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Abstract

Purpose Physicians and caregivers rate patient quality of life (QOL) lower than patients rate their own QOL. This study
investigated discrepancies between self-assessments of patient QOL by adults with HIV and their surrogate decision-makers.
Methods We collected baseline data from 223 adult dyads in the FAmily-CEntered (FACE) Advance Care Planning (ACP)
clinical trial, consisting of HIV positive patients and their chosen surrogates. Participants independently completed the Medi-
cal Outcome Study-HIV Survey (MOS-HIV) and the Palliative care Outcome Scale (POS). We used Wilcoxon Signed-Rank
Test to assess differences in overall patient—surrogate means. We used Prevalence Adjusted Bias Adjusted Kappa (PABAK)
statistics to assess dyadic agreement, with surrogate HIV status and cohabitation status as grouping variables.

Results Patients were 56.1% male, 86.1% Black/African-American, aged 22-77 (mean=150.83, SD =+ 12.33). Surrogates
were 43.8% male, 84.1% Black/African-American, aged 18-82 (mean=49.73, SD =+ 14.22). 46.2% of surrogates lived
with the patient. 64.6% of surrogates reported negative HIV status. Surrogates were more likely to state patients were ill,
p=0.032. Among patient—surrogate dyads, most QOL assessments showed poor (0.00-0.39) or fair (0.40-0.59) agreement
and agreement tended to be even poorer among patient—surrogate dyads where the surrogate had a shared HIV diagnosis.
Conclusions QOL discrepancies are said to arise from healthy surrogates overestimating the effects of chronic illness. In
this novel assessment, many surrogates had a shared HIV diagnosis, without increased agreement. These findings highlight
the challenge of accurately assessing patient QOL by surrogates, even when there is a shared HIV diagnosis. Improved com-
munication is needed between patients and surrogates about the patients’ representation of illness.
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Introduction

Although the life expectancy of people living with HIV
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(PLWH) has increased substantially since the development
of combination antiretroviral therapy (cART), life expec-
tancy is still shorter than in the general population [1].
PLWH commonly experience co-morbidities that affect both
quality of life (QOL) and length of life [1, 2]. Healthcare
professionals recommend planning for future medical deci-
sions and end-of-life (EOL) care to increase understanding
of the patient’s representation of illness and goals for medi-
cal treatment [3].

Choosing an appropriate surrogate decision-maker (the
person who will make medical decisions for the patient
when the patient is not able to do so themselves) is vital.
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Surrogate decision-makers should be familiar with the
patient’s diagnosis, current health status, and treatment
preferences [3]. Understanding the extent to which the
illness impacts the patient’s functional ability and QOL
is crucial, as these factors predict emotional well-being
and willingness to undergo medical interventions [4].
However, published research demonstrates discrepancies
between surrogate and patient perceptions of patient health
and well-being [5, 6]. Despite functional limitations,
patients with chronic illness rate their QOL as high or
higher than healthy individuals [4]. Conversely, physicians
and surrogates rate the QOL of patients lower than the
patients rate their own QOL [7]. Subjective differences in
QOL appraisals between chronically ill and healthy indi-
viduals constitute what is known as the disability paradox
[8]. According to the disability paradox, assessing patient
QOL from the point of view of a healthy individual may
fail to consider how valuable life can be for a chronically
ill patient because the general public does not recognize
how a patient’s illness appraisal changes over time, after
reevaluation of life goals and priorities [9, 10]. Surrogates
may share a diagnosis with the patient; however, it is not
known how a shared diagnosis influences QOL agreement.
Due to the nature of HIV transmission, it is likely that
some surrogates are also living with the illness, yet the
effects of surrogate HIV status on perceptions of patient
QOL have not been explored.

In context of medical decision-making, discrepancies
between patients’ and surrogates’ perceptions of patient
QOL have important consequences. Accurately under-
standing how patients feel is critical to making medical
decisions consistent with the patients’ desires [4]. If a
surrogate’s understanding of a patient’s QOL differs sig-
nificantly from patient’s self-assessment, there is potential
for misdirected medical decision-making on the part of
the surrogate. The negative consequences of misdirected
medical decision-making include unmet care or delivery
of unnecessary or unwanted care [11, 12], conflicts in the
ICU about treatment choices or dismissing the importance
of non-relative caregivers such as same-sex partners [3,
13-18], loss of respect for autonomy in the spirit of the
Patient Self-Determination Act (1990), and the loss of
decision-making capacity of the PLWH [19]. Disease-
specific advance care planning (ACP) has demonstrated
increased congruence in treatment preferences between
patients and surrogates as well as an increased likelihood
that patients’ treatment preferences will be honored [5,
20-24]. The FAmily-CEntered (FACE) ACP clinical trial
tests the implementation of ACP among adult PLWH in
Washington, DC with a proposed aim of increasing con-
gruence in EOL treatment preferences between patients
and surrogates.
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Objective & hypotheses

Our aim of the current analysis was to understand fac-
tors that influenced patient—surrogate congruence on per-
ceptions of patient QOL during the baseline visit of the
FACE ACP clinical trial [25]. We hypothesized that (H1)
consistent with the disability paradox, patients would rate
themselves as having higher QOL compared to surrogate
ratings of patient QOL; (H2) a shared diagnosis (HIV
positive surrogate) would increase QOL agreement; and
(H3) surrogate cohabitation status (living with the patient)
would increase QOL agreement.

