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Improving the quality of life among young people living with HIV Mary Jane Rotheram-Borus a,*, Debra A. Murphy a, Richard G. Wight a, Martha B. Lee a, Marguerita Lightfoot a, Dallas Swendeman a, Jeffrey M. Birnbaum b, Whitney Wright a a



AIDS Institute, Center for HIV Identi®cation, Prevention, and Treatment Services, Department of Psychiatry, University of California, Los Angeles, USA b Kings County Hospital/SUNY Health Science Center, New York, USA



Abstract A three-module intervention was designed to address the multiple needs of young persons living with HIV (YPLH): (1) Staying Healthy, (2) Acting Safe, and (3) Being Together. YPLH from three cities were assigned by small cohort to either an Immediate Intervention Condition or a Control Condition. Building on the positive effects of the Staying Healthy and Acting Safe Modules, this paper reports the effects of the Being Together Module, an eight-session cognitive-behavioral intervention aimed at improving YPLHs quality of life. The YPLH (n ˆ 104) were aged 14±23 (M ˆ 21.03); 73% were male; most were Latino (43%) or African American (24%). YPLH in the Immediate Intervention Condition were signi®cantly less emotionally distressed on multiple indices than those in the Control Condition, and those who attended the intervention showed decreasing emotional distress even when controlling for HIV symptomatology. HIV preventive interventions must promote emotional well-being, as well as reduce risk acts and promote health behaviors. q 2001 Elsevier Science Ltd. All rights reserved. Keywords: HIV; Quality of life; Young people



1. Introduction The World Health Organization and The Center for Disease Control estimate that 50% of all HIV infections occur among young people aged 15±24 years old (UNAIDS, 1998; CDC, 1999). It is estimated that nationally there are over 110,000 young people living with HIV (YPLH) (Rotheram-Borus, O'Keefe, Kracker & Foo, 2000). As a result of highly active antiretroviral therapy (HAART), the survival trajectory for YPLH has been extended (CDC, 1998), resulting in the transition of HIV from a debilitating terminal illness to a more manageable chronic illness. Given the transition in the course of disease, quality-of-life (QOL) issues become more salient. Quality of life may play a crucial role in in¯uencing positive health behaviors and reducing or eliminating risk behaviors. Yet, little is known about the QOL of YPLH. The goal of this article is to examine the results from an intervention module, Being Together, aimed at improving QOL among YPLH. Having a satisfying QOL is only one of the challenges facing YPLH. Initial challenges for YPLH are to acquire health care, follow medical regimens (now including HAART medications), and reduce transmission behaviors. * Corresponding author. Tel.: 11-310-794-8280; fax: 11-310-794-8297. E-mail address: [email protected] (M.J. Rotheram-Borus).



To address these issues, a three-module intervention was designed (Rotheram-Borus & Miller, 1998) and delivered to YPLH, as outlined in Fig. 1. The goal for each module was to attempt to change a different behavioral outcome: (1) Staying Healthy (targeted health care utilization and health behaviors); (2) Acting Safe (addressed transmission acts); and (3) Being Together (aimed at improving QOL). Similar to almost all successful interventions identi®ed in the NIH Consensus Development Conference (1997), this intervention was delivered in small groups and used cognitive-behavioral strategies to change behaviors. Each module of the intervention was based on the social action model (Ewart, 1991), which emphasizes how contextual factors in¯uence the individual's ability to emotionally respond, solve problems, and act effectively in stressful situations. For example, YPLHs social relationships (e.g. with their doctors for health outcomes and with their sexual partners for transmission acts) are critical contextual features that must be addressed to change health and transmission behaviors. Setting mood is additional contextual features of behavior change addressed in each module. The evaluation of the ®rst two modules was summarized in a previous report (Rotheram-Borus et al., 2000, in press). The ®rst module, Staying Healthy, addressed YPLHs motivation for self-preservation by encouraging positive health behaviors. Compared to the Control Condition, YPLH who
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Fig. 1. Design of the trial indicating the number of YPLH assessed at baseline, prior to, and subsequent to delivery on Module 3.



attended the Staying Healthy Module increased positive coping styles, and the females improved health habits and health outcomes 3 months following the module. Once health behaviors had been improved, the public health agenda was addressed by trying to reduce YPLHs substance-use and risky sexual behaviors in Module 2 (Acting Safe). YPLH who attended the intervention had 52% fewer sexual partners, 54% fewer seronegative sexual partners, 82% fewer unprotected sexual risk acts, and 31% less substance use on a weighted index 3 months later,



compared with YPLH in the Control Condition. Thus, the ®rst two modules of this intervention were successful in addressing health care, illicit drug use, and sexual transmission behavior issues (Rotheram-Borus et al., 2000, in press). The third and ®nal module of the intervention, Being Together, focused on improving the overall QOL among YPLH, and this paper summarizes these outcomes. Studies of HIV-infected adults have demonstrated the ef®cacy of small-group interventions in improving individuals' emotional and social functioning, as well as sense of



