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Abstract

Objectives—To identify patient-reported paediatric advance care planning (pACP) needs of 

adolescents living with HIV and to examine the congruence with their family’s perception of their 

needs.

Methods—A cross-sectional survey among six paediatric hospital-based outpatient HIV 

specialty clinics. Participants included 48 adolescent/family dyads (n=96 participants) within a 

larger study facilitating pACP. The main outcome measure was the Lyon Advance Care Planning 

Survey – Adolescent and Surrogate Versions-Revised.
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Results—Adolescents’ mean age was 18 years (range ≥14–<21); 54% male; 92% African-

American; 27% with prior AIDS diagnosis. If dying, 92% believed in completing an advance 
directive; 85% preferred to die at home;88% knowing how to say good bye; 71% being off 
machines that extend life and 77% dying a natural death. Best timing for end-of-life (EOL) 

decisions was while healthy (38%), when first diagnosed (17%), when first sick from a life-
threatening illness (4%), when first hospitalised (8%), if dying (4%) and all of the above (19%). 

Prevalence-adjusted bias-adjusted Kappa (PABAK) measured congruence in pACP needs within 

adolescent/family dyads. There was substantial congruence in that being free from pain 
(PABAK=0.83), and understanding your treatment choices (PABAK=0.92) were very important or 

important. There was discordance about being off machines that extend life (PABAK=0.08) and 

when is the best time to bring up EOL decisions (PABAK=0.32).

Conclusions—Areas of discordance were associated with life-sustaining choices and when to 

have the EOL conversation. Targeted, adolescent/family-centred, evidence-based pACP 

interventions are needed to improve family understanding of youth’s EOL wishes.

Trial registration number—NCT01289444; Results.

INTRODUCTION

Medical advances have transformed HIV into a chronic condition,1 yet much of the 

treatment success has not translated to the adolescent and young adult population with HIV,2 

particularly for African-American and Latino/Hispanic adolescents and young adults in the 

USA.3–5 HIV requires intensive life-long treatment aimed at maintaining quality of life and 

is therefore appropriate for advance care planning6 as part of the standard of care for 

paediatric/adolescent patients.7

Thus paediatric advance care planning (pACP) is appropriate for this group to ensure the 

adolescent’s goals of care are honoured, if the adolescent becomes unable to communicate. 

The value of pACP for children is increasingly recognised as contributing to quality of life,
89 yet a knowledge gap remains about how well family members are able to accurately 

represent adolescents. This paper reports on the results of a pACP survey given to 

participants in the intervention arm of the FAmily CEntered (FACE) ACP randomised 

clinical trial (RCT).10 Study aims were (1) to identify patient-reported pACP needs of 

adolescents living with HIV/AIDS and (2) to examine the congruence of adolescent self-

reported needs with their family’s perception of their end-of-life (EOL) needs.

METHOD

Design

The FACE ACP study was a multisite, two-arm RCT designed to assess the feasibility, 

acceptability and effectiveness of an adequately powered pACP intervention (figure 1). The 

FACE protocol is a standardised model of communication and decision making to prepare 

adolescents and their families for EOL decision making. For this study, ‘family’ refers to the 

surrogate decision maker or chosen person who will make decisions for the adolescent if he 

or she becomes unable to speak for himself/herself. The design and methods for this study 

have been published in detail elsewhere.10 The research reporting herein follows 
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Strengthening the Reporting of Observational Studies in Epidemiology statement. See 

Strobe Checklist.

Study participants

Between July 2010 and June 2014, adolescents aged 14–<21 years with HIV/AIDS and their 

healthcare surrogates were recruited from six urban paediatric hospital-based HIV specialty 

clinics in the geographical south of the USA: Maryland, District of Columbia, Tennessee 

and Florida. This region of the USA has the highest morbidity and mortality from HIV/

AIDS.4 Adolescents >18 years were asked to choose a healthcare surrogate decision maker 

to participate in the study with them, while adolescent minors’ legal guardians participated 

as their surrogate. To ensure no conflict of interest or impaired decision making, potential 

participants were excluded if they were a ward of the state and developmentally delayed, or 

if on secondary screening (including surrogates) were assessed to be significantly depressed, 

suicidal,11 homicidal, psychotic12 or evidenced to have HIV-related dementia.13 Both 

adolescents and surrogate decision-makers needed to know the youth’s HIV status.