Methods
Study design

The FACE ACP clinical trial for HIV positive adults was
approved by the Institutional Review Board at Children’s
National (coordinating center) and the participating study
sites. The Children’s National Medical Center IRB’s Fed-
eral Wide Assurance (FWA) number is FWA00004487.
The institutional organization number is IORG0000245.
This was a palliative care clinical trial that recruited HIV
positive adults who were 21 years or older from five urban,
hospital-based outpatient clinics in Washington, DC. Par-
ticipants selected surrogates as their health care agents,
who were adults 18 years or older. We initially recruited
individuals based on the following criteria: (1) detectable
viral load on two occasions over a 12-month period, (2) a
CD4 count (<200), (3) current opportunistic infection, (4)
HIV infected with a co-morbidity that may significantly
limit life expectancy, including malignancy, cirrhosis, car-
diomyopathy, end stage renal/kidney or liver disease, dia-
betes or HIV Associated Neuropathy, or (5) in/outpatients
with AIDS receiving dialysis. The inclusion criteria were
broadened in year 3 of the study to increase enrollment to
include all persons 21 years or older ever diagnosed with
HIV at any age. This change in inclusion criteria is con-
sistent with the consensus definition of ACP as appropriate
for any age and any stage of health in understanding and
sharing their personal values, life goals and preferences
regarding future medical care.

Further inclusion criteria required that both patients
and surrogates knew of and were willing to discuss the
patient’s HIV diagnosis. Exclusion criteria included
signs of HIV dementia, homicidality, suicidality, or psy-
chosis, as determined during screening by trained study
staff. We also excluded patients who did not have a sur-
rogate decision-maker willing to participate. There were
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868 patients assessed for eligibility. 645 individuals were
excluded: 192 did not meet initial inclusion criteria, 107
could not identify a surrogate decision-maker, 14 were
screening failures (were suicidal, homicidal, or psychotic),
and others declined to participate with the most common
reasons being time issues (N =85) or did not want to talk
about ACP (N=24). Data were not available for all who
declined. 223 eligible and enrolled patient/family dyads
were randomized. Further details about the study design
and methodology are published elsewhere [11].

Trained study staff conducted screening and informed
written consent with both the patient and the surrogate. Fol-
lowing consent, study staff collected baseline data from 223
patient—surrogate dyads in the FACE ACP trial. A trained
research assistant verbally administered questionnaires to
participants and recorded answers on the standardized paper
forms. Patients and surrogates met with the research assis-
tant independently. Data were later entered into the secure
online database REDCap by study staff. Administration of
baseline questionnaires occurred before randomization, so
all participants completed these surveys regardless of group
assignment. Participants were given monetary compensa-
tion to complete 15 baseline questionnaires in the course of
60 minutes. Two of the baseline questionnaires administered
by the research assistants were the Medical Outcome Study-
HIV Survey (MOS-HIV) and the Palliative care Outcome
Scale (POS).

Materials

In this analysis we assessed six individual items from two
dimensions of the MOS-HIV, general health perceptions and
health-related QOL of patients with HIV in the past month.
We chose these six items because we judged these were
the most relevant to patient illness perception. Strengths of
the MOS-HIV include that it is internally consistent, has
good reliability and good validity—especially when used
with African-Americans and individuals with low socio-
economic status [2, 26]. We selected the POS to assess the

Table 1 Dichotomization of MOS-HIV and POS responses

physical, psychological, psychosocial, emotional, prac-
tical, and spiritual needs of palliative care patients in the
past 3 days [27]. All POS questions are scored using a 0—4
Likert scale, which can be summed to create a total score.
Advantages of the POS include good construct validity [28].
In a previous sample internal consistency of the POS was
0.65 [28].

Analysis plan

We used SAS 9.2 to analyze data [29]. We used descrip-
tive statistics to characterize study participants by group
(patients and surrogates). To determine if patients responded
more positively to the QOL measures (H1), we compared
mean scores of QOL measures reported by patients and sur-
rogates using Wilcoxon Signed-Rank Test. This test was a
non-dyadic analysis of overall patient and surrogate scores.
To ensure that a higher mean score indicated a more positive
health response across all QOL measures, we recoded two
of the MOS-HIV questions, “The patient is somewhat ill”
and “The patient is feeling bad lately”. Therefore, for these
two questions a higher mean score indicated “The patient is
NOT somewhat ill” and “The patient has NOT been feeling
bad lately”.