M.J. Rotheram-Borus et al. / Evaluation and Program Planning 24 (2001) 227±237



well-being (Kelly et al., 1993). A good QOL is of primary importance to those with a chronic or terminal illness because it makes positive behaviors salient and maintains motivation (Lawton, 1999). The bene®ts of maintaining a healthy lifestyle must be experienced daily or else there is reduced motivation for self-preservation. A positive QOL motivates individuals to sustain healthy behaviors over time. The importance of QOL was recognized over four decades ago when Karnofsky, Abelmann, Craver and Burchenal (1948) developed a measure to assess quality of functioning. Almost concurrently, the World Health Organization (WHO) expanded its de®nition of health to include mental and social well-being (1947). Quality of life is a rich construct that can be operationalized in a variety of ways. Among persons living with HIV, QOL is typically measured, and was assessed in this study, with scales that ascertain four core areas: (1) physical health or physical health-related distress; (2) physical functioning; (3) energy/vitality; and (4) mental health or emotional well-being (Cohen, Hassan, Lapointe & Mount, 1996; Cunningham, Bozzette, Hays, Kanouse & Shapiro, 1995; Holmes & Shea, 1997; Lenderking, Testa, Katzenstein & Hammer, 1997; Lubeck & Fries, 1997; Piette, Wachtel, Mor, & Mayer, 1995). Undoubtedly, illness severity is the strongest indicator of QOL among adult persons living with HIV (e.g. Lenderking et al., 1997; Smith et al., 1996; Sowell et al., 1997). Aside from illness severity, the QOL among persons living with HIV has been found to be a function of several sociodemographic factors and risky lifestyle histories. Women living with HIV appear to experience a lower level of QOL than men living with HIV (Lenderking et al., 1997). Among adult persons living with HIV, poor QOL has been associated with low income, older age, unemployment, stigma, fatalism, injection drug-use history, and low satisfaction with social support (Smith et al., 1996; Sowell et al., 1997; Swindells et al., 1999). We could not identify published studies that speci®cally address factors related to QOL among YPLH. Building on previous literature, Module 3 of the intervention was designed to improve QOL. A frequently cited correlate of QOL among persons living with HIV is coping style (Friedland, Renwick & McColl, 1996; Hays et al., 1995; Leiberich et al., 1997; Lutgendorf, Antoni, Schneiderman & Fletcher, 1994; Renwick & Friedland, 1996; Swindells et al., 1999). For example, emotionoriented coping has been shown to be negatively associated with QOL among persons living with HIV (Friedland et al., 1996). Lutgendorf et al. (1994) reported that QOL among persons living with HIV is positively associated with active coping, use of more functional appraisals, and decreased use of denial/avoidance coping. Leiberich et al. (1997) found evasive-regressive coping among persons living with HIV to be associated with low QOL and high emotional distress. Therefore, as a secondary outcome, we hypothesized that participation in Module 3 would in¯uence coping style because this module addressed coping strategies for reducing negative feelings.
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2. Methods 2.1. Participants and assignment 2.1.1. Initial sample The study was conducted in eight adolescent clinical care sites in Los Angeles, New York, and San Francisco. The clinical sites were hospital-based adolescent medical clinics or community-based agencies that draw clients from multiple sources, including advocacy groups and advertisements. From these sites, 302 YPLH were recruited with informed consent. Parental consent was obtained if the YPLH was under age 18 and if the parents were available (e.g. the YPLH was not homeless) and knew the youth's HIV status. Each YPLH was paid $20±25 to participate in a 2.5-h interview at the time of recruitment. We reassessed the recruited YPLH approximately 3 months later. At this time, 36 YPLH were too sick to participate or were lost to follow-up. Thus, 266 YPLH were available to be assigned to the Immediate Intervention and the Control conditions, 126 from Los Angeles (two sites), 91 from New York (®ve sites), and 49 from San Francisco (one site). YPLH were assigned to the Immediate Intervention or Control conditions in small cohorts of about 15 YPLH each. The number of YPLH in each cohort ranged from 4 to 20; all cohorts started at a minimum of 10 YPLH, but some YPLH were lost before assignment took place. The YPLH recruited were held in a waiting state until a suf®cient number were recruited from the same site to form a cohort, a process usually taking several months. We assigned alternating cohorts within each site to the Immediate Intervention and Control conditions. To gain support for the program from the clinical staff, each site started with a cohort in the Immediate Intervention Condition; the next cohort was assigned to the Control Condition, etc. In six of our eight sites, we had an odd number of cohorts. Thus, the last cohort was assigned to the Immediate Intervention Condition. Therefore, as shown in Fig. 1, across the eight sites there were 14 cohorts in the Immediate Intervention Condition (n ˆ 182; 13 per cohort, on average) and eight cohorts in the Control Condition (n ˆ 84; 11 per cohort, on average). Since sequential cohorts of YPLH were assigned to the intervention conditions, this design could result in a bias in the estimated intervention effect. If there was a systematic trend in the participants recruited, for example, the participants who were recruited early, and thus assigned to the Immediate Intervention Condition, may have engaged in more risk behaviors than those recruited later. Therefore, we used logistic regression to assess the presence of such time trends, regressing order of entry into the study on each index of risk behaviors collected at the baseline interview. No signi®cant time trend was found in this analysis. Among YPLH assigned to the Immediate Intervention and Control conditions (n ˆ 266), most were male (79%); gay or bisexual males accounted for 69% of participating
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Table 1 Sociodemographic characteristics at baseline of those who were evaluated prior to and following the module 3 intervention, those lost to follow-up, and those ineligible for participation (*P , 0.05)