Procedure

Adolescent/family dyads were randomised to either the FACE-HIV intervention or an active 

control condition using a computerised 1:1 randomly permuted block design. The FACE-

HIV intervention involved three sessions conducted by a certified facilitator with 

participants individually and included: Session 1: Lyon Advance Care Planning Survey-
Adolescent and Surrogate Versions-Revised14; Session 2: Respecting Choices Interview15; 

and Session 3: Completion of Five Wishes, a legal advance directive document.16 The three-

session active control was facilitated by a research assistant as follows: Session 1: 

developmental history17; Session 2: safety tips18; and Session 3: nutrition and exercise 

counselling.18 Each session was approximately 60 min, scheduled approximately 1 week 

apart. Participants were interviewed individually for session 1 and seen as a dyad for 

sessions 2 and 3. The results reported herein are from the Lyon Survey14 conducted in 

session 1.

Measures

Demographic Data Form—Demographic Data Form was administered by a trained 

research assistant (RA) assessor, not the survey facilitator, to obtain patient-reported 

sociodemographic information. Medical data were obtained by the RA assessor through 

chart review and abstraction.

Lyon Advance Care Planning Survey – Adolescent and Surrogate Versions-
Revised—Lyon Advance Care Planning Survey – Adolescent and Surrogate Versions-
Revised1119 assessed the adolescents’ values, beliefs and life experiences with illness and 

EOL care, and the surrogate version assessed the legal guardian’s or family member’s 

perception of their adolescent’s needs using parallel items for each question. The 

questionnaire comprised 31 items across four domains: (1) advance care planning and 

preparation; (2) thoughts about death and dying; (3) dealing with dying; and (4) spiritual 

well-being. In this study, the original Likert scale was modified slightly to improve 

psychometric properties, adding a neutral item and removing ‘no response,’ yielding a 6-
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point Likert scale as follows: 1=very important, 2=somewhat important, 3=neither important 

nor unimportant, 4=not very important, 5=not at all important to 8=don’t know.

The Advance Care Planning (ACP) Survey was adapted with permission from the American 

Association of Retired Persons (AARP)20 and Edinger and Smucker,21 who surveyed adult 

patients. The adapted survey was further revised, validated and piloted with adolescents 

living with HIV and bereaved families of children who had died of AIDS.111922 Questions 

were clarified, reading difficulty was lowered to sixth grade level and the number of items 

was reduced through meetings with community advisory boards. Although the survey can be 

self-administered, trained facilitators administered the surveys to all participants as an 

interview. This enabled the facilitator to monitor emotional reactions, ensure understanding 

of the questions and assure data completeness. Dyad pairs completed the survey individually 

in a private room. The issues raised in the survey were intended to prepare the dyad for the 

topics to be discussed together during the two sessions that followed. Responses were 

recorded by the facilitator onto a form that was later scanned into the database and verified.

Analysis

Data were entered into a REDCap Database and analysed using Base SASV.9.3. Descriptive 

statistics were calculated. Responses were collapsed and recoded as dichotomous variables 

(eg, very important or important vs otherwise) and to adjust for bias in Kappa statistics 

caused by imbalanced responses (eg, high prevalence of ‘very important’ responses). The 

prevalence-adjusted bias-adjusted Kappa (PABAK) was used for assessment of agreement.23 

Interpretation of PABAK is similar to Kappa24: 1.0–0.8 almost perfect agreement; 0.79–0.6 

substantial agreement; 0.59–0.4 moderate agreement; 0.39–0.2 fair agreement; 0.19–>0 

slight agreement; and 0 or <0 no agreement. Fisher’s exact test was used to test significance 

of adolescent responses by demographic characteristics.

Ethics

The study protocol was approved by the institutional review boards of the six participating 

sites. All surrogates and youth participants provided written informed consent or, if under 

the age of 18, assent before participation, per local institutional requirements. Written 

consent was obtained from legal guardians for all minor participants.

RESULTS

Participant characteristics

Three hundred and twenty-six adolescent/family dyads met initial study eligibility criteria 

(figure 1). The data presented here report on the 48 adolescent/family dyads (n=96 total 

participants) in the intervention arm of the study who attended session 1 of the three-session 

intervention, bolded in figure 1. All completed the survey. Mean age of adolescents was 18 

years (range 14–21), 54% were male, 92% were African-American and 75% were 

perinatally infected with HIV. Nearly one-third (27%) had an AIDS diagnosis, and all 

resided in states with high rates of AIDS cases for African-Americans.25 Half of adolescents 

(46%) had an undetectable viral load at study entry. Table 1 provides further 

Lyon et al. Page 4

BMJ Support Palliat Care. Author manuscript; available in PMC 2020 March 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



sociodemographic characteristics of the adolescent participants. Half, 50%, of all 

participants lived in households with incomes below the federal poverty level.

Family participants randomised to the intervention (n=48) were 83% female, 92% African-

American, 29% full-time employed and 23% on disability. One-fourth, 23%, had no high 

school diploma and 38% had a high school diploma or General Equivalency Degree. The 

remainder had at least some college education. Nineteen family participants, 40%, self-

reported they were HIV positive.

Adolescent preferences

Figure 2 illustrates that 78% of adolescents believed it was appropriate to initiate EOL 

decision making early in the course of their disease (38% before becoming ill; 17% at time 

of diagnosis; 4% when first ill; or 19% at each stage of illness), 13% preferred to wait until 

later (when first hospitalised (8%), or if dying (4%)), while 10% said they did not know (see 

online supplementary material). The person whom adolescents most preferred to bring up 

EOL decisions was their physician (56%).

As shown in table 2, more than 90% of adolescents rated the following as very important in 

dealing with ‘your own dying’: H\having family and friends visit; honest answers from the 

doctor; being able to complete an advance directive to let loved ones know my wishes; 

fulfilling personal goals; and understanding my treatment choices. Although adolescents 

considered it important to receive honest answers from their doctor (96%), only 46% 

endorsed, ‘If someone could tell me when I could die, I would want to know’. Most 

adolescents (94%) thought it was important to say everything they wanted to say to their 

family if they were dying and 88% thought it was important to know how to say good bye.

Adolescents with HIV were consistent in rating the importance to them of dying a natural 

death (77%) and being off machines that extend life, such as life support (71%). Most 

adolescents (85%) responded it would be important to stay in their own home if dying; 73% 

responded they had heard of hospice services. Of those who had heard of hospice, 38% 

knew of someone who had used hospice, while four had volunteered at a hospice service and 

one had used hospice services in the past. Among those who knew about hospice, half (54%) 

indicated they would want hospice support if they were dying.

Adolescents rarely reported having completed an advance directive (8%) despite 63% having 

talked to someone about their EOL wishes. Of these, 27% of the conversations were with a 

parent. Most adolescents (83%) thought their parent/guardian understood their wishes. The 

majority (88%) thought the doctor or hospital would respect their wishes about medical care 

and 71% believed they would be able to change their mind after making an important 

medical decision.

Adolescents rated their current overall health as excellent (31%), very good (40%), good 

(17%) and fair (13%). No association was observed between self-reported health (fair vs 

otherwise) and the timing preference of EOL conversations (Fisher’s exact test, Degrees of 

Freedom=6, value=6.4762, p=0.5144).
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Adolescents feared dying painfully (71%). Nonetheless, many indicated that they might 

restrict administration of pain medications. Specifically, 65% reported they would only take 

pain medication when the pain is severe, with 54% stating they would take the least amount 

of pain medicine possible saving larger doses for when pain worsens. Only 8% of 

adolescents feared becoming addicted to pain medications and few feared their doctor might 

not believe they were in pain (6%).

Adolescents identified the following as worse than death: not being able to communicate 

their wishes for care to family and friends (54%); living with great pain (54%); and total 

physical dependency on others (27%). When thinking about dying, being at peace spiritually 

was important (94%).

Congruence

As shown in table 3, family perception of the importance of understanding treatment choices 

to their adolescent was almost perfect (PABAK=0.92). Nearly all dyads (94%) concurred 

that understanding treatment choices was important, 2% (1 dyad) agreed this was not 

important and 4% were not congruent about whether understanding treatment choices was 

important. Family accurately perceived the importance to their child of being spiritually at 

peace with substantial congruence (PABAK=0.75). Dyads concurred that being spiritually at 

peace is important (85%), while 2% were in congruence that it was not important or did not 

know and 13% had no congruence. Family understood that their child thought it important to 

be at home, if dying, with moderate congruence (PABAK=0.42). Nearly three-fourths of 

dyads concurred that the adolescent staying in their own home was important if dying 

(71%), while 29% had no congruence. No one reported it was not important or did not know.

Family perceptions of their adolescent’s comfort with talking about death was poor 

(PABAK=0); 50% of dyads were discordant and only 21% of adolescent/family dyads 

agreed that the adolescent was comfortable talking about death. Almost half of adolescents 

(46%) were concerned they would be a burden to family or friends. Congruence with their 

families’ perception of their fears of being a burden was poor (PABAK=−0.04), with only 

19% of dyads concurring that the adolescent was concerned about being a burden; 29% 

concurred they were not concerned about being a burden or agreed they did not know. Half 

(52%) of dyads did not concur about whether being a burden was a concern.

Congruence with families’ perceptions of their adolescents’ preferences for life support was 

slight (PABAK=0.08). Almost half of dyads (48%) concurred that ‘being off machines that 

extend life, such as life support’ is important; 6% thought it was not important or did not 

know. Discordance existed for 46% of dyads. Families reported a fair understanding of the 

value to their child of dying a natural death (PABAK=0.33). Dyadic congruence that dying a 

natural death was important to the adolescent was 60%. One-third (34%) had no congruence 

and 6% were in congruence that dying a natural death was not important or did not know.

Families’ perceptions of their adolescents’ fear that the doctor might not believe they were 

in pain was slight (PABAK=0.04). There was congruence for 6% of dyads that the doctor 

might not believe the adolescent is in pain and treat the pain, while for 46% of dyads there 

was congruence that this was not true, or they did not know. Forty-eight per cent had 
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discordance. Although 73% of families in this study thought EOL decision-making 

conversations should happen early in the course of the disease, congruence between the 

adolescent/family dyad was slight (PABAK=0.32).

Demographic influences

Adolescent survey responses differed by mode of HIV transmission (perinatal vs non-

perinatal) and income. The answer to the question ‘where to die?’ significantly differed by 

mode of transmission (p=0.0355). Non-perinatally infected adolescents were more likely 

than perinatally infected youth to choose to ‘Die in a hospital’ (33% vs 6%), less likely to 

choose ‘Don’t know’ (17% vs 42%), while equally likely to choose ‘At home’ (n=48, 50% 

vs 53%). The best timing for bringing up EOL decision making significantly differed by 

income (p=0.0377). Adolescents whose family income was equal or below the poverty level, 

compared with those with higher income, or unknown income, respectively, preferred to talk 

to their families about EOL treatment choices earlier in the course of their illness, when first 

diagnosed or ill (67% vs 58% vs 20%), rather than later, when first hospitalised or if dying 

(13% vs 0% vs. 60%). Poor adolescents also were less likely to prefer to talk about advance 

care planning at each stage of their illness (13% vs 26% vs 20%) and ‘Don’t know’ (8% vs 

16% vs 0%). The importance of ‘reviewing my life with family’ also significantly differed 

by income (p=0.0310) with poorer adolescents preferring to review their life with their 

family than those with higher or unknown income, respectively (92% vs 79% vs 40%). 

Adolescent survey responses did not significantly differ by age, gender, race or ethnicity.

DISCUSSION

Among a cohort of adolescent patients with HIV/AIDS, survey results identified areas of 

congruence and discordance in families’ perceptions of their adolescents’ values and goals 

for pACP. Strengths and competencies of families are suggested by those results with the 

highest congruence: they agreed on importance of understanding treatment choices and the 

desire to be spiritually at peace, if dying. Nevertheless, a high prevalence of adolescent/

family discordance about the timing of EOL decision making was observed whereby 

adolescents preferred to talk about EOL goals and values early in the course of their illness. 

Additionally, adolescents were also willing to consider being off life support and to die a 

natural death. Their families did not know this. These findings suggest priority areas for 

early pACP interventions. Perhaps in the same way that parents of children with incurable 

cancer who had accurate expectations about their child’s survivability were willing to focus 

treatment on integrating palliative care,26 parents of adolescents who know their youth may 

want early pACP would learn about and consider supporting their adolescent’s choices. 

Findings also capture the spirit of adolescents who may not want to know if they are dying, 

but who otherwise want to be involved in EOL decision making, have the opportunity to say 

good bye to their families and receive honest answers from their doctors, which is in keeping 

with the ethical principles of autonomy and justice.

Study findings are consistent with earlier preliminary studies of adolescents with chronic 

illnesses,19 HIV11 and cancer27 indicating that adolescents preferred to talk about their goals 

of care before dying, 84%, 92% and 75%, respectively. This preference not being known to 
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their families is also consistent, further validating the current findings, and supports other 

research indicating that communication about goals of care is a key factor affecting 

chronically ill adolescents and their families.28 Ideally, these adolescent patient-informed 

data will improve the quality of pACP practice, especially as pACP becomes standard of 

care in paediatric hospitals.7 Study findings also confirm that adolescents want to have a 

voice in their own EOL care.28–32

Adolescents with family incomes below the poverty level were more likely to want to have 

the opportunity to review their life with their family and to have a discussion about EOL 

treatment choices earlier in the course of their illness than others. Poor children and adults 

are more likely to die younger33 and therefore more likely to have experienced death and 

dying among family and friends, making this a more salient topic for them. Perhaps those 

with higher incomes are more future oriented and therefore more willing to defer the 

conversation. Perinatally infected adolescents have more experience with hospitalisations 

that might account for their certainty about not wanting to die in a hospital compared with 

non-perinatally infected adolescents. This finding merits further research, as does the 

influence of the family participant’s HIV status on the adolescent.

Interestingly, in stark contrast to the pilot survey in 2011,14 in the present study, three-

fourths of the adolescents had heard of hospice, more than one-third knew someone who had 

used hospice, four adolescents volunteered at a hospice, one adolescent had used hospice 

and slightly more than half would want to use a hospice, if dying. In 2011, 72% of 

adolescents reported they had never heard of hospice, and of those who had, only one-fourth 

knew someone who had used hospice. Of those who knew about hospice, only 7% would 

want to use hospice services, if dying.14 These findings suggest an increase in level of 

awareness and acceptance of hospice use among HIV-positive adolescents. The reasons for 

this are unclear as they do not reflect nationwide trends among adults. The National Hospice 

and Palliative Care Organization report on Hospice in America shows minimal increase 

(8.4% to 8.6%)%) of hospice use nationwide by African-Americans from 2012 to 2013 and 

rare use of hospice services by patients with AIDS (0.2%).34 It is comforting to know that 

today’s youth are better informed and more likely to access available hospice services when 

needed.

In contrast to adult studies,3536 stage of illness did not influence adolescents’ attitudes about 

the timing of EOL conversations. One-third of adolescents had an AIDS diagnosis, almost 

half had a detectable viral load, and they averaged seven hospitalisations, yet at the same 

time no one perceived their health as poor, even the participant who had been in hospice. 

This finding may reflect the ‘disability paradox’ whereby patients who clearly have 

significant health and functional problems or intrusive symptoms do not rate their quality of 

life commensurate with their health.37 Discrepancies also might arise as patients adapt to 

illness. Because of contrast effects, negative life events may be perceived as less severe by 

comparison. Patients may view their illness in terms of the benefits of being alive, rather 

than the costs38 associated with having HIV/AIDS.
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Strengths and limitations of the study

Strengths of this study include the multisite design and completion of surveys in real-world 

hospital-based HIV specialty clinics, which increases the generalisability of findings to 

clinical practice. Adolescents’ and families’ participation demonstrate a willingness to be 

invited early into pACP conversations. Although the sample size is relatively small, this is 

the largest adolescent/family dyadic sample for a pACP study in youth with HIV to date. 

Results may not generalise beyond the geographic south of the USA; however, the sample 

did capture those living in US cities with the highest HIV/AIDS mortality rates4 and AIDS 

cases among African-Americans.25 Validity is enhanced by replication of earlier pilot 

studies. With respect to the timing of pACP conversations, first hospitalisation and time of 

diagnosis may not be mutually exclusive. Social desirability bias may have influenced 

responding, if adolescents said what they thought the facilitator wanted to hear, rather than 

how they truly felt. To proactively prevent against such bias, facilitators were trained to be 

neutral during survey administration. An inherent limitation is that surveys only allow for 

identification of beliefs for which individuals have conscious awareness and are willing to 

express. As this was a cross-sectional survey, it is not possible to make any conclusions 

about cause and effect. Selection bias likely existed with those adolescents and families most 

comfortable with discussing death and dying choosing to participate, and youth who have 

not disclosed their diagnosis likely declining participation, potentially limiting the 

generalisability of the study, although half of those approached agreed to participate.

CONCLUSIONS

The focus of pACP needs to be on improving communication between competent adolescent 

patients and their families, as an initial step towards improving communication with treating 

physicians to support the youth’s engagement in health-related decisions, especially with 

regard to the timing of EOL decision making and treatment preferences, the area of greatest 

discordance.39 Next, pACP needs to become integrated into standard care and mechanisms 

need to be in place to ensure all interested adolescent patients and their families have access 

to and provision of pACP prior to a medical crisis.40 Finally, allied health professionals 

should be trained to provide pACP in settings where physicians do not have the time, 

training or willingness to do so in order to put into practice the consensus of policy makers 

supporting adolescent engagement in health-related decisions about their own goals for care 

and EOL care.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Figure 1. 
Consort diagram describing the whole trial from which these data arise.
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Figure 2. 
Adolescents’ self-report on best timing for end-of-life conversations
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Table 1

Demographics of the adolescent participants (n=48)

Demographic N (%)

Sex

 Male   26 (54.2)

 Female   22 (45.8)

Ethnicity

 American Indian or Alaska Native     1 (2.1)

 African American   44 (91.7)

 White     2 (4.2)

 Declined     1 (2.1)

Sexual orientation

 Heterosexual   31 (64.6)

 Homosexual     8 (16.7)

 Bisexual     7 (14.6)

 Unknown/unreported     2 (4.2)

Source of transmission

 Behaviourally infected   11 (22.9)

 Perinatally infected   36 (75.0)

 Other infected     1 (2.1)

Known diagnosis

 2 years or less   12 (25.0)

 More than 2 years   36 (75.0)

Hospitalisation history

 Hospitalised in past 4 weeks (M (SD))     3 (6.2)

 Hospitalised in last year (M (SD))   2.4 (5.8)

 Hospitalised psychiatrically (M (SD))   0.6 (3.3)

 Ever hospitalised in life (M (SD))   6.6 (13.7)

 # of ER visits in your life (M (SD)) 16.3 (35.0)

 Age of surrogate years (M (SD))    46 (15.2)

 Age of adolescent years (M (SD))    18 (1.9)

ER, emergency room.
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Table 2

Patient-reported end of life needs for adolescents living with HIV/AIDS

Question Important N (%) Not important/or don’t 
know N (%)

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

 Family/friends visiting me 44 (92)   4 (8)

 Staying in my own home 41 (85)   7 (15)

 Honest answers from your doctor 46 (96)   2 (4)

 Comfort from church services or persons such as a minister, priest, imam or rabbi 31 (65) 17 (35)

 Planning my own funeral 32 (68) 15 (32)

 Being able to complete an advance directive that would let loved ones know my wishes 44 (92)   4 (8)

 Fulfilling personal goals/pleasure 46 (96)   2 (4)

 Reviewing your life history with my family 39 (81)   9 (19)

 Having healthcare professionals visit you at your home 41 (85)   7 (15)

 Understanding your treatment choices 46 (96)   2 (4)

How important are each of the following to you when you think about dying?

 Being physically comfortable 43 (90)   5 (10)

 Being free from pain 46 (96)   2 (4)

 Saying everything I want to say to people in my family 45 (94)   3 (6)

 Being at peace spiritually 45 (4)   3 (6)

 Not being a burden to loved ones 42 (88)   6 (12)

 Knowing how to say good bye 42 (88)   6 (12)

 Having a sense of my own worth or value 42 (88)   6 (12)

 Being off machines that extend life, such as life support 34 (71) 14 (29)

 Dying a natural death 37 (77) 11 (23)

Agree Disagree/don’t know

 How strongly do you agree or disagree that if someone could tell me when I would die, 
I would want to know?

22 (46) 26 (54)

 I would only take pain medicines when the pain is severe. 31 (65) 17 (35)

 I would take the lowest amount of medicine possible to save larger doses for later when 
the pain is worse

26 (54) 22 (46)

 I am afraid I will become addicted to the pain medicines over time.   4 (8) 42 (92)

 When you think about death and dying, how concerned are you that you will be a 
burden to, or overload, my family or friends?

Concerned
22 (46)

Not Concerned/don’t know
26 (54)

Responses on Likert scale ranged from 1=very important, 2=somewhat important, 3=neither important nor unimportant, 4=not very important, 
5=not at all important, 8=don’t know. Then regrouping as dichotomous response in the table as important=1 and 2, not important or don’t know=3, 
4 and 5.
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Table 3

The congruence on end of life needs for adolescents living with HIV/AIDS between adolescent and surrogate 

(n=48 dyads)

Question Important
N (%)

Not important/or don’t know
N (%)

PABAK

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

 Family/friends visiting me 43 (89.6) 0 (0) 0.79

 Staying in my own home 34 (70.8) 0 (0) 0.42

 Honest answers from my doctor 46 (95.8) 0 (0) 0.92

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

26 (54.2) 6 (12.5) 0.33

 Planning my own funeral 19 (40.4) 10 (21.3) 0.23

 Being able to complete an advance directive that would let loved ones know my 
wishes

37 (77.1) 0 (0) 0.54

 Fulfilling personal goals/pleasure 40 (83.3) 1 (2.1) 0.71

 Reviewing my life history with my family 29 (60.4) 3 (6.3) 0.33

 Having healthcare professionals visit you at your home 28 (58.3) 2 (4.2) 0.25

 Understanding your treatment choices 45 (93.8) 1 (2.1) 0.92

How important are each of the following to you when you think about dying?

 Being physically comfortable 40 (83.3) 1 (2.1) 0.71

 Being free from pain 44 (91.7) 0 (0) 0.83

 Saying everything I want to say to people in my family 39 (83.0) 1 (2.1) 0.70

 Being at peace spiritually 41 (85.4) 1 (2.1) 0.75

 Not being a burden to loved ones 33 (68.8) 1 (2.1) 0.42

 Knowing how to say good bye 34 (70.8) 1 (2.1) 0.46

 Having a sense of my own worth or value 36 (75.0) 0 (0) 0.50

 Being off machines that extend life, such as life support 23 (47.9) 3 (6.3) 0.08

 Dying a natural death 29 (60.4) 3 (6.3) 0.33

How comfortable are you talking about death? Comfortable
10 (20.8)

Not comfortable or don’t know
14 (29.2)

0.00

When you think about death and dying, Concerned Not concerned/don’t know

 how concerned are you that you will be a burden to, or overload, my family or 
friends?

9 (18.8) 14 (29.2) −0.04

 I am afraid the doctor may not believe I am in pain and treat my pain Agree
3 (6.3)

Don’t agree/don’t know
22 (45.8)

0.04

Responses on Likert scale ranged from 1=very important, 2=somewhat important, 3=neither important nor unimportant, 4=not very important, 
5=not at all important, 8=don’t know. Then regrouping as dichotomous response in the table as important=1 and 2, not important or don’t know=3, 
4 and 5.

PABAK, prevalence-adjusted bias-adjusted Kappa.
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