We used Prevalence Adjusted Bias Adjusted Kappa
(PABAK) statistics to assess dyadic agreement between
patients and surrogates on responses to each QOL meas-
ure, following recommendations by Cicchetti for inter-
pretation of PABAK: < 0.40 =poor; between 0.40 and
0.59 = fair, between 0.60 and 0.74 = good; between 0.75
and 1.00 =excellent [30]. For the PABAK analysis, we
dichotomized MOS-HIV questions into positive and
negative responses using the following criteria: a posi-
tive response was defined as (1) agreeing the patient
was in excellent health or was as healthy as anyone; (2)
disagreeing that the patient was ill or feeling bad; and
(3) rating general health and QOL as good (Table 1). We
dichotomized POS questions the following way: (1) high
QOL =0-13 total score; (2) low QOL =total score 14-26,

Question

Positive response

Negative response

The patient’s health is excellent

The patient is somewhat ill

The patient is as healthy as anyone
The patient has been feeling bad lately
The patient’s general health

The patient’s quality of life

POS total Score 0-13

Definitely true; mostly true
Mostly false; definitely false
Definitely true; mostly true
Mostly false; definitely false
Excellent; very good; good
Very well; pretty good

Not sure; mostly false; definitely false
Not sure; mostly true; definitely true
Not sure; mostly false; definitely false
Not sure; mostly true; definitely true
Fair; poor

Good & bad equal; pretty bad; very bad
Score 14-26

This table describes how we categorized responses to the MOS-HIV and POS as positive or negative for the dyadic PABAK analysis. These

questions were given to the patient and surrogate independently
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as no patients or surrogates scored higher than a 26 on the
POS (Table 1). We chose to dichotomize MOS-HIV and
POS scores into positive and negative responses because
we wanted to accurately capture discrepancies between
patient and surrogates regarding illness perception. In
some instances, a patient may have stated their own gen-
eral health was “very good” while the surrogate stated the
patient’s general health was “excellent”. Labeling this as a
discrepancy is not quite meaningful because both answers
indicate a positive QOL appraisal, and so we dichotomized
measures into strictly positive and negative categories as
described in Table 1. We conducted two dyadic PABAK
analyses, one grouping by surrogate HIV status and one
grouping by surrogate cohabitation status (H2 & H3). We
calculated a p-value comparing the difference between
patient and surrogate PABAK statistics based on 1000
bootstrap resamples.

Results

Patients (N=223) were 56.1% male, 86.1% Black/Afri-
can-American, aged 22-77 (mean=50.83, SD=+12.33).
Surrogates (N=226) were 43.8% male, 84.1% Black/Afri-
can-American, aged 18-82 (mean=49.73, SD =+ 14.22).
Additional participant demographics are represented in
Table 2 and patient clinical data represented in Table 3.
There were more surrogates than patients because some
patients (N=23) choose to have multiple surrogates partici-
pate in the research study. In this manuscript, all dyadic-
analyses used data from the primary surrogate only. About
half of the surrogates lived with the patient (N=103, 46.2%);
most surrogates reported negative HIV status (N=144,
64.6%); and most patients reported a non-biological rela-
tionship to their surrogate (N=165, 73.9%). However, there
was some discrepancy between the nature of the relationship

Table 2 Participant

X Demographic Patient (N=223) Surrogate (N=226)
demographics N (%) N (%)

Gender

Male 125 (56.1) 99 (43.8)

Female 94 (42.1) 126 (55.8)

Transgender 4(1.8) 1(0.4)
Age (years)

22-39 44 (19.7) 60 (26.5)

40-60 128 (57.4) 112 (49.6)

61-77 51(22.9) 54 (23.9)
Race

American Indian or Alaska Native 1(0.5) 2(0.9)

Asian 0(0.0) 1(0.4)

Black or African-American 192 (86.1) 190 (84.1)

White/Caucasian 19 (8.5) 21 (9.3)

Bi-racial 5(2.2) 4(1.8)

Declined 6(2.7) 8(3.5)
Ethnicity

Hispanic/Latino 8 (3.6) 9 (4.0

Non-Hispanic/Non-Latino 202 (90.6) 205 (90.7)

Declined 13 (5.8) 12 (5.3)
Sexual orientation

Heterosexual 148 (66.4) 156 (69.0)

Non-heterosexual 75 (33.6) 70 (31.0)
Education

High school or lower 93 (41.7) 103 (45.6)

Some college or higher 130 (58.3) 123 (54.4)
Income

Equal, below federal poverty line 86 (39.5) 67 (29.6)

Higher than federal poverty line 87 (39.9) 105 (46.5)

Unknown/unreported 45 (20.6) 54 (23.9)

This table describes the demographic information about the patients and surrogates in the FACE ACP clin-

ical trial for adult PLWH
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Table 3 Patient clinical data

Clinical data Patient (N=223)
N (%)

Source of transmission

Behaviorally infected 156 (70.0)

Perinatally infected 6.7

Unknown 61 (27.3)
Time since diagnosis of HIV positive (years)

Mean (SD) 17.5(8.2)
CD4 count <200

Yes 21 (9.8)

No 193 (90.2)
Advance directive in chart

Yes 29 (14.0)

No 178 (86.0)
Is patient prescribed HIV medication?

Yes 208 (94.5)

No 12 (5.5)
Adherence score

>90% 171 (81.4)

<90% 39 (18.6)
Viral load undetectable (< 50)

Yes 167 (75.2)

No 55 (24.8)
Dialysis

Yes 6 (2.7)

No 213 (97.3)
Currently drug and/or alcohol dependent

Yes 94.1)

No 212 (95.9)
Current cigarette smoker

Yes 82 (36.9)

No 140 (63.1)
Co-morbidities

Liver disease including hepatitis b & hepatitis C 63 (28.3)

Diabetes 35 (15.7)

Cancer or malignancies 25(11.2)

Heart disease or heart failure including heart attack or stroke 25(11.2)

Renal disease (kidney disease) 18 (8.1)

HIV associated neurocognitive disorder (HAND) 3(1.3)

This table describes the clinical information about the patients in the FACE ACP clinical trial for adult

PLWH

as reported by the patients and surrogates. Upon review we
determined most of these discrepancies were reporting
errors: the patient said the surrogate was their parent and the
surrogate said they were the child of the patient, when they
meant the patient was their child (N=39). In some instances
(N=28) one participant described the relationship romanti-
cally and the other platonically.

Cronbach’s alpha for the POS scale during the baseline
visit for this sample was 0.68 for the patients and 0.67 for
the surrogates. In this analysis, we analyzed two dimensions

of the MOS-HIV: MOS-HIV general health perceptions and
MOS-HIV health-related QOL. The former is a subscale
with five items and the latter is measured by a single item.
Cronbach’s alpha for the MOS-HIV general health percep-
tions subscale during the baseline visit for this sample was
0.82 for the patients and 0.84 for the surrogates.

Analysis of non-dyadic MOS-HIV and POS mean
scores across all seven QOL questions demonstrated that
patients responded more positively to questions about their
health than their surrogates; however, the results were not
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statistically significant other than for the question “Is the
patient somewhat il1?”, p=0.032 (Table 4). Rather than
dyadic comparisons, this analysis compared overall means
of the patient sample and surrogate sample using the Wil-
coxon Signed-Rank Test.

We found poor or fair agreement on most MOS-HIV
outcomes when grouping dyads by shared diagnosis and
by cohabitation status [30]. On the MOS-HIV question, ‘In
general the patient’s health is good/bad’, we found either

Table 4 Comparing patient and surrogate sample means of QOL measures

fair or good agreement. On the POS question, ‘Overall
score for patient QOL’ we found good agreement. PABAK
statistics, which represent dyadic patient—surrogate agree-
ment, were lower on five of the seven MOS-HIV and POS
questions among surrogates who were HIV positive and
higher on four of seven MOS-HIV and POS questions
among surrogates who cohabitated with patients (Table 5).
According to the bootstrap these differences were not sig-
nificant, p > 0.05.

QOL measures N Patient Patient N Surrogate Surrogate Range Wilcoxon Signed-
Mean (SD) Mean (SD) Rank Test p-value

POS total score 215 7.01 (5.74) 194 6.26 (5.16) 0-40 0.13

MOS-HIV patient general health 223 3.49 (1.1) 223 3.39 (1.06) 1-5 0.30

MOS-HIV patient is somewhat ill 223 3.05 (1.58) 222 2.77 (1.57) 1-5 0.032*

MOS-HIV patient is healthy as anyone 223 3.31(1.48) 223 3.3(1.5) 1-5 0.99

MOS-HIV patient’s health is excellent 222 3.01 (1.48) 223 2.92 (1.48) 1-5 0.47

MOS-HIV patient feeling bad lately 223 3.67 (1.46) 223 3.61(1.32) 1-5 0.46

MOS-HIV patient QOL 223 3.88(0.89) 223 3.87(0.82) 1-5 0.80

Note that two of the questions were recoded to ensure that a higher mean score indicated a more positive health response across all QOL ques-
tions. Those questions were, “The patient is somewhat ill” and “The patient has been feeling bad lately”. See “Analysis plan” for details

*Significant at the p <0.05 value

Table 5 PABAK statistics by surrogate HIV status or by cohabitation status

Group Outcome
POS MOS-HIV MOS-HIV MOS-HIV MOS-HIV MOS-HIV MOS-HIV
QOL, In general, the  The patientis  The patientis  The patient’s The patient has  Overall QOL for
high/low patient’s health, somewhat not as healthy as health is excel- been feeling patient, good/bad
good/bad ill, true/false anyone I know, lent, true/false  good lately,
true/false true/false
Surrogate HIV status
Positive PABAK 0.64 0.49 0.14 0.21 0.24 0.10 0.35
(N=T1)
Negative PABAK 0.64 0.57 0.18 0.39 0.28 0.14 0.31
(N=144)
p-value* 1.00 0.51 0.76 0.21 0.77 0.77 0.71
Cohabitation status
Cohabitate PABAK 0.60 0.63 0.26 0.40 0.32 0.07 0.28
(N=103)
Don’t PABAK 0.68 0.47 0.11 0.27 0.23 0.18 0.35
cohabitate
(N=120)
p-value* 0.41 0.13 0.22 0.29 0.49 0.36 0.60

We used PABAK to measure dyadic congruence between patient and surrogate assessments of patient QOL at the baseline visit of the ACP clin-
ical trial. We grouped dyads by shared HIV diagnosis and cohabitation status, comparing patient and surrogate answers based on 1000 bootstrap
resamples. Cicchetti [30] gives the following often quoted guidelines for interpretation of PABAK: <0.40=poor; between 0.40 and 0.59 =fair,

between 0.60 and 0.74 = good; between 0.75 and 1.00 =excellent
*Significant at the p < 0.05 level
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Discussion

Even though patients tended to respond more positively
to QOL questions, overall differences in patient and sur-
rogate sample means were not statistically significant
across MOS-HIV and POS measures as we had hypoth-
esized (H1). However, there was a significant difference
between non-dyadic patient and surrogate sample means
on the MOS-HIV question, “Is the patient somewhat i11?”.
This finding reflects results from previous studies, which
found patients responded more positively when appraising
their QOL [4, 7, 9, 31, 32]. It is interesting that patients
were significantly more likely to disagree to the MOS-HIV
question about illness perception. This finding may touch
upon the foundation for QOL appraisal discrepancies and
the disability paradox, in that patients rate their QOL dif-
ferently than surrogates because, unlike surrogates, they
do not view themselves as ill.

Perhaps patients report a higher QOL due to being
cared for and the caregivers report a lower patient QOL
due to being the caregiver of someone who is ‘ill’. Receiv-
ing care could be a form of social support, which we know
improves physical QOL and decreases morbidity and mor-
tality [33, 34]. In the future, researchers should address
this possibility.

Previous studies found illnesses that are more visibly
disabling, such as paraplegia, cancer, and kidney failure
elicited significant differences between non-dyadic patient
and surrogate health ratings [4]. While some HIV positive
patients in this study were visibly ill (in a wheelchair, dif-
ficulty speaking due to stroke), many were not. The results
of the current analysis may speak to changing self-percep-
tions of health status of PLWH, from a terminal illness to
a manageable chronic disease [1]. Additional research is
needed to determine the extent that physical dysfunction
influences QOL appraisal in an HIV population.

Patients and surrogates had poor agreement on most
MOS-HIV measures of patient QOL. However, agreement
was fair or good for the MOS-HIV question ‘In general,
the patient’s health is good/bad’. It is unclear why there
was higher agreement on the MOS-HIV question assess-
ing the patient’s general health but poor agreement on the
question assessing patient QOL. Perhaps this is related to
the surrogate tendency to describe patients as ill, which
influences QOL appraisal. Furthermore, agreement was
good on the POS score of patient QOL. There were a few
major differences between the MOS-HIV and POS that
may have influenced results. The MOS-HIV is specific
to HIV patients, is divided into ten unique dimensions,
assesses QOL for the past month, and has been shown
to have acceptable reliability with injection drug users,
African-Americans and lower SES patients [26]. The POS

is not specific to HIV patients, is used in palliative care,
is summed into a total score and assesses QOL in the past
3 days. Perhaps patients and surrogates had better agree-
ment on the POS because it was easier to recall patient
QOL from the past 3 days than from the past month. Con-
versely, because the MOS-HIV was specific to our popu-
lation (HIV positive, largely minority) and not all of our
participants were in palliative care, it’s possible the MOS-
HIV questions highlighted areas of QOL appraisal that
were more relevant to our participants (i.e., ‘Is the patient
somewhat il1?). If this is the case, than the MOS-HIV may
have revealed discrepancies in QOL appraisals between
HIV positive patients and their surrogates that the POS
did not. It is important to note that in this sample internal
consistency of the POS was low (a=0.68 for patients,
a=0.67 for surrogates). Future research should consider
how disease-specific questionnaires may differ from more
general questionnaires in regards to QOL appraisal.

Results of the bootstrap demonstrated that differences in
PABAK statistics grouping by shared diagnosis (surrogate
HIV positive or negative) were not significant. Contrary
to our hypothesis (H2), a shared surrogate HIV diagnosis
did not increase congruence levels. Previous research theo-
rizes healthy individuals rate patient QOL more negatively
because they overestimate the emotional impact of chronic
illness [4]. Based on that reasoning, individuals with a
shared diagnosis should have a better understanding of the
patient’s experiences and therefore increased congruence
in QOL appraisals; our results do not support this theory,
however. This is the first published study that we know of
to assess QOL of PLWH with one-third of the surrogates
having a shared diagnosis. Further research is needed to
determine if a shared HIV positive diagnosis influences
patient—surrogate congruence in other settings.

We additionally analyzed surrogate cohabitation status
to determine if it influenced congruence levels, with the
hypothesis that if a surrogate cohabited with a patient he/
she would see them on a regular basis and have increased
QOL agreement with patients (H3). Results of the bootstrap
showed cohabitation status did not influence QOL agree-
ment. It is important to note that without establishing meas-
urement invariance across patient and surrogate versions it
is unclear whether the differences in scores are due to actual
differences in perceived QOL or are present due to differ-
ences in response scale use. Additional research is needed
to determine what factors influence QOL agreement in this
population. The FACE researchers plan to assess if ACP
planning (the FACE intervention) influenced QOL agree-
ment in post-baseline visits upon the conclusion of the clini-
cal trial.

Most of participants in this study were minorities: 86.1%
of patients were Black/African-American and 84.1% of
surrogates were Black/African-American. While these
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participants represent a minority in the general population,
they represent the majority of PLWH in urban centers in
the US. Historically, medical research has not had large
minority populations. However, it is crucial that we report
on these groups. It is important for clinicians to understand
how cultural issues impact EOL with minorities: African-
Americans are half as likely as non-African-Americans to
use any advance directive, prefer to discuss religion during
ACP, and prefer to use less pain medication, if dying [35].
Given that ACP increases QOL congruence [36, 37] and that
ACP attitudes and completion differ by racial groups [35], it
is possible that QOL congruence rates between patients and
surrogates also vary by racial group. Future investigation of
patient—surrogate QOL congruence in other racial groups
could provide insight into whether minority populations are
at risk for increased discrepancy about patient EOL care
and are in need of additional support with ACP facilitation.

Conclusions

While assessing the cause of patient and surrogate QOL
appraisal discrepancies is important, it is equally important
to understand the implication of those discrepancies. Sur-
rogate decision-makers, by definition, are the individuals
responsible for making medical decisions for a patient when
that patient is no longer able to make their own decisions.
The nature of this relationship is intimate, as the surrogate
has the ability to continue or end life-sustaining treatment
for the patient. Ideally, the surrogate decision-maker has a
good understanding of the patient’s self-assessment of their
QOL and health status. The results of this study, however,
show that is not the case. Although most non-dyadic differ-
ences between patient and surrogate QOL appraisals were
not significant, dyadic congruence was low for most of the
QOL questions during the baseline assessment of this clini-
cal trial. Patients and surrogates had poor agreement, par-
ticularly when regarding whether they thought the patient
was ill. It is this tendency for the surrogate to view the
patient as ‘ill’ that negatively influences their perception of
the patient’s QOL [4]. Such differences in appraisal can be
dangerous, as surrogates are more likely to underestimate
how valuable life can be for a patient with a chronic illness
and are at risk for making misdirected medical decisions
[4, 10]. As previously stated, the negative consequences of
misdirected medical decision-making include unmet care or
delivery of unnecessary or unwanted care [11, 12], conflicts
in the ICU about treatment choices or dismissing the impor-
tance of non-relative caregivers such as same-sex partners
[3, 13—18], loss of respect for autonomy in the spirit of the
Patient Self-Determination Act (1990), and the loss of deci-
sion-making capacity of the PLWH [19]. In palliative care
or chronic illness cases where the surrogate underestimates

@ Springer

patient QOL, clinicians or medical staff should consider
facilitating structured conversations between patients and
surrogates about ACP and medical decision-making, as it
has been shown to increase congruence of treatment pref-
erences [34, 35]. The FACE researchers plan to assess if
ACP planning (the FACE intervention) influenced QOL
agreement in post-baseline visits upon the conclusion of
the clinical trial. Clinicians should be aware that minority
populations have cultural views that influence their attitudes
about ACP and completion of advanced directives, which
means minorities should be given culturally-sensitive ACP
interventions and increased support during EOL care discus-
sions [33].

Acknowledgements We thank the study participants for their contribu-
tions to the success of this study.

Funding This research is supported by the National Institute of
Nursing Research at the National Institute of Health Award Number
ROINRO14-052-05; National Institute of Health National Center for
Advancing Translational Sciences CTSI-CN UL1RR031988. These
institutions were not involved in the present analysis, the interpretation
of the data, the writing of the manuscript, or the decision to submit for
publication. This content is solely the responsibility of the authors and
does not necessarily represent the official views of the National Insti-
tute of Nursing Research or the National Institute of Health.

Compliance with ethical standards

Conflict of interest The authors declare there are no conflicts of inter-
est to report.

Ethical approval All procedures performed in studies involving human
participants were in accordance with the ethical standards of the insti-
tutional and/or national research committee and with the 1964 Helsinki
declaration and its later amendments or comparable ethical standards.
This research was approved by the IRB at Children’s National (coor-
dinating center) and at all participating study sites. The Children’s
National Medical Center IRB’s Federal Wide Assurance (FWA)
number is FWA00004487. The institutional organization number is
IORG0000245.

Informed consent Informed consent was obtained from all individual
participants included in the study.

References

1. Schouten, J., Ferdinand, W. W., Stolte, I. G., Kootstra, N., van
der Valk, M., & Geerlings, S. G. (2014). Cross-sectional com-
parison of the prevalence of age-associated comorbidities and
their risk factors between HIV-infected and uninfected individu-
als: The AGE IV cohort study. Clinical Infectious Diseases.
https://doi.org/10.1093/cid/ciu701.

2. Henderson, W. A., Schlenk, E. A., Kim, K. H., Hadigan, C.
M., Martino, A. C., & Sereika, S. M. (2010). Validation of
the MOS-HIV as a measure of health-related quality of life in
persons living with HIV and liver disease. AIDS Care, 22(4),
483-490.


https://doi.org/10.1093/cid/ciu701

Quality of Life Research (2019) 28:47-56

55

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

Wegner, N. S., Kanouse, D. E., Collins, R. L., Liu, H., Schuster,
M. A., & Gifford, A. L. (2001). End-of-life discussions and prefer-
ences among persons with HIV. JAMA, 285(22), 2880-2890.
Ubel, P. A., Schwarz, N., Loewenstein, G., & Smith, D. (2005).
Misimagining the unimaginable: The disability paradox and health
care decision making. Health Psychology, 24(4S), S57-S62.
Krug, R., Karus, D., Selwyn, P. A., & Raveis, V. H. (2010). Late-
stage HIV/AIDS patients’ and their familial caregivers’ agreement
on the palliative care outcome scale. Journal of Pain and Symptom
Management, 39(1), 23-32.

Higginson, I. J., & Gao, W. (2008). Caregiver assessment of
patients with advanced cancer: Concordance with patients, effect
of burden and positivity. Health and Quality of Life Outcomes,
6(1), 42-49.

Li, Y., & Rapkin, B. (2009). Classification and regression tree
uncovered hierarchy of psychosocial determinants underlying
quality-of-life response shift in HIV/AIDS. Journal of Clinical
Epidemiology, 62(11), 1138-1147.

Albrecht, G. L., & Devlieger, P. J. (1999). The disability paradox:
High quality of life against all odds. Social Science & Medicine,
48(8), 977-988.

Carona, C., Pereira, M., Moreira, H., Silva, N., & Canavarro, M.
C. (2013). The disability paradox revisited: Quality of life and
family caregiving in pediatric cerebral palsy. Journal of Child and
Family Studies, 22(7), 971-986.

Thompson, W. W., Zack, M. M., Krahn, G. L., Andresen, E. M.,
& Barile, J. P. (2012). Health-related quality of life among older
adults with and without functional limitations. American Journal
of Public Health, 102(3), 496-502.

Folkman, S., & Greer, S. (2000). Promoting psychological well-
being in the face of serious illness: When theory, research and
practice inform each other. Psychooncology, 9(1), 11-19.
Thompson, S. C., Sobolew-Shubin, A., Galbraith, M. E., Schwank-
ovsky, L., & Cruzen, D. (1993). Maintaining perceptions of con-
trol: Finding perceived control in low-control circumstances.
Journal of Personality and Social Psychology, 64(2), 293-304.
Tarakeshwar, N., Vanderwerker, L. C., Paulk, E., Pearce, M. J.,
Kasl, S. V., & Prigerson, H. G. (2006). Religious coping is asso-
ciated with the quality of life of patients with advanced cancer.
Journal of Palliative Medicine, 9(3), 646—-657.

Pargament, K. I., Koenig, H. G., Tarakeshwar, N., & Hahn, J.
(2001). Religious struggle as a predictor of mortality among medi-
cally ill elderly patients. Archives of Internal Medicine, 161(15),
1881-1885.

Lee, C. C., Czaja, S. J., & Schulz, R. (2010). The moderating
influence of demographic characteristics, social support, and reli-
gious coping on the effectiveness of a multicomponent psychoso-
cial caregiver intervention in three racial ethnic groups. Journals
of Gerontology Series B, Psychological Sciences and Social Sci-
ences. 65B(2),185-194.

Pargament, K. 1., Koenig, H. G., Tarakeshwar, N., & Hahn, J.
(2004). Religious coping methods as predictors of psychologi-
cal, physical and spiritual outcomes among medically ill elderly
patients: A two-year longitudinal study. Journal of Health Psy-
chology, 9(6), 713-730.

Mercurio, M. R. (2007). An adolescent’s refusal of medical treat-
ment: Implications of the Abraham Cheerix case. Pediatrics, 120,
1357-1358.

Fins, J., & Schiff, N. (2005). In brief: The afterlife of Terri Schi-
avo. The Hastings Center Report, 35, 8.

Wijngaards-de Meij, L., Stroebe, M., & Schut, H. (2008). Parents
grieving the loss of their child: Interdependence in coping. British
Journal of Clinical Psychology, 47(1), 31-42.

Hammes, B. J., Klevan, J., Kempf, M., & Williams, M. S. (2005).
Pediatric advance care planning. Journal of Palliative Medicine,
8, 766-773.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

Wissow, L. S., Hutton, N., & Kass, N. (2001). Preliminary study
of a values-history advance directive interview in a pediatric HIV
clinic. Journal of Clinical Ethics, 12(2), 161-172.

Hammes, B. J., & Briggs, L. (2007). Respecting choices: Advance
care planning facilitator manual-revised. La Crosse: Gundersen
Lutheran Medical Foundation.

O’Connor, A. M. (1995). Validation of a decisional conflict scale.
Medical Decision Making, 15(1), 25-30.

Curtis, J. R., Patrick, D. L., Caldwell, E., Greenlee, H., & Collier,
A. C. (1999). The quality of patient-doctor communication about
end-of-life care: A study of patients with advanced AIDS and their
primary care clinicians. AIDS, 13(9), 1123-1131.

Kimmel, A. L., Wang, J., Scott, R., Briggs, L., & Lyon, M. E.
(2015). FAmily CEntered (FACE) advance care planning: Study
design and methods for a patient-centered communication and
decision-making intervention for patients with HIV/AIDS and
their surrogate decision-makers. Contemporary Clinical Trials,
43(1), 172-178.

Wu, A. W, Revicki, D. A., Jacobson, D., & Malitz, F. E. (1997).
Evidence for reliability, validity and usefulness of the Medical
Outcomes Study HIV Health Survey (MOS-HIV). Quality of Life
Research, 6(6), 481-493.

Aspinal, F., Hughes, R., Higginson, 1., Chidgey, J., Drescher,
U., & Thompson, M. (2002). A user’s guide to the Palliative
care Outcome Scale (p. 10). London: Palliative Care and Policy
Publications.

Hearn, J., & Higginson, I. J. (1999). Development and valida-
tion of a core outcome measure for palliative care: The Palliative
care Outcome Scale. Palliative Care Core Audit Project Advi-
sory Group. British Medical Journal of Quality & Safety, 8(4),
219-227.

SAS Institute Inc. (2008). SAS® 9.2 enhanced logging facilities.
Cary: SAS Institute Inc.

Cicchetti, D. V. (1994). Guidelines, criteria, and rules of thumb
for evaluating normed and standardized assessment instruments
in psychology. Psychological Assessment, 6, 284-290.

Drum, C. E., Horner-Johnson, W., & Krahn, G. L. (2008). Self-
rated health and health days: Examining the “disability paradox”.
Disability and Health Journal, 1(2), 71-78.

Graham, C. D., Weinman, J., Sadjadi, R., Chalder, T., Petty, R.,
& Hanna, M. G. (2014). A multicentre postal survey investigating
the contribution of illness perceptions, coping and optimism to
quality of life and mood in adults with muscle disease. Clinical
Rehabilitation, 28(5), 508-519.

Ashton, E., Vosvick, M., & Chesney, M. (2005). Social sup-
port and maladaptive coping as predictors of change in physical
health symptoms among persons living with HIV/AIDS. AIDS
Patient Care STDs, 19(9), 587-598. https://doi.org/10.1089/
apc.2005.19.587.

Holt-Lunstad, J., Smith, T. B., & Layton, J. B. (2010). Social
relationships and mortality risk: A meta-analytic review. PLoS
Med, 7(7), 1-20. https://doi.org/10.1371/journal.pmed.1000316.
Lyon, M. E., Squires, L., D’Angelo, L., Benator, D., Scott, R.,
Tanjutco, P., et al. (2017, September 6-8). Advance care planning
needs of persons living with HIV/AIDS in Washington, DC: A
racial comparison. In Poster 6th international advance care plan-
ning end of life conference, Banff, Alberta.

Detering, K. M., Hancock, A. D., Reade, M. C., & Silvester, W.
(2010). The impact of advance care planning on end of life care
in elderly patients: Randomized controlled trial. British Medical
Journal. https://doi.org/10.1136/bmj.c1345.

Song, M. K., Ward, S. E., Denne, H., Happ, M. B., Piraino, B.,
Donovan, H. S., et al. (2009). Randomized controlled trial of
SPIRIT: An effective approach to preparing African-American
dialysis patients and families for end-of-life. Research in Nursing
& Health, 32(3), 260-273.

@ Springer


https://doi.org/10.1089/apc.2005.19.587
https://doi.org/10.1089/apc.2005.19.587
https://doi.org/10.1371/journal.pmed.1000316
https://doi.org/10.1136/bmj.c1345

56 Quality of Life Research (2019) 28:47-56

Affiliations

Katherine B. Curtin’® . Yao I. Cheng' - Jichuan Wang'? - Rachel K. Scott® - Leah Squires*® - Debra A. Benator5” -
Maureen E. Lyon'2 - for the Palliative Care Consortiums

! Children’s National Health System, Children’s Research 6 Division of Infectious Diseases Section, The George
Institute, Center for Translational Science, 111 Michigan Washington University Medical Center, 2150 Pennsylvania
Ave. NW, Washington, DC 20010, USA Avenue NW, Suite 8-416, Washington, DC 20037, USA

2 The George Washington School of Medicine and Health 7 TInfectious Diseases Section, Veterans Affairs Medical Center,
Sciences, 2300 Eye Street NW, Washington, DC 20037, USA 50 Irving Street NW, Washington, DC 20420, USA

3 Medstar Health Research Institute/Washington Hospital 8 Department of Somatic Psychology, California Institute

Center, 110 Irving Street NW, Washington, DC 20010, USA of Integral Studies, 1453 Mission Street, San Francisco,

Department of Psychology, The George Washington CA 94103, USA

University, 2125 G Street NW, Washington, DC 20052, USA

Psychology Service, DC Veterans Affairs Medical Center, 50
Irving Street NW, Washington, DC 20420, USA

@ Springer


http://orcid.org/0000-0001-9647-0864

	Quality of life of persons living with HIV and congruence with surrogate decision-makers
	Abstract
	Purpose 
	Methods 
	Results 
	Conclusions 

	Introduction
	Objective & hypotheses

	Methods
	Study design
	Materials
	Analysis plan

	Results
	Discussion
	Conclusions
	Acknowledgements 
	References