Male* Gay/Bisexual (Male only) Lesbian (Female only) Ethnicity African American Latino White Other Mean Baseline Age (in years) (SD) High School Graduate/GED City* Los Angeles New York San Francisco HIV Symptomatic Recent Unprotected Intercourse Drugs/Alcohol Abstinence No. Outpatient Visits (visits per subject)



Evaluated (n ˆ 104) %



Lost (n ˆ 55) %



Ineligible (n ˆ 107) %



73 93 18



93 80 0



77 91 13



26 42 18 13 21.03 (2.05) 63



11 42 31 16 21.44 (1.70) 72



30 36 19 16 20.67 (1.95) 61



49 36 15 30 20 20 5.20 (4.59)



58 18 24 47 20 15 5.46 (4.53)



40 41 19 42 17 20 6.13 (5.04)



YPLH. Participant age ranged from 13 to 24 years (M ˆ 20.96, SD ˆ 2.1); females were younger than males by about 1.2 years (P , 0.0005). Most YPLH belonged to ethnic minority groups (79%), and 64% had graduated from high school or had their GED. On average, YPLH had tested seropositive for HIV 2.1 years before they were recruited (SD ˆ 2.1; median ˆ 1.4 years). 2.1.2. Module 3 sub-sample It took longer to recruit the YPLH than anticipated and, as a result, the funding ended before all YPLH completed all modules. It was not possible to extend funding because ethical considerations required that all YPLH had to be provided with the intervention, including those in the Control Condition. There were 159 YPLH who were recruited with suf®cient time for evaluation of Module 3 (shaded area of Fig. 1); 55 were lost to follow-up (almost all during the delivery of Module 1). Thus, pre- and postassessments were conducted with 104 YPLH for Module 3. As shown, 66% (104/159) of the original cohort were assessed for Module 3: 61% of those eligible from the Immediate Intervention Condition and 75% of those eligible from the Control Condition. Table 1 presents baseline comparisons for the 104 YPLH for whom pre- and post-assessments were conducted, the ineligible YPLH (n ˆ 107) who were recruited too late to be included in the assessment of Module 3, and the YPLH who were lost during the ®rst 6 months of the study (i.e. during the delivery of Module 1; n ˆ 55). As shown, the three groups differed in only two ways: more heterosexual males were lost to follow-up, and Los Angeles lost more YPLH compared to other sites. The analyses of the intervention effects controlled for these two factors. As also shown in Table 1, most YPLH eligible for



Module 3 were gay or bisexual males who self-identi®ed as African±American or Latino. More than half were high school graduates (or GED equivalent), most lived in Los Angeles or New York, and their mean age was 21 years (SD ˆ 2.05). Nearly one third reported symptoms of HIV in their lifetime, but almost none had physical symptoms concurrent with the intervention. One out of ®ve YPLH had recently (within the past 3 months) engaged in unprotected anal or vaginal intercourse, and a similar proportion had abstained from drugs and alcohol. In addition, YPLH had recently made ®ve outpatient medical visits on average. 2.2. Intervention Table 2 summarizes the content of each intervention module. Prior to the delivery of Module 3, all participants in the Intervention Condition received Modules 1 and 2 of the intervention. Therefore, the evaluation of Module 3 re¯ects the impact of Module 3, given the delivery of the previous two modules. The eight sessions of the Being Together Module emphasized how YPLH could increase their life satisfaction and emotional strength by: (1) identifying a basic set of values that de®ne a personal identity as a person living with HIV, in particular distancing themselves from a self-destructive sense of self; (2) reducing negative emotional reactions (pain, loss, and discontent) in response to living with their serostatus; (3) increasing perceptions of personal control; (4) reducing self-destructive motivations, particularly for substance use; and (5) living fully and joyously in the present moment. In these eight sessions, YPLH learned how to develop an awareness of every moment in life through meditation. Each session of the intervention had a basic structure as follows: (1) review successes and goals from the previous session; (2) present new content; (3) set goals for the coming week; and (4)
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Content



1 2 3 4 5 6 7 8 9 10 11 12



Module 1: Staying Healthy Attitudes toward living with HIV Exploring future goals Disclosure of status Coping with stigma Staying healthy Drug and alcohol use Changing substance abuse Preventing re-infection Staying calm Attending health care appointments Taking prescribed medications Participating in medical care decisions



1 2 3 4 5 6 7 8 9 10 11



Module 2: Act Safe Protecting yourself and your partner Selecting protection methods and sex acts Disclosing your serostatus to your partner Getting a partner to accept using condoms Refusing unprotected sex Establishing the commitment to be drug-free Stopping drug and alcohol thoughts Avoiding external triggers Avoiding internal triggers Handling anxiety and anger to reduce drug use Handling drugs, alcohol, and sex



1 2 3 4 5 6 7 8



Module 3: Being Together How can I have a better quality of life? How can I reduce negative feelings? Who am I? Is what I see the real thing? What direction should I follow? How can I be a good person? How can I get wise? How can I care about others?



identify positive experiences during the session. While YPLH varied in age from 14 to 23 years, the content and structure of the module were similar for all YPLH. Because the YPLH had initiated high risk acts at early ages, the intervention issues were very similar across age, and most participants were older adolescents (i.e. over age 16). The intervention was delivered in small-group settings by facilitators trained speci®cally for this project. Facilitators were ethnically diverse male and female co-leader pairs. They received intensive training from teams of experienced cognitive-behavioral intervention researchers. The training included reviewing the study's theoretical orientation, the intervention manual, and a videotape of model sessions, as well conducting practice sessions. Actual group sessions were videotaped and rated for content delivery. Participants received $10 for the ®rst intervention session they attended. For each subsequent session attended, the incentive increased cumulatively by $2 ($12 for the second session, $14 for the third session, etc.). SeeRotheram-Borus et al. (2000, in press), for full methodological details of the intervention.
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Table 3 summarizes the comparisons of background factors at baseline among three subgroups of YPLH based on their Module 3 intervention status: Intervention Attended (those assigned to the Immediate Intervention Condition who attended at least one session; n ˆ 42), Control (n ˆ 36), and Intervention Non-Attended (those assigned to the Immediate Intervention Condition who did not attend any sessions; n ˆ 26). There were no statistically signi®cant background differences between YPLH in the three conditions. Among YPLH assigned to the intervention, 62% (n ˆ 42) attended at least one session. Among those who attended intervention sessions, mean attendance at Module 3 was 5.33 sessions (SD ˆ 2.58, range ˆ 1±8), indicating that 67% of the sessions were attended. 2.3. Assessments Assessments were conducted at four points for YPLH in both conditions: (1) prior to any intervention; (2) 3 months following the delivery of Module 1; (3) 3 months following the delivery of Module 2 and prior to Module 3; and (4) 3 months following the delivery of Module 3. This report focuses on differences in YPLH from the third and fourth assessment points, as shown in Fig. 1. Data were collected by trained, ethnically diverse interviewers using assessments programmed on laptop computers. Training for the interviewers included: reviewing all questions and role playing each question in the interview schedule, discussing hypothetical situations in-depth, reviewing intensively the written interviewer's guide created for this study, adhering to the crisis protocol, reporting physical or sexual abuse, using laptop computers, and making referrals. Different staff were used for the interviews than for the intervention delivery. Each interviewer received weekly individual supervision, including feedback from the QA review of their audiotaped interviews. All interviews were audiotaped, and about 10% were randomly monitored for QA. Assessments of appropriate referrals for crisisrelated behaviors (suicide, health problems), clari®cation of ambiguous responses, and correct reading of transition statements indicated that interviewers had met interviewer criteria on 91% of the occasions, with a range of 82±100% for individual interviewer's accuracy. 2.3.1. Primary outcome: quality of life The ®rst three QOL measures were items from the Medical Outcome Study SF-36 instrument (Ware & Sherbourne, 1992). First, a subjective assessment of poor health was obtained by asking, `In general, would you say your health is: excellent (1), very good (2), good (3), fair (4), or poor (5)?' Second, YPLH were asked how much they were physically limited by performing 10 activities of daily living, such as lifting objects, climbing stairs, or bathing and dressing (Ware & Sherbourne, 1992). Responses ranged from `limited a lot (1)' to `not limited at all (3)' (a ˆ 0.94). Third, YPLH were asked to rate their energy/vitality level
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Table 3 Baseline characteristics for module 3



Male Gay/Bisexual (Male only) Lesbian (Female only) Ethnicity African American Latino White Other Mean Baseline Age (in years) (SD) High School Graduate/GED City Los Angeles New York San Francisco HIV Symptomatic



Intervention attended (n ˆ 42) %



Control (n ˆ 36) %



Intervention non-attended (n ˆ 26) %



81 91 13



61 95 21



77 95 17



33 38 21 7 21.26 (1.68) 73



25 44 11 19 20.67 (2.51) 53



15 46 23 15 21.15 (1.89) 60



50 38 12 34



44 36 19 26



54 31 15 28



on a nine-item scale (Ware & Sherbourne, 1992) (a ˆ 0.86), which assessed the amount of time they felt full of energy, nervous, worn out, etc. Responses ranged from `all of the time (1)' to `none of the time (6)'. The fourth aspect of QOL (mental health) was assessed by measuring symptoms of emotional distress with the Brief Symptom Inventory (BSI; Derogatis, 1993), which assesses the degree to which persons are bothered by mental health symptoms [scored 0 (`not at all') to 4 (`extremely'). A global estimate of emotional distress was obtained with the total 53-item scale (a ˆ 0.96), and the nine primary symptom dimensions of the BSI were disaggregated to measure speci®c symptomatologies: somatization (seven items, a ˆ 0.81), obsessive-compulsive disorder (six items, a ˆ 0.88), interpersonal sensitivity (four items, a ˆ 0.68), depression (six items, a ˆ 0.83), anxiety (six items, a ˆ 0.83), hostility (®ve items, a ˆ 0.70), phobic anxiety (®ve items, a ˆ 0.82), paranoid ideation (®ve items, a ˆ 0.65), and psychoticism (®ve items, a ˆ 0.73). Emotional distress was also measured with the 37-item Manifest Anxiety Scale (Reynolds & Richmond, 1985) (a ˆ 0.91). Symptoms of anxiety were measured as `present' (2) or `absent' (1). We examined sub-scales of the Manifest Anxiety Scale (physiological anxiety, worry/ oversensitivity, and social concerns/concentration), but found no signi®cant differences among the Intervention Attended, Intervention Non-Attended, and Control conditions. Therefore, these sub-scales are not presented. HIV symptomatology was assessed by asking YPLH at the post-Module 3 assessment, `Have you had HIV symptoms in the past 3 months?' 2.3.2. Secondary outcome: coping style A modi®ed version of the Dealing with Illness Inventory was used to assess coping style (Namir, Wolcott, Fawzy & Alumbaugh, 1987; Murphy, Rotheram-Borus & Marelich, 2000). YPLH were asked how often they used select coping



styles in the previous 3 months to help them deal with their HIV disease. Responses ranged from `never' (1) to `always' (5). Five of the factor-analyzed sub-scales are included in these analyses: positive action (11 items, a ˆ 0.84), selfdestructive escape (six items, a ˆ 0.72), social support (®ve items, a ˆ 0.76), passive problem-solving (eight items, a ˆ 0.81), and non-disclosure (four items, a ˆ 0.62). 2.4. Data analysis For this analysis, an intent-to-treat analysis was conducted by evaluating participants who were assessed at points 3 and 4 (see Fig. 1). Using pre-intervention scores, gender, and city as covariates, analysis of covariance (ANCOVA) was conducted to examine post-intervention scores between the Immediate Intervention and Control conditions. For intent-totreat analyses, relative effect sizes were calculated with the following formula using data from ANCOVA results: 100% £ [(Intervention Outcome±Control Outcome)/Control Outcome]. After completing the intent-to-treat analysis, three-condition comparisons were made among the Intervention Attended, Control, and Intervention Non-Attended conditions to explore intervention effects that differentiated YPLH who were assigned to the intervention but did not attend from those who were assigned and did attend. Relative effect sizes for the three-condition comparisons were calculated with the following formula using data from ANCOVA results: 100% £ [(Intervention Attended Outcome±Control Outcome)/Control Outcome]. Means were adjusted to make them comparable with respect to baseline scores. Dose effects were assessed with Spearman correlation analyses: correlations between number of intervention sessions attended and each study variable were examined. There were no signi®cant Spearman correlations between the number of intervention sessions attended and outcome variables. Therefore, no dose effects are reported. Longitudinal Ordinary Least Squares (OLS) multivariate
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Table 4 Intervention effects based on intent-to-treat analyses and three-condition analyses (means adjusted for pre-intervention scores, gender and city). *P , 0.05, **P , 0.01



Poor Health Rating (1±5) Low Physical Limitation (1±3) Energy/Vitality (1±6) Brief Symptom Inventory (0±4) Global Somatization Anxiety Phobic Anxiety Manifest Anxiety (1±2) Coping (1±5) Non-Disclosure a b c d e



Immediate intervention (n ˆ 68)



Control (n ˆ 36)



2.30 2.82 4.08



2.51 2.73 4.02



0.48 0.45 0.33 0.34 1.33 2.16



Relative Effect Size a (n ˆ 42)



Intervention Attended (n ˆ 36)



Control (n ˆ 26)



Intervention non-attended



Relative effect size (%) b



8.4% 3.3% 1.5%



2.47 2.82 4.06



2.51 2.73 4.02



2.00 2.81 4.11



0.80 c** 0.73 c* 0.79 c** 0.71 c** 1.38



40.0% 38.4% 58.2% 52.1% 3.6%



0.43 0.38 0.29 0.25 1.33



0.80 d** 0.72 d** 0.79 d** 0.71 d** 1.38



0.55 e* 0.54 0.39 e** 0.45 1.34



46.3 47.2 63.3 64.8 3.6



2.48 c*



12.9%



2.03



2.47 d**



2.35



17.8



1.6 3.3 1.0



100% £ [(Intervention Outcome±Control Outcome)/ Control Outcome]. 100% £ [(Intervention Attended Outcome±Control Outcome)/ Control Outcome]. Immediate Intervention vs. Control. Intervention Attended vs. Control. Control vs. Intervention Non-Attended.



regression analyses were used to elaborate relationships between intervention condition membership and change in QOL, to highlight the directions of associations and to assess the independent effects of coping. Change was computed by subtracting the value of a variable from its subsequent value. For OLS analyses, previous values of the dependent variable are controlled, so that coef®cients for independent variables are effects on change in the dependent variable between two time points. In addition, previous values and change scores for coping are included as independent variables in the regression models. When a change score is included as a predictor of a subsequent outcome, previous scores represent the amount of the score that is stable between two time points, and the change score represents variation between the two time points. In all regression analyses, the comparison group for intervention attendance was Control Condition membership. For multivariate analyses, recent HIV symptomatology was controlled. By including HIV symptomatology as a covariate, it was possible to delineate effects of the intervention on QOL, independent of the effect of HIV symptoms on QOL. This type of control is important because presentation of somatic symptoms could be confounded by symptoms of HIV infection (Castellon, Hinkin, Wood & Yarema, 1998; Kalichman, Sikkema & Somlai, 1995).



3. Results 3.1. Intervention Effects Table 4 presents post-intervention adjusted mean scores and relative effect sizes in the intent-to-treat analysis for the ®ve domains of QOL for YPLH in the two intervention



conditions. Table 4 also summarizes the three-condition analysis comparing Intervention Attended, Intervention Non-Attended, and the Control conditions. As shown, results are similar between the intent-to-treat analysis and the three-condition analysis. The pre-post differences on BSI global and subscale scores for the Intervention Condition decreased from 0.19 to 0.22; in contrast, the scale scores for the Control Condition increased from 0.04 to 0.19. After Module 3 implementation, YPLH assigned to the Immediate Intervention Condition had signi®cantly lower global BSI scores than the Control Condition (relative effect size ˆ 40.0%). On speci®c symptom scales, YPLH in the Intervention Attended Condition had signi®cantly lower scores on somatization (relative effect size ˆ 38.4%), anxiety (relative effect size ˆ 58.2%), and phobic anxiety (relative effect size ˆ 52.1%). There were no signi®cant differences by intervention condition on the other six BSI subscales, and these scores are not shown in Table 4. Scores on the Manifest Anxiety scale did not differ signi®cantly between the Immediate Intervention and Control conditions, or among the three conditions (Intervention Attended, Intervention Non-Attended, Control). Coping style was signi®cantly different only for non-disclosure style of coping. Pre-post difference scores decreased 0.06 for the Intervention Condition (0.17 decrease for the Intervention Attended Condition) and increased 0.15 for the Control Condition. YPLH in the Intervention Attended Condition reported signi®cantly lower levels of non-disclosure coping (i.e. refused to think about serostatus, hiding serostatus, etc.) than the Control Condition (relative effect size ˆ 17.8%), as shown in Table 4. YPLH in the different conditions did not differ signi®cantly on any of the other coping styles, and these scores are not shown in Table 4.
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Table 5 Regression of post-module 3 global BSI, BSI-somatization, and BSI-phobic anxiety on intervention group status, HIV symptomatology, and change in nondisclosure coping (n ˆ 93), *P , 0.05, **P , 0.01 Independent variables



Global BSI B



Pre-Module 3 BSI Intervention Attended a Intervention Non-Attended a HIV Symptoms in Past 3 Months (/no) Pre-Module 3 Non-Disclosure Coping Change in Non-Disclosure Coping



a



BSI Somatization (SE)



0.49 (0.07) 2 0.20 (0.09) 2 0.09 (0.11) 0.36 (0.13) 0.10 (0.05) 0.08 (0.06) R 2 ˆ 0.53 F (6,86) ˆ 16.16**



b



B



0.57** 2 0.19* 2 0.08 0.23** 0.19* 0.12



0.38 (0.07) 2 0.31 (0.11) 2 0.09 (0.12) 0.61 (0.14) 0.09 (0.05) 2 0.03 (0.07) R 2 ˆ 0.48 F(6,86) ˆ 13.09**



(SE)



BSI-Phobic Anxiety



b



B



0.44** 2 0.27** 2 0.07 0.36** 0.15 2 0.03



0.48 (0.07) 2 0.30 (0.12) 2 0.13 (0.14) 0.18 (0.16) 0.11 (0.06) 0.13 (0.08) R 2 ˆ 0.45 F(6,86) ˆ 11.73**



(SE)



b 0.56** 2 0.23* 2 0.10 0.10 0.18* 0.15



Reference group ˆ Control condition.



There were no signi®cant pre- and post-intervention mean differences among YPLH in either of the intervention conditions for subjective poor health, physical limitations, or energy/vitality level, which may be indicative of the relative healthiness of this cohort. That is, the absence of a signi®cant intervention effect may have resulted from initially high levels of energy/vitality and low levels of physical limitation. For example, prior to implementation of Module 3, the mean level of physical limitation for all YPLH was 2.77 (SD ˆ 0.42). Responses to this scale range from 1 to 3 (where 3 ˆ not at all physically limited), clearly demonstrating that most YPLH were experiencing no limitations in their physical activity and that changes in physical limitation were constrained by ceiling effects. Similarly, ceiling effects on pre-intervention scores were found for energy/vitality (M ˆ 4.26 (SD ˆ 1.30), range ˆ 1±6). These constrained pre-intervention scores, combined with the small sample size, may have made it dif®cult to detect a signi®cant intervention effect. 3.1.1. Elaboration of intervention effects Elaboration of the intervention effects was accomplished by introducing other select variables into OLS regression models for change in emotional distress. In the Elaboration Model, a focal relationship is expanded upon in an attempt to further explain or specify the relationship (Aneshensel, 1999; Rosenberg, 1968). The focal relationship may be weakened or bolstered by other factors or may remain unaffected. In either case, it has been made more meaningful. Focal relationships between intervention group attendance and the QOL were elaborated by including covariates in longitudinal analyses of three of the emotional distress outcomes that differed signi®cantly by intervention condition (global BSI, BSI-somatization, and BSI-phobic anxiety). HIV symptomatology was controlled to account for confounding effects of HIV-related health on emotional distress. Non-disclosure coping and change in non-disclosure coping were included as correlates because bivariate analyses revealed a signi®cant positive association between this style of coping and the global BSI measure (Pearson R ˆ 0.21, P , 0.05) and



because the Intervention Attended Condition differed signi®cantly from the Control Condition on this measure, as discussed above. Demographic variables (age, gender, city, sexual orientation, ethnicity, and education) were controlled for in initial analyses, but none of these variables were independently associated with emotional distress and, therefore, are not included in the OLS models. In these analyses, the intervention effect is a measure of its independent effect on change in emotional distress over time, holding constant nondisclosure coping, change in non-disclosure coping, HIV symptomatology, and initial levels of emotional distress. The regression model for BSI-anxiety is not presented because change in BSI-anxiety was not independently associated with non-disclosure coping, change in non-disclosure coping, or HIV symptomatology. Correlates of the global BSI measure of emotional distress, BSI-somatization, and BSI-phobic anxiety are shown in Table 5. Decrease in global emotional distress between the pre- and post-Module 3 assessments was a function of being in the Intervention Attended group. Increase in global emotional distress was a function of persisting high levels of emotional distress, Control Condition membership (as opposed to Intervention Attended membership), HIV symptomatology, and elevated levels of non-disclosure coping prior to Module 3. That is, YPLH in the Intervention Attended Condition were less likely to experience increasing emotional distress than YPLH in the Control Condition, who initially scored high on non-disclosure coping and emotional distress, and who experienced symptoms of HIV in the past 3 months. Independent variables in this model accounted for a large amount of variance in changing emotional distress, largely attributable to persisting levels of emotional distress. Decreasing somatization was a function of being in the Intervention Attended group. Increasing somatization was a function of persisting levels of somatic symptoms, Control Condition membership (as opposed to Intervention Attended membership), and HIV symptomatology. The effect of HIV symptomatology was larger in magnitude than the Intervention Attended effect but established the independent in¯uence



M.J. Rotheram-Borus et al. / Evaluation and Program Planning 24 (2001) 227±237



of the intervention on decreasing somatization, holding constant the effect of HIV-related health. Similar to the model for global emotional distress, independent variables in this model accounted for a large proportion of the variance in changing somatization, largely attributable to persisting somatization. Decreasing phobic anxiety was associated with being in the Intervention Attended group. Increasing phobic anxiety was associated with persisting phobic anxiety, Control Condition membership (as opposed to Intervention Attended membership), and pre-Module 3 non-disclosure coping. HIV symptomatology was not independently associated with increasing phobic anxiety, and this model accounts for 45% of the variance in increasing phobic anxiety. 4. Discussion The Being Together intervention module, which aimed to improve the QOL among YPLH, had a statistically signi®cant in¯uence on emotional distress, a key aspect of QOL. Compared to YPLH in the Control Condition, YPLH who attended the Being Together intervention reported signi®cantly lower levels of global emotional distress, somatization, anxiety, and phobic anxiety, as measured by the BSI, with relative effect sizes ranging from 46.3 to 64.8%. BSI scores found among these YPLH were also lower than scores found in an adolescent nonpatient normative sample (Derogatis, 1993). In addition, intervention attendance was associated with decreasing emotional distress over time. These results demonstrate that the intervention was successful in providing YPLH with skills and affective response repertoires that improved their psychological health. For this study, we examined how the intervention effect on emotional distress would be weakened or bolstered by controlling for HIV symptomatology. We found that the intervention in¯uences YPLHs emotional distress, even when controlling for HIV symptoms in the past 3 months. This is an important ®nding in light of the fact that change in emotional distress, especially somatization, may have re¯ected HIV symptom experience. Standardized regression coef®cients indicated that effect sizes for intervention attendance and HIV symptomatology were somewhat similar. In fact, the unstandardized effect size for intervention attendance fell within the 95% con®dence interval of HIV symptomatology for both the global BSI measure and somatization. The focal relationship between intervention attendance and decreasing somatization was enhanced by controlling for HIV symptomatology, which did not independently in¯uence change in phobic anxiety. Non-disclosure coping independently affected global emotional distress and phobic anxiety. The relationships were positive, indicating that high and increasing levels of this style of coping were related to increasing emotional distress. These ®ndings are consistent with previous research (Murphy et al., 2000), in which non-adaptive
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coping was associated directly with increased anxiety and depression. Thus, in comparison to Control Condition membership, intervention attendance is related to decreasing emotional distress, taking into account unit change in non-disclosure coping. The magnitude of the intervention effect in all regression models was larger than that for nondisclosure coping, demonstrating the pervasive in¯uence of the intervention in affecting YPLHs mental health. The Being Together intervention module was associated with differences in only one coping style: non-disclosure coping. There was no signi®cant interaction effect between intervention attendance and non-disclosure coping on any of the mental health outcomes. Further investigation is needed to identify how non-disclosure in¯uences QOL. The intervention may have been associated with somatic symptomatology because of the intervention's focus on developing meditation skills. Meditation is a widely used technique for stress management, as well as pain management and control (Gordon, Sobel & Tarazona, 1998; McCain et al., 1996; Vigne, 1997). Meditation may enable YPLH to learn to appraise their experience of HIV symptoms or other health problems in relation to the meanings they attach to bodily sensations, rather than to their awareness of underlying disease. By utilizing meