healthcare providers. However, problems limit-
ing end-of-life (EOL) care discussions hinder delivery of
ACP information and completion of ADs in the United
States.” Although older adults with chronic diseases are more
likely to have an AD than those without chronic disease,’
many individuals have not engaged in meaningful ACP dis-
cussions. Recommendations from the Institute of Medicine
(IOM) suggest healthcare providers should routinely provide
ACP education in their daily practice.* ® Generally, there are
high levels of information needed for individuals with serious
illness, and especially for those facing the EOL’; however,
ACP does not readily occur in medical settings.® Interven-
tions are needed to improve communication and delivery of
ACP information, especially among individuals with chronic
health conditions.’

Underserved patients with low socioeconomic status and
limited English proficiency lack information about ACP and
experience significant disparities (e.g., education, economic,
social, linguistic, and cultural), limitinfi{ ogtimal decision
making and EOL care communication.'®™'? For example,
individuals who do not speak English may also lack access to
translation services, which hinder interactions with health-
care providers,'*"'* making it difficult to communicate about
ACP."" Careful consideration about ACP education is espe-
cially important for racially and ethnically diverse patients
(i.e., African Americans and Latinos).® Along with a growing
prevalence of multiple chronic conditions, U.S. Hispanics
experience gaps in communication'” and significant barriers
to management of their conditions.'® Older Latinos, living
with serious illnesses, are especially vulnerable to misinfor-
mation because of disparities, limiting information provision
and contributing to differential treatment, which plays an
important role in medical decision making."”

Cultural beliefs and values also influence communication.
Sociocultural factors influence ACP education and healthcare
decision making stemming from patients’ cultural beliefs and
experiences for receiving such information.'®'® Latinos may
not ask their healthcare providers direct questions or follow
treatment plans, creating confusion between patients, family
members, and providers.'” Lack of knowledge and ACP
information create problems for EOL decision making.''
Factors such as low health literacy'®'**° contribute to com-
munication barriers and disadvantages for Latinos,21 which
impact poor health outcomes.'”**** Although Latinos may
prefer less-aggressive EOL treatment, they often have not
documented or communicated their preferences to anyone.”*
Although Latinos tend to accept more aggressive medical
treatment compared with non-Hispanic whites,”*° they often
die in the hospital instead of at home without hospice care.?’®
Out of respect for healthcare providers, Latinos are known to
follow physicians’ treatment recommendations, often without
asking questions because they may perceive that physicians
have more education and knowledge in medicine, placing
them in positions of authority.>® This indicates that when
Latinos do not speak up about their preferences they could be
accepting unwanted treatment without understanding or being
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aware of the implications of these actions. Cultural beliefs and
values also influence preferences, suggesting that faith and
family drive patient preferences.'® For example, Latinos can
prefer to die at home,” indicating that they prioritize the needs
of the family over his or her own'® and have a desire to be
close to extended-family networks; however, we have limited
understanding about preferences for ACP communication
or EOL care preferences for home, hospital, or other places
of death. In addition, we lack understanding about family
involvement in this process.

ACP education and decision-making discussions should
happen early and often to inform everyone involved before
the need for decision making. An early approach includes
culturally adapted information'® and individualized care®® to
improve EOL decision making to identify personal prefer-
ences. Initiation of early EOL conversations can lower dis-
tress among seriously ill individuals, improving quality of
life.*"¥* As suggested bg the IOM Health Literacy and Pal-
liative Care Workshop,? community settings present a place
where ACP education can openly occur, meeting the com-
munity needs, thereby reducing disparities.”* Instead of re-
lying on healthcare providers to begin ACP conversations,
education can happen, for example, in church settings and
senior centers. Some individuals are open and prefer to re-
ceive ACP education in community-based settings34_36;
however, very little research has been conducted with older,
chronically ill Latinos, which is especially sparse among
those living in rural settings. There is a growing need to
educate older Latinos.

There are relatively few population-based research studies
that pilot test the feasibility of conducting interventions with
participants of similar sociodemographic characteristics
(e.g., age, race, socioeconomic status, and education)37 and
none that focus on a Hispanic population from a particular
region with these characteristics and need for ACP infor-
mation. Very few interventions are designed and tested
to address ACP with this specific population, and none, to
the best of our knowledge, have been conducted within
community-based settings with older Latinos. This study
addresses a key problem in ACP education among seriously
ill older Latinos living in Southern New Mexico that exam-
ines feasibility and satisfaction of an ACP Intervention
(ACP-I Plan) that is designed to meet informational and
communication needs for ACP.

Methods
Design and participants

We conducted a prospective, pretest/post-test, two-group,
randomized, community-based pilot trial by using mixed data
collection methods. This study is a smaller part of a larger
research project. In this study, we evaluate the feasibility
of implementation and satisfaction with the ACP-I Plan.
This feasibility study stems from pilot research wherein
older Latinos were randomly assigned by flipping a coin to
the ACP-I Plan treatment intervention group (TX) or usual
care (UC).

Sampling methods considered a sociocultural frame-
work (Fig. 1) to purposively recruit Latino participants from
community-based settings in Southern New Mexico and to
maximize outreach efforts to the community. Using this
framework, recruitment criteria included individuals,
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FIG. 1. Sociocultural context for recruitment strategies.
ACP, advance care planning.

organizations, and communities to reach Hispanics/Latinos,
age >50, living in Southern New Mexico, and having one or
more chronic diseases (e.g., cancer, heart disease, renal/liver
failure, stroke, hypertension, diabetes, chronic obstructive
pulmonary disease, and HIV/AIDS). Recruitment data iden-
tified language preference, English/Spanish, or both.
Screening assessed for conditions that could influence
understanding of the intervention, excluding individuals if
they answered yes to: ‘“‘Has a doctor ever told you that you
have: schizophrenia, schizoaffective disorder, or manic/de-
pressive disorder?”’ Exclusion criteria included the possi-
bility of limited cognitive functioning that could impact
decision making and research participation that asked, ‘‘Has
a doctor ever told you that you have Alzheimer’s disease?”’
Recruitment targeted populated urban and semirural areas
in Southern New Mexico and surrounding colonies that are
areas largely unregulated near the United States—Mexico
border with minimal resources, high poverty, substandard
housing, limited water sources, and inadequate roads.®

Procedures. The New Mexico State University Institu-
tional Review Board reviewed and approved the protocol and
materials for this project. Patients provided written consent
and received incentives for their participation: $5 for a
screening interview to determine eligibility, $20 for a base-
line survey, and $20 for completing a post-test survey.
Written materials were available in English and Spanish. Per
protocol, eligible participants were expected to complete a
pretest survey soon after they screened as eligible, agreed to
participate, and consented to the study. After the pretest
survey, participants in the intervention group were scheduled
and expected to complete one motivational interview (MI)
counseling session after the educational session and within
30 days. Participants in both groups were expected to com-
plete a post-test survey on or soon after 30 days from the
pretest survey.39

A masters of social work (MSW) trained social worker
provided participants with ACP education and counseling.
Two study MSWs were trained on the intervention model,
with approximately five hours of in-depth training to learn
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and practice ACP educational delivery, counseling, sup-
portive communication techniques, and manage barriers. The
intervention also addressed cultural elements that were
shown to reduce barriers to ACP acknowledgin% individuals
attitudes, beliefs, and knowledge about ACP.*® Additional
training was provided to MSWs, with weekly team supervi-
sion meetings over the course of eight months, led by prin-
cipal investigator (PI) to guide delivery of the intervention
and improve recruitment strategies. MSWs administered all
pretest/post-test surveys and conducted in-depth interviews.

Usual care group

General AD education was provided to all participants and
included verbal and written information about ACP and ADs.
During recruitment, AD information was introduced to all
participants through a brief educational session before en-
tering the study. We discussed specific information about the
importance of appointing someone as power of attorney for
healthcare decision making. We also discussed the applica-
tion and limitation of medical decision making when an AD
is needed, when an individual becomes unable to communi-
cate their wishes for medical treatment. Education discussed
decision making about medical treatment preferences to
document on AD forms for specifying EOL care preferences.
During ACP educational sessions, individuals asked ques-
tions about the forms to clarify any confusion on the process
of documenting an AD. They were also encouraged to return
to their healthcare providers with any medical questions that
could influence decision making and AD documentation.

Treatment intervention group

The ACP-I Plan treatment intervention added one coun-
seling session to general education about ACP to improve
communication and AD documentation, combining interac-
tive ACP treatment decisional support, counseling/emotional
support, and barrier navigation. The intervention includes MI
counseling®*! and client-centered supportive care*** to
encourage early ACP communication with healthcare pro-
viders and family members, addresses psychological distress
through supportive counseling, and connects individuals to
resources through patient navigation if needed.'®'*4%4 M1
counseling uses a manualized protocol that is designed to
help individuals explore their individual attitudes, beliefs,
and knowledge about ACP. The MI session included sup-
portive counseling for dealing with illness and talking to
doctors, families, and friends about ACP, and it also explored
““‘what is most important to you?’’ while considering attitudes
and beliefs for talking about and/or planning EOL care. The
TX group received a one-time MI session for 30—40 minutes;
however, the amount of time spent with participants was
individualized and based on request for more or less time. Per
protocol, to individualize care, an additional follow-up ses-
sion was offered as needed. Three participants requested and
received an additional brief follow-up counseling discussion,
which lasted no more than 15 minutes.

Feasibility measures. Before implementation, pro-
posed benchmarks for feasibility were defined for indicators
described in this section (Table 3). Feasibility is indicated by
sample recruitment and study implementation examining the
following: recruitment strategies to indicate a broad range of
various methods and descriptive data on the demographics to
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show information about the target population. Screening
measures in recruitment were used to report age, race, type of
chronic medical conditions, number of emergency room (ER)
or urgent care visits, and number of hospitalizations in the
past six months to indicate the severity of illness on recruit-
ment. We tracked language preference (English/Spanish)
and type of preferred visit (face to face vs. telephone). Fea-
sibility was also measured by number of participants
screened, number enrolled, retention rate, attrition rate, du-
ration of MI counseling, and satisfaction with the program.*?
We also tracked*®*" the time it took between screening to
pretest survey and to post-test survey, as well as the exam-
ining of the duration and type of visit (phone or in-person).

Data analysis. Mixed qualitative and quantitative
methods were used to examine the feasibility of recruitment
and satisfaction with the program, including data from
screening, pretest/post-test surveys, and qualitative inter-
views. Baseline data were used to examine the feasibility of
recruitment and qualitative semistructured, open-ended in-
terviews*> were used to examine satisfaction as acceptance
with the intervention. Tests for significance and change
scores from pretest to post-test were not done as this study
focused on feasibility. Measures of feasibility were calcu-
lated. Satisfaction was assessed as a proxy for acceptance
with and retention in the program. Qualitative interviews
were conducted after participants completed the post-test
survey. A semistructured interview guide included questions
on: satisfaction with ACP education, ACP communication
with family and healthcare providers, social and cultural
factors that influence discussions, emotions such as fear or
denial that influence ACP communication, and suggestions
for improvement of ACP information (Table 1).

Data from all sources, including audio recordings, tran-
scribed interviews, team meeting memos, notes, and case
summaries, were used for descriptive analysis that were ana-
lyzed in Atlas.ti, an analytical software*® using a constant
comparative method and thematic analysis.*’*®* Analysis
involved a team approach and iterative methods to identify
salient themes regarding recruitment strategies in community-
based settings and to explore satisfaction. First, to ensure
trustworthiness of the findings,* two team members (coau-
thors, K.J.G. and A.Q.) reviewed and coded the data inde-
pendently, creating categories, subcategories, and themes
inductively from the codes. Then, a third person (F.N.H.) re-
viewed the coding schema and refined the concepts. Team
meetings and multiple discussions were used to resolve dis-
crepancies and to reach a coding consensus. Once key findings
were identified, a fourth team member, who did not participate
in data collection, reviewed the coding strategy to summarize
the identified concepts, themes, and subthemes that emerged.

Results

Feasibility outcomes

Recruitment strategies. Using the sociocultural frame-
work, we maximized recruitment with outreach methods to
reach a maximum number of participants for the study.
Outreach was conducted by reaching individuals, families,
and friends, and at the organizational and community levels.
As a research team, two MSW trained social workers who
were fluent in Spanish entered the community weekly for a
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TABLE 1. QUESTIONS FOR EXIT INTERVIEW GUIDE

Satisfaction How satisfied were you with this
education?
How can we improve this

information for patients?

What about talking with family
members about medical
decision making?

What about talking with healthcare
providers? Asking questions?
What kind of things make it more

difficult to talk about ACP?
What kind of things make it easier
to talk?
What about language? Spanish
or English?
How does education level influence
ACP communication?

What about your relationship with
your doctor?

Some people say they are afraid
to ask their doctor questions.

What about fear of talking with
your doctor about ACP?

Have you ever experienced
discrimination?

ACP
communication

Healthcare
providers

What about social and cultural
issues of Latinos that influence
ACP discussions?

What about family involvement?
What about religious or
spiritual issues?

What about religious or spiritual
issues?

What about fear and talking

about ACP?
What about denial?

Sociocultural
factors

Emotions

ACP, advance care planning.

six-month period, posting information about the study as well
as talking with people who were interested in this study. The
process of recruitment included posting and handing out flyers,
sending e-mails to community members, holding meeting with
stakeholders in governmental agencies, and providing AD
educational sessions with older adults in senior community
centers, social service agencies, low-income housing projects,
food banks, grocery stores, local community churches, and
assisted living facilities. In terms of the number of people
approached before recruiting the target population, ~225
flyers were given out during the recruitment period.

Sociodemographic characteristics. Demographic in-
formation about the sample indicates the likelihood of actu-
ally recruiting the target population, which is especially
important for Latinos/Hispanic individuals who historically
have neither participated in research®’ nor received ACP ed-
ucation in English or Spanish. Table 2 summarizes the back-
ground characteristics of the participants. The mean age of
participants was 65.79 (standard deviation [SD]=8.71; range
50-87). The majority were women, 76.5%. All participants
identified as Latino/Hispanic, born in the United States (48%)
or born in Mexico (51.4%) on average living in the United
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TABLE 2. DEMOGRAPHICS
Number, mean% or range
Characteristics Total (n=68) UC (n=36) Intervention (n=32)
Age 65.79 (SD 8.71) (50-87) 66.61 (SD 5.373) 64.88 (SD 11.39)
Female 52 76.5% 28 77.8% 26 74.3%
Latino/Hispanic 68 100%
Birthplace
United States 31 45.6% 15 41.7% 16 50%
Mexico 37 544% 21 58.3% 16 50%
Born in Mexico, Length of years  35.54 (SD 15.30) (4-62) 16  31.75(SD 16.22) 21  38.24 (SD 14.36)
in the United States
Language preference
English 21 309% 11 30.6% 10 31.3%
Spanish 36 529% 21 58.3% 15 46.9%
Both English/Spanish 11 16.2% 4 11.1% 7 21.9%
Marital status
Married 22 324% 13 36.1% 9 28.1%
Widowed 15 22.1% 7 19.4% 8 25.0%
Divorced 15 22.1% 10 27.8% 5 15.6%
Separated 6 8.8% 2 5.6% 4 12.5%
Never married 7 10.3% 4 11.1% 3 9.4%
Living with partner 3 4.4% 0 0% 3 9.4%
Education
<6th grade 19 27.9% 9 25.0% 10 31.3%
7th—11th 12 17.6% 5 13.9% 7 21.9%
High school 20 294% 11 30.6% 9 28.1%
>High school 17 25.0% 11 30.6% 6 18.8%
Chronic medical conditions
Hypertension 52 76.5% 30 83.3% 22 68.8%
Diabetes 47 69.1% 27 75.0% 20 62.5%
Cancer 28 412% 12 33.3% 16 50.0%
Heart disease 16 23.5% 8 22.2% 8 25.0%
Liver failure 8 11.8% 5 13.9% 9.4%
Stroke 7 10.3% 5 13.9% 2 6.3%
COPD 5 7.4% 4 11.1% 1 3.1%
HIV/AIDS 2 2.9% 1 2.8% 1 3.1%
Comorbid medical conditions
1 7 10.3% 3 8.3% 4 12.5%
2 35 51.5% 18 50.0% 17 53.1%
3 22 324% 12 33.3% 10 31.3%
4 4 5.9% 3 8.3% 1 3.1%
In past six months, ER or 26 38.2% 11 30.6% 15 46.9%
urgent care visit
In past six months, hospital stay 26 382% 12 33.3% 14 43.8%

COPD, chronic obstructive pulmonary disease; ER, emergency room; SD, standard deviation; UC, usual care.

States for 25 years, 52.9% preferred Spanish, and 31.4% had
less than sixth-grade education. For illness severity, partici-
pants had at least one chronic condition (10.3%); however,
most had 2 (51.5%) or 3 (32.4%) conditions, with urgent care
needs (38.2%, ER, urgent care, or hospitalization).

Participation. We contacted 104 patients (Fig. 2); 74
agreed to participate and were randomized 39 to UC versus
35 to TX. Three dropped out before the post-test survey be-
cause they were too sick (n=1) or could not be located
(n=2), and 3 patients from UC dropped out before the post-
test survey. The overall completion rate was 92%, with
91.4% for UC and 92.3% for TX groups.

Time. See Table 3 for actual measures of feasibility. On
average, pretest surveys were completed nine days after eli-
gibility screening (median=three days, SD=15.32), MI
counseling was conducted 18 days after screening (medi-
an= 14, SD=13.90), and post-test surveys were completed
14 days after the pretest survey (median=six days,
SD =19.42). For the duration of MI counseling to encourage
ACP communication and AD documentation, participants
were expected to participate in a 30- to 40-minute session. On
average, this one-time session took ~ 30 minutes (mean =33
minutes, SD=10.11 minutes). For the MI session delivery
format, 22% of the sessions were conducted over the tele-
phone and 78% were conducted face to face.
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Assessed for eligibility (n=104)

Excluded (n= 25)
+ Not met inclusion criteria (n=8)

"

+ Mot interested (n=10)
+ Deceased (n=2)
+ Unable to locate (n=5)

Assessed for eligibility (n=79)

Not Interested (n=3)

A 4

Unable to locate (n=2)

Randomized Allocated (n=74)

v

4 [ Allocation ] v
Allocated to usual care group (n=39) Allocated to intervention group (n=35)
+ Received allocated education (n=39) + Received allocated intervention (n=35)
+ Did not receive allocated education (n=0) + Did not receive allocated intervention (n=0)
! [ Follow-Up ] ¥
AS g
Excluded from analysis (n=3) Excluded from analysis (n=3)
+ Drop out (Deceased) (n=2) + Drop out (unable to locate) (n=2)
+ Discontinued intervention (too sick) (n=1) + Discontinued intervention (too sick) (n=1)

v Analysis | v

Analysed (n=36)
Completed the study

Analysed (n=32)
Completed the study

FIG. 2. Study enrollment.

Satisfaction. All participants reported having a positive
experience with ACP-I Plan (Table 4). Many said that ACP
information was useful and fulfilled a gap in knowledge or
information that brought attention to ACP and ADs. For
some, it was the first time they had learned about ACP. Others
said that the program added information that helped them to
think and/or to talk with family members and doctors about
ACP. One participant said,

I’m real happy with it. You kind of asked me questions that I
never even thought about...like, questions I didn’t want to
think about and showed me a lot about the will. Now, I can
deal with it. So that’s helped me a lot. (74 UC)

Participants were satisfied because the program fulfilled a
need to be prepared for the future when entering the hospital
or when their family members are called to make decisions.
Although most participants talked about satisfaction, some
(16%) indicated being simply satisfied without providing
more information about their satisfaction. Among these in-
dividuals, they either spoke Spanish only with having less
than a sixth-grade education or were English speaking with
only a high school degree. Limited expressions of satisfaction
appear to indicate gaps in health literacy and ability to ar-
ticulate ideas about ACP.

Participants provided positive feedback and suggestions to
improve the ACP-I Plan intervention (Table 4); comments

TABLE 3. MEASURES OF FEASIBILITY

Proposed
benchmark Actual
Recruitment b Various strategies
strategies
Sample b Descriptive data
demographics
Participants n=100 n=104, 104%
screened
Trial enrollment n=50 n="74, 148%
Retention rate >80% (68), 91.9%
Attrition rate <20% (6), 8.1%
Type of visit Preference
Face to face N 79.4%
Telephone b 20.6%
Time
Screen to As soon as 9 days (median=3,
pretest possible SD=15.32)
Pretest to MI As soon as 18 days (median= 14,
counseling possible SD=13.90)
Pretest to <30 days 14 days (median=6,
post-test SD=19.42)
MI counseling One, 30- to Mean =33 minutes,
duration 40-minute SD=10.11 minutes
session
Satisfaction Level Qualitative data

*Variation for proposed sampling and recruitment strategy.
MI, motivational interview.
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TABLE 4. SATISFACTION

Satisfaction codes

Quotes

Simply satisfied
Fulfilled a need (knowledge gap),
to learn about ACP

Fulfilled a need (information gap),
to receive ACP information

Fulfilled a need to be prepared
for ACP

Fulfilled an expectation that ACP
needs to be done, to take action.
May be difficult to do. Perceptions
that ACP actions are important

ACP is hard or difficult to do

Understood importance of talking
about ACP (talking)

Understood importance of ACP
(documentation)

Helpful to me to talk to others

Helpful to others, beneficial for
them too

Helped me feel better

Fulfilled a need to avoid conflict
in the future

Helped me to talk with doctor

I like it a lot. I think it’s great. (#14 is a 71-year-old female, UC)

I’'m satisfied because I’ve been able to learn something. (#8 is a 69-year-old
female, UC)

What you taught me helped me a lot...Because you talked to me about a lot of
things that I've never talked about. (#33 is a 69-year-old female, UC)

Yes, to learn about that because I didn’t know about that, to know about the
advance directives. I think it is good how you have it, a lot of information.
(#61 is a 73-year-old female, TX)

I’'m satisfied with it because already I’ve managed to rethink my illness, to have
everything in order, papers for the doctors, my daughters and my friends that
they know how I am. But, in between the advice you have given me...I
understand what is being said. It’s true, it’s not a game, that they understand what
they’re asking, what they say, so that they’re prepared for the day. One is
anticipating, already talked to you and prepared. (#73 is a 60-year-old female, TX)

Well, I’ve learned a lot of things, you know, what you’re supposed to do, get
ready, and everything else. I wasn’t aware of that. I mean, I knew that you had
to do a will or something like that, but I had told my daughter and I thought
that was enough, you know? But, it’s better to be written down and that way
there’s no problems. It’s better to be ready to not have problems. (#71 is a 80-
year-old female, TX)

You have shown me a lot and I am learning a lot. I didn’t know about this, that there
was help for people like this. It’s important because I don’t want to talk much
about that...It’s hard to talk about those topics. (#11 is a 78-year-old female, TX)

I was satisfied with it....I think you do it pretty good...make them understand that
it’s best for them to have a living will. (#27 is a 62-year-old female, UC)

I just need to sit down and just do it and maybe have my husband or a family
member there, and sit down with me and just write it out, you know. (#7 is a
62-year-old female, UC)

It’s taught me that it’s a wise thing to do when it comes to documentation. (#69 is
a 77-year-old female, UC)

I’'m very satisfied, you bringing up the topic itself about like the advanced
directives and all that. I’ve been able to talk a little bit more about it to my
family. But, hearing more about it, then it made me think about it more. (#21 is
a 54-year-old female, TX)

I’'m satisfied for the simple reason that I'm participating in something that might
be a program that will benefit many people. (#32 is a 65-year-old male, UC)

I’'m at ease. I can sleep peacefully. I feel more peaceful now that you have talked
with me. Yes, because now I'm prepared for everything. One is not closed off.
(#73 is a 60-year-old male, TX)

You provide a lot of good information that helps to make a good decision in the
process. When I first found out about this, I think I realized how important it
was to do it, because sometimes people don’t realize that it’s a good thing to
do, like when you’re healthy, not at the end when it’s too late and you can’t
even speak for yourself. Mm-hm. It’s helped me a lot because, well, this person
went through a lot. Actually, sometimes even fighting with the doctors because
the doctors did not want to honor her wishes. And that’s what you have to do,
you know? And sometimes it’s very, very hard. I mean, you have to fight and
fight and fight, you know? And, if you don’t have the strength to do it, then
they win and they do whatever they want to do, you know? So that’s all it boils
down to, to do it. (#12 is a 63-year-old female, UC)

I tell you that it was good, but...because at first I didn’t understand, because I
wondered, why are they asking me this and everything? Then, I talked with my
doctor, what were they saying about this and that? And he explained it to me.
And, I'm more satisfied. And so I told him...*“Oh, okay.” But, I asked, ‘“Why are
they asking me these questions?”” And, I told the doctor, “I didn’t like these
questions.”” I didn’t know why they were asking me these questions. “Did they
want me to die now!?”’ And the doctor assured me, ‘“‘no, no.”” He told me what it
was about and explained it to me too. ““It’s for you to know about what to do when
you’re going to die, or if you were alone and no one knows what you want, to tell
your children who are not here now.” (#75 is a 54-year-old female, TX)

(continued)
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TABLE 4. (CONTINUED)

Satisfaction codes

Quotes

Helped me to talk with my family

It’s helped me...the questions that you ask that I never thought of....[and] you know,

that way they might open up. So, my daughter and I got together...just me and her,
and then we talked to the other kids about it. (#13 is a 79-year-old male, TX)

Make sure follow wishes

I don’t want something that’s going to be done that I didn’t want it to be done.

That’s what makes me think...I mean, I should do it because what if they keep
me on a ventilator for two, three years, and that’s not what I want. (#70 is a 59-
year-old female, UC)

Getting closer to death

I don’t want to talk much about that...because in life, death is getting closer. (#11

is a 78-year-old female, TX)

Addressed a need for ACP for
Hispanic culture

I think it’s very good. I thought it was a very good study. And I think that because
Hispanic women have a tendency to use remedies or to depend on family

members, maybe depend on children to the point of alienating them. So, I think
that sometimes that something like this is very helpful. Very helpful...maybe
in helping somebody else too. Maybe being able to share information with

somebody else. Well, because I think that we need to see it. We need to have it
in black and white because so many times we hear things and maybe we’re not
paying complete attention. And then, we think back, now well, what do I need
to do about this? What did she say about this? So, being able to read it and have
it in front of me, I think is very important. (#19 is a 66-year-old female, UC)

TX, treatment; UC, usual care.

suggest increasing the number of educational sessions in
various community settings where older adults can talk about
the process of ACP. Some participants emphasized that older
adults need vital ACP information repeated multiple times so
that they have concrete examples and suggestions about
documenting an AD. Although the information was clear and
straightforward, participants would like MSWs to encourage
them to ask more questions, especially because they may
have difficulty understanding the information. Another con-
sideration for improvement included aspects of faith and
religiosity in the discourse on ACP to allow people to express
how they feel about the process and their faith. Some par-
ticipants suggested engaging chaplains or their church
pastors so that there could be an ACP discussion that incor-
porated aspects of their faith in communication. Talking
about ACP can raise emotions such as anxiety or fear about
dying. Since these discussions take time, participants sug-
gested that providers allow for more time so that feelings can
emerge to be expressed in the process.

Discussion

This study highlights findings of a randomized,
community-based pilot trial ACP-I Plan and explores the
feasibility of implementation and satisfaction with the pro-
gram, providing suggestions for improvement. Findings in-
dicate that the ACP-I Plan is feasible to implement in
Southern New Mexico with older Latinos and that partici-
pants were satisfied with the program. Although previous
research finds low participation rates among Hispanics/La-
tinos in research, this study successfully enrolled and com-
pleted the trial with 68 participants enrolled from Southern
New Mexico.

The ACP-I Plan intervention development was guided by a
conceptual model of MI that intended to improve ACP
communication and AD documentation for Hispanic/Latinos
with chronic medical conditions. Recruitment methods im-

plemented in Southern New Mexico to enroll the study
population resulted in 74 participants who were randomly
assigned to UC and intervention groups; there was an overall
participation rate of 93.7%. Based on enrollment and inter-
vention completion rates, time to completion, and feedback
from a qualitative post-study, follow-up interviews, the ACP-
I Plan was demonstrated to be feasible and perceived as ex-
tremely helpful. This is important because no study to date
has been conducted with this population and implemented in
a community-based setting.

When older Latinos experience chronic illness, they may
become more vulnerable when entering the medical system.
Without previous decision-making discussions and lack of
AD documentation, they may rely on family members®’;
however, surrogate preferences can differ from patients’
goals, leading to family conflict regarding treatment op-
tions.”"3% This study indicates that older Latinos are recep-
tive to ACP communication and appreciate an opportunity to
begin early discussions to prevent family conflict and con-
fusion for everyone.

Disparities and added vulnerabilities for Latinos indicate
the importance of early ACP education. Although vulnera-
bility is a human condition that influences healthcare deliv-
ery, certain populations experience disparate circumstances
that negatively impact information delivery and lead to
misinformation and gaps in care.”® Some individuals en-
counter hardships and are more vulnerable than others, living
with poverty, homelessness, or disability influencing differ-
ential treatment in EOL care.>* Our study addresses this gap
by targeting the specific population with a culturally adapted
approach to ACP information, providing individualized at-
tention to their educational and linguistic needs.

Limitations

Several considerations and limitations should be considered.
The ACP-I Plan was designed as a multifaceted intervention to
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provide ACP education and counseling to chronically ill, older
Latinos to explore the possibility of recruitment and im-
plementation of ACP. Purposive, convenient sampling was
used to expand recruitment strategies that could influence a
selection bias toward recruiting participants for this study.
Therefore, data should not be generalized to all older Latinos.
Future research will consider methods to control for selection
bias. In addition, since healthcare providers should routinely
integrate ACP information into daily practices, especially with
seriously ill patients, it is unclear how much ACP information
was received or understood before beginning the study. In
future research, it is essential to assess knowledge of ACP on
screening.

Conclusion

Based on enrollment and intervention completion rates,
time to completion, and feedback from qualitative post-
study, follow-up interviews, the ACP-I Plan was demon-
strated to be feasible and perceived as extremely helpful in
understanding and navigating ACP.
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