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Abstract

Objectives: To develop, adapt, and ensure feasibility, acceptability, and safety of the Family=Adolescent-Centered
(FACE) Advance Care Planning intervention.
Patients and Methods: Two-group, randomized, controlled trial in two hospital-based outpatient clinics in
Washington, D.C. and Memphis, Tennessee, from 2006 to 2008 was conducted. Participants (n¼ 38 dyads)
included medically stable adolescents aged 14 to 21 years with HIV=AIDS and surrogates=families over age 20.
Three 60- to 90-minute sessions were conducted via a semistructured family interview with a trained=certified
interviewer. Intervention received: (1) Lyon Advance Care Planning Survey; (2) Respecting Choices interview;
and (3) Five Wishes. Control received (1) Developmental History, (2) Health Tips, and (3) Future Plans. Feasi-
bility was measured by percent enrollment, attendance, retention, and completeness of data. Acceptability and
safety were measured by Satisfaction Questionnaire, using longitudinal regression analysis.
Results: Adolescents’ mean age was 16 years; 40% were males; 92% were black; HIV transmission rate was 68%
perinatal and 32% sexually acquired; 42% were asymptomatic; 29% were symptomatic; and 29% had a diagnosis
of AIDS. Intervention adolescents were more likely to rate sessions positively ( p¼ 0.002) and less likely to rate
sessions negatively ( p¼ 0.011) than controls. Guardians=surrogates were more likely to rate the sessions posi-
tively ( p¼ 0.041) and demonstrated no difference in rating sessions negatively ( p¼ 0.779) than controls.
Conclusions: Existing advance care planning models can be adapted for age, disease, and culture. Adolescents
with HIV=AIDS were satisfied with an advance care planning approach that facilitated discussion about their
end-of-life wishes with their families. Families acknowledged a life-threatening condition and were willing to
initiate end-of-life conversations when their adolescents were medically stable.

Introduction

The American Academy of Pediatrics (AAP),1 the In-
stitute of Medicine (IOM),2 and hospital-based policies3

recommend adolescents be included in end-of-life (EOL)
discussions and that: (1) palliative care discussions take place
when the patient is medically stable; (2) decisions be indi-
vidualized; (3) decisions be shared among the adolescent,
family and physician; and (4) advance care planning (ACP)
become a routine, structured intervention in health care set-
tings. Chronically ill adolescents also have expressed desire to
be included in EOL conversations, and their families have
asked for help.3,4 Despite these recommendations and reports,

in practice, goals for shared decision-making with adolescents
often fail.5–7 There is no existing model that includes adoles-
cents in discussions about their EOL care and recognizes their
capacity to provide informed consent=assent for medical
treatment.8

Acceptability and feasibility of such a program will be
greater when it is informed by a research base that includes
the intended consumers.9,10 and when it addresses the core
characteristics of effective evidence-based programs for all
adolescents,11 as well as those at risk for12 or living with
HIV.13–16 Evidence indicates that effective programs promote
moral values, foster the development of relationships, and
focus on the future by applying learning in real-life settings
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within the context of developing a social identity, and offer a
sense of empowerment and self-care.

The Family=Adolescent Centered (FACE) Advance
Care Planning intervention was based on the integration of
evidence-based approaches presented in current and rele-
vant literature. FACE was designed to provide a structured,
family-centered, HIV-specific, and culturally sensitive ap-
proach to facilitating discussions about EOL care for adoles-
cents and their families. It focused on specific essential elements
of effective programs, which were theoretically grounded,
structured, accurate, and targeted several systems simulta-
neously. 9–16 This paper describes the community-based par-
ticipatory research that informed the adaptation of the FACE
intervention and presents the feasibility and acceptability
outcomes as measured by enrollment, attendance, retention,
satisfaction, tolerability, and positive and negative emotions

Methods

Phase I: Program development

The adaptation and development of the FACE intervention
began by using an iterative process to review two existing
surveys and one curriculum. To ensure cultural sensitivity to
our population of primarily African American HIV-positive
youth, participants in Phase I were from this population but
did not participate in Phase II.

Focus group: Adolescents want to be involved in
shared decision-making. A focus group involving five
patients with AIDS, aged 19–22 years, was convened to assess
their desired level of involvement in their EOL decision-
making.4 Participants reported that they want life-affirming
activities, while the quality of their life is still good. They
wanted sensitive primary care providers who are comfortable
with discussing EOL issues in a private visit.

Survey. Based on the focus group responses, literature
review, and interviews with doctors a survey was developed
to find out what adolescents want with respect to involve-
ment in their own EOL care.4 Adolescents reported they did
not talk to either parents or doctors about their preferences,
for fear of upsetting them. Adolescents preferred to have EOL
conversations earlier in the course of a life-threatening illness.

Focus group with families about program develop-
ment. Family members were recruited from a support
group for bereaved parents, which was an outgrowth of a
family-based adherence group.17 They met for a one-time, 2-
hour audiotaped focus group to determine if they would have
been interested in having a discussion with their adolescent
about their EOL care. Families felt the strain of trying to talk to
their adolescents about advance care planning and were
afraid everyone would panic, ‘‘because you don’t know which
way to go and when to talk about it.’’ Families felt parent and
adolescent facilitated communication to help with EOL deci-
sion-making would be beneficial.

Families felt that their adolescent’s preferences for EOL
care should be respected. One grandparent related that she
had to endure medical interventions for her grandchild over
her objections (e.g., tube feeding). Two caregivers revealed
after experiencing the death of their child or grandchild that
they prepared living wills for themselves and gave a trusted

person power of attorney in the event they could not make
their own medical decisions.

Families thought talking about HIV would be less stressful
in a structured program, because they would get a lot of
support. ‘‘It’s hard to talk about and sometimes you find
young people who might want to talk about it; some might
not, but it’s always right there in the back of their heads.’’
Families felt that their children would not want to burden
them by telling them what they would want and not want with
regard to EOL care. For those families whose children told
them what they wanted, they found it helpful, albeit painful.

Critical review of revised program protocol by HIV-
positive youth. In July 2004, the Adolescent Trials Network
(ATN)=National Institutes of Child and Human Development
agreed to review the revised protocol. The preexisting 15-
member youth Community Advisory Board (CAB), aged 16
to 26, reviewed the proposed FACE protocol, discussed is-
sues, and offered feedback.

Critical review by expert panel. In 2006, key local and
national leaders in adolescent development and HIV=AIDS
were consulted in a 1-day, face-to-face meeting to finalize the
intervention. The panel included leaders from the religious
community; a psychologist and person living with HIV=
AIDS; a chaplain at the children’s hospital; an adolescent
medicine specialist and a leader from the American Academy
of Pediatrics who was the Chair of the Section of Bioethics; an
international leader from the Society for Research in Child
Development; a lead developer of the Respecting Choices�

interview; and an adolescent medicine physician specialist in
the care of youth with HIV.

Beta-testing of the FACE curriculum. Finally, we
conducted FACE intervention sessions with three volunteer
dyads from the local CAB, which were audiotaped, tran-
scribed, then reviewed by the investigators. Feedback from the
volunteers was integrated into the study protocol, resulting in
more refined guidelines for training and the research design
and three-session FACE intervention described in Table 1.

FACE Intervention

Session 1. The Lyon Family Centered Advance Care
Planning Surveyª was developed by including elements from
an approved adaptation of the AARP18 survey about factors
influencing EOL decision-making. Also included are items
from the earlier version of the adolescent survey designed to
assess if adolescents wish to participate in shared decision
making about EOL care, and if so when and with whom.4

Session 2. The Respecting Choices� Family Centered-
HIV Specific ACP Interview�, was adapted from the adult
version of this disease-specific patient-centered ACP interview
developed by Briggs and Hammes for patients with end-stage
chronic illness.19–22 The Respecting Choices interview consists
of ACP facilitation skills embedded in the nationally recog-
nized ACP facilitator curriculum19 with a decision aide tool
(the Statement of Treatment Preference form) to assist in
clarifying goals for life-sustaining treatment. Specific inter-
view questions are based on Leventhal’s self-regulation model
(SRM),23–25 which is widely used to study health behaviors in a
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Table 1. Description of Family Centered Advance Care Planning (FACE) Intervention

Session 1—Foundation Session 1—Goals Session 1—Process

Lyon Family Centered
Advance Care Planning
(ACP) Survey–Adolescent
& Surrogate Versionsª:
Survey of Attitudes,
Influences and
Preferences. This
three-part, 31-question
survey engages the
participant in EOL
questions referring
to general illness and
not one specific illness.

1. To assess the adolescents’
and surrogates’ values, beliefs,
and life experiences with
illness and EOL care;

2. To assess when adolescents
and their surrogates prefer
to initiate EOL discussion
and planning.

1. Trained=certified interviewer orients
the family to the study and to the issues,
providing information, such as the right to
change your mind or the right of patients who
decide to forgo life-sustaining treatments to
be offered other important treatments and to
not be abandoned;

2. Adolescent is surveyed separately from the
guardian=surrogate in a private room;

3. Guardian=surrogate is surveyed privately
with regard to what they believe their
adolescent prefers and asking about what
they believe influences their adolescent’s
thinking and attitudes about EOL care;

4. Interviewer invites both the guardian=
surrogate and adolescent into the private
office and highlights the similarities in their
responses, building cohesion.

5. Interviewer informs the family that
participation is not based on their stage of
illness, offering hope and states studies show
patients are comforted by such discussions.

Respecting Choices�

Family Centered ACP
Interview

1. To facilitate conversations and
shared decision making between
the adolescent and guardian=
surrogate about ACP, providing
an opportunity to express fears,
values, beliefs and goals with
regard to death and dying;

2. To prepare the guardian=
surrogate to be able to fully
represent the adolescent’s wishes.

Stage 1 assesses the adolescent’s understanding
of his or her current medical condition,
prognosis, and potential complications, as
well as his or her fears, concerns, hopes
and experiences.

Stage 2 explores the philosophy the adolescent
might have regarding planning for future
medical decision-making and their
understanding of the facts.

Stage 3 briefly reviews the rationale for future
medical decisions the adolescent would want
the legal guardian or chosen surrogate to
understand and act on.

Stage 4 uses the Statement of Treatment
Preferences survey to describe real clinical
situations common to HIV that the adolescent
could experience and related treatment
choices that the surrogate might make.

Stage 5 summarizes the value of the previous
discussion, as well as the need for future
discussions as situations and preferences
change. Remaining questions or gaps in
information regarding health condition=care=
treatment options are identified and the family
is referred to the physician or resources.

The Five Wishesª is a
legal document that
helps a person express
how they want to be
treated if they are
seriously ill and unable
to speak for him=
herself. It is unique
among all other living
will and health agent
forms because it looks
to all of a person’s
needs: medical,
personal, emotional,
and spiritual.

To let the family and doctors know:
1. Which person the teen wants

to make health care decisions
for him=her, if unable
to make them;

2. The kind of medical treatment
the teen wants or does not want;

3. How comfortable teen wants
to be;

4. How teen wants people to
treat him=her.

5. What teen wants loved
ones to know.

For adolescents under the age of 18 the Five
Wishesª must be signed by their parent or
legal guardian to be legally sufficient. The
FACE intervention involves the invitation to
include other family members and loved ones,
inviting them to listen to the conversation that
emerges between the adolescent and his=her
guardian or surrogate. Processes, such as
labeling feelings and concerns, as well as
finding solutions to any identified problem,
are facilitated. Appropriate referrals are made
to help resolve conflicts over decision making
(e.g., a hospital ethicist or their doctor) or
spiritual issues (e.g., a hospital chaplain
or their clergy).

Three 60- to 90-minute sessions, scheduled 1 week apart with a 1-month window between sessions.
EOL, end of life; ACP, advance care planning; HIV, human immunodeficiency virus.
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range of chronic diseases26 (Fig. 1). Leventhal posits an illness
representation is a set of thoughts (whether medically accurate
or not) that a person holds about a health problem based on
five dimensions: identity, cause, time line, consequences, and
cure=control.23

Only minor wording changes were necessary to create the
FACE interview version used for this study.

Session 3. The Five Wishesª27 is an advance directive
that helps individuals document medical decisions if they are
seriously ill or unable to speak for themselves. The Five
Wishes was used with adolescents as a tool for documenting
their preferences for EOL medical decisions with their family.

Phase II: Pilot study ⁄feasibility ⁄acceptability

Phase II was conducted from 2007–2008 in two hospital-
based outpatient adolescent HIV-specialty clinics in Wa-
shington, D.C. and Memphis, Tennessee. The adapted and
developed curriculum and measures were reviewed and In-
stitutional Review Board (IRB) approved, respectively, at each
site and assent=consent was obtained per institutional guide-
lines. Inclusion criteria for adolescents were: HIV-positive,
aged 14–21, and knew own HIV status. Surrogates were the
legal guardian for those under age 18 or chosen surrogate (21
years or older) for those aged 18 and older. Exclusion criteria
were severe depression, in foster care, severe developmental
delays, psychosis, and dementia. Additional family members
could participate but their data were not used in the analysis.

Facilitators were certified through the Respecting Choices
competency criteria based on a submitted video demonstrat-
ing fidelity in implementing Session 2, the Respecting
Choices� Family Centered-HIV Specific ACP Interview. To
ensure subsequent protocol implementation, standardiza-
tion, and fidelity, the principal investigator monitored audio=
videotapes of Session 2. Training also was provided for the
highly structured Sessions 1 and 3, but formal competency
criteria were not established as the administration was
straightforward. Also, by Session 3, time to complete the Five
Wishes advance directive, the families were well prepared as a
result of Session 2.

The pilot study was implemented as a randomized con-
trolled clinical trial whereby participants were computer
randomized to either the FACE intervention (Fig. 2) or the
Healthy Living control condition, using an intention-to-treat
design. The developed FACE intervention and the Healthy
Living control included three 60- to 90-minute adapted and
standardized sessions. Sessions were scheduled 1 week apart
and were followed immediately by a 30-minute postsession
feedback assessment conducted by a trained research assis-
tant, not the session facilitators.

The Healthy Living control condition also has three 60- to
90-minute sessions. To control for the Hawthorn effect, the
purpose of the control condition was to control for time and
attention. The control group was exposed to the following:
Session 1 required the adolescent and family complete a de-
velopmental history (Barkley) survey28; Session 2 consisted of
a discussion on health and safety, such as wearing a helmet,
exercise (Bright Futures) 29; and Session 3 consisted of a school
and career planning interview (Adolescent Employment
Readiness Center).30

Each of the three intervention and three control sessions
were immediately followed by a Satisfaction Questionnaire
administered by a research assistant.

Measures

Demographic data, enrollment, attendance, retention, and
completeness of data were gathered through medical chart
review and interviews with participants. The Satisfaction
Questionnaire was developed during Phase I based on the
Science in a Fishbowl workshop at the 2003 National In-
stitutes of Health=National Institutes of Mental Health
(NIH=NIMH) Annual Conference on Families Affected and
Infected with HIV=AIDS in Washington, D.C. The principal
investigator and two colleagues presented the concept, sur-
rounded in the first circle by community participants and in
the outer circle by research scientists.

Brainstorming the pros and cons of the protocol concept
and CAB feedback yielded 13 items (See Appendix A) of the
Satisfaction Questionnaire, which was designed to assess ac-
ceptability of the intervention. The Satisfaction Questionnaire
poses statements such as ‘‘it was useful,’’ ‘‘it was helpful,’’ ‘‘I
was satisfied,’’ and ‘‘it was worthwhile,’’ etc. Responses were
on a five-point Likert scale from strongly disagree to strongly
agree. Participants’ report of their satisfaction with the ses-
sions, whether it was worthwhile, helpful, or useful, directly
contributed to the assessment of the intervention’s accept-
ability. The majority of items measured emotional reactions to
each session, as a primary concern of the scientists and com-
munity participants was that talking about death and dying
might be unsafe, i.e., result in emotional distress.

Data analysis

Statistical analyses were done by Stata 10.0 (StataCorp,
College Station, TX). Frequency distributions characterized
demographic data, percent enrollment, attendance, reten-
tion, and completeness of data. Longitudinal regression
models evaluated changes over time in safety outcomes,
operationally defined as positive or negative emotions im-
mediately after Sessions 1, 2, and 3. Each model included
study group to compare the effect of the intervention and
control status and as necessary the interaction of group by
time in order to take account of any time differences in ef-
fects of intervention. Results were considered statistically
significant if the two-tailed a (type I error) levels was less
than 0.05.

Results

Phase II pilot study

Of 105 potentially eligible subjects, 37 (35%) declined to
participate (Fig. 2). An additional 14 (13%) were interested but

FIG. 1. Model of Leventhal’s theory of self-regulation.
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FIG. 2. Protocol schema.
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not ready and 11 (10%) interested adolescents aged 18 or over
could not identify a surrogate and were thereby ineligible.
Eighty-six potential subjects (43 dyads) were screened for el-
igibility, of whom 2 surrogates (2 dyads) were ineligible. One
family withdrew from the study after the baseline assessment
but before randomization. The remaining 80 subjects (40 dy-
ads) were randomized, meeting target enrollment based on
preliminary power analysis. Prior to Session 1, one adolescent
became psychotic resulting in withdrawal; another was shot
in the community, was incapacitated, and withdrew. Thus, 40
intervention subjects (20 dyads) and 36 control subjects (18
dyads) resulted in a total of 76 study participants. One inter-
vention dyad and one control dyad did not receive the allo-
cated condition due to misinterpretation of the assignment

based on the information provided postrandomization. (The
problem was corrected). Consistent with the intent-to-treat
design, data were kept in the analysis, as if each received the
correct assignment. Errors resulted from confusion in the
computer screen layout after randomization that, once dis-
covered, was corrected. Adolescents’ baseline characteristics
in each condition are provided in Table 2, demonstrating
successful randomization.

Table 3 compares projected and actual outcomes. The study
was able to enroll 98% of eligibles, achieve 100% compliance
(attendance at all 3 sessions), 95% retention of enrollees, and
100% data completion rates, and achieve 92% satisfaction, all
of which exceeded the projected cutpoints of 50%, 80%, 85%,
90%, and 90%, respectively.

Table 2. Baseline Characteristics for Intervention and Control Adolescents with HIV=AIDS (n¼ 38)

Testing for Effects of Randomization

Intervention n¼ 20 Controls n¼ 18 p value

Age (in years) p¼ 0.838 NSa

Mean (SD) 16.65 (2.11) 16.58 (2.38)
Range 14–21 14–20

Gender p¼ 1.0 NSb

Males 8 (40%) 7 (39%)
Females 12 (60%) 11 (61%)
Transgender (M> F) 0 (0%) 0 (0%)

Race=Ethnicity p¼ 1.0 NSb

Black=African American 17 (94%) 18 (90%)
White=Caucasian 1 (6%) 1 (5%)
American Indian=Alaskan 0 (0%) 1 (5%)

Mode of HIV Transmission p¼ 0.489 NSb

Perinatal infection 15 (75%) 11 (61%)
Behavioral infection 5 (25%) 7 (39%)

CDC Classification p¼ 0.061 NSb

A 1-3 (asymptomatic) 5 (26%) 11 (61%)
B 1-3 (symptomatic) 6 (32%) 5 (28%)
C 1-3c (AIDS) 8 (42%) 2 (11%)

Education p¼ 0.673 NSb

No high school diploma=in high school 12 (60%) 10 (56%)
HS or GED equivalent 4 (20%) 2 (11%)
Some college=no bachelors 4 (20%) 2 (11%)

Income p¼ 0.805 NSb

� federal poverty line 7 (35%) 6 (33%)
100%–200% of federal poverty line 1 (5%) 3 (17%)
201%–300% of federal poverty line 4 (20%) 4 (22%)
> 300 of federal poverty line 6 (30%) 3 (17%)
Unknown 2 (10%) 2 (11%)

Housing Status p¼ 1.00 NSb

Permanently housed 18 (90%) 17 (94%)
Unstable living arrangement 2 (10%) 1 (6%)

Sexual orientation p¼ 0.893 NSb

Heterosexual 17 (85%) 15 (83%)
Homosexual 1 (5%) 1 (5%)
Bisexual 2 (10%) 1 (5%)
Don’t know 0 (0%) 1 (5%)

Marital Status p¼ 1.0 NSb

Single 19 (95%) 17 (94%)
Married=living together 1 (5%) 1 (5%)

at test.
bFisher’s exact test. No statistically significant difference between groups, showing success of randomization.
cNo patient had category C1.
Centers for Disease Control and Prevention: 1993 revised classification system for HIV infection and expanded surveillance case definition

for AIDS among adolescents and adults. MMWR 1992;41:1–17.
NS, no statistically significant difference; SD, standard deviation.

368 LYON ET AL.



Figures 3 and 4 and 5 and 6 evaluate and compare the
Satisfaction Questionnaire scores immediately after Sessions 1,
2, and 3 between the intervention and control group for
guardians=surrogates and adolescents, respectively. Figure 3
illustrates intervention guardians=surrogates were more likely
than controls to rate all the sessions positively ( p¼ 0.041).
Guardians=surrogates in both the intervention and control
conditions rated Session 3 higher in total positive score com-
pared to Session 1 ( p¼ 0.012). There was no evidence that the
differential between the intervention and controls differed by
time ( p¼ 0.215). Figure 4 found little evidence of a difference
in overall ratings of negative emotion between guardians=
surrogates in the intervention and control group ( p¼ 0.779),
nor evidence of such a difference between sessions ( p¼ 0.175).

Figure 5 illustrates that intervention adolescents were sig-
nificantly more likely than controls to rate sessions positively
in Sessions 1 and 2 but not Session 3 as indicated by a statis-
tically significant interaction between Session and condition
( p¼ 0.001). Figure 6 illustrates that adolescents in the inter-
vention reported lower total negative scores overall than the
control group ( p¼ 0.011). There was no evidence of an in-
teraction between Session and condition ( p¼ 0.517), i.e.,
negative ratings were consistently low across sessions. No
safety measures, such as an additional Problem Solving Ses-
sion, referral to psychotherapist, ethicist, or chaplain were
needed.

Discussion

The FACE intervention is the first structured and individ-
ualized model for adolescents living with HIV to meet AAP1

and IOM2 guidelines as well as clinical recommendations.31–36

FACE was conducted when the patient was medically stable;

Table 3. Feasibility and Acceptability Criteria

of Family Centered Advance Care Planning (FACE)

Intervention (n¼ 76; 38 dyads=families):

A Comparison of Projected and Actual Outcomes

Criteria Projected outcomes Actual

Enrollment of eligible
families

>50% 98%

40=41
Attendance at all three

sessions
>80% 93%

38=41
Retention >85% 93%

38=41
Completeness of data

satisfaction—Question
6 of Satisfaction
Questionnaire ‘‘I felt
satisfied’’ (5-point Likert
scale from strongly
disagree to strongly
agree) Percentage
reporting agree or
strongly agree

>90%
>90%

100%
92%

FIG. 3. Comparison of results regarding positive emotions
on Satisfaction Questionnaire Scores in guardians=surrogates
after Sessions 1, 2, and 3.

FIG. 4. Comparison of results regarding negative emotions
on Satisfaction Questionnaire Scores in guardians=surrogates
after Sessions 1, 2, and 3.

FIG. 5. Comparison of results regarding positive emotions
on Satisfaction Questionnaire Scores in adolescents after
Sessions 1, 2, and 3.
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respected individual differences, acknowledging those who
prefer to have their doctor or family make these decisions for
them, or who are interested but not ready; promoted shared
decision-making; and was conducted by certified=trained fa-
cilitators utilizing a structured curriculum.

A contribution of this study is the involvement of the tar-
geted consumers, adolescents with HIV=AIDS and their
families, at an informative stage prior to intervention devel-
opment. This process of community consultation, combined
with attending to core characteristics of successful interven-
tions, yielded remarkably high rates of retention, overcoming
previously noted barriers to palliative care research.37

FACE demonstrated feasibility, enrolling the targeted
sample size and yielding a high rate of satisfaction for African
American families, who generally have been underrepre-
sented in EOL research (NIH State of the Science Conference
Statement on Improving End-of-Life Care, December 6–8,
2004). The adaptation of the sessions to be culturally sensitive
through a process of community review38–43 was successful.
African Americans historically have experienced discrimina-
tion by health care institutions44 and may interpret discussion
of do-not-resuscitate (DNR) orders as euthanasia or an at-
tempt to deny beneficial care,45 which may account for the
low levels of hospice care or use of DNRs among the 41
children who died during Pediatric AIDS Clinical Trials.46 By
involving consumers, key stakeholders, and experts, FACE
overcame the barriers that have been identified in adult Af-
rican Americans who want more life-sustaining treatments,
yet are less likely to have discussed life-sustaining treatments
with their physicians and families.18,47

Communication and decision making are key factors af-
fecting dying children and their families.48 Research in this
area has been inhibited by the anxiety-provoking and sad
nature of the topic.49 Consistent with previous research, the
results of this study demonstrate the positive contribution of
conversations about EOL care, providing a model for thera-
peutic benefit to families who want help with ACP.50,51

Contrary to our hypotheses, controls had higher negative
ratings than intervention adolescents. Qualitative feedback
suggests conflict emerged for controls, e.g., one youth revealed
he had a housekeeper while attending college; his mother

objected. Another did not realize how much education be-
coming an architect required.

This study had limitations. Focus group results were not
formally analyzed. Only those families ready to discuss ACP
agreed to participate potentially creating selection bias;
however, our intention was to respect families’ choices by
working only with those who expressed interest and readi-
ness. Sustainability of FACE is unknown, as is the value of
these earlier conversations for respecting choices when dying.
FACE took place in clinics that serve a predominantly African
American population residing in urban areas and may not
generalize. We do not know anything about families who
declined participation or those who could not identify a sur-
rogate. Research subjects, interviewers, and research assis-
tants were not blinded to condition, potentially introducing
bias.

As with adult studies,18–22 future research should explore
the adaptation of the FACE intervention with adolescents
suffering from other life-limiting conditions and from other
cultural groups. The World Health Organization52 advocates
palliative care as an essential component of HIV from the
point of diagnosis to the end of life and into bereavement. Our
findings provide support for the continued development of an
ongoing process, initiated early and maintained throughout
an illness, to help adolescents and their families face EOL
decision-making together.
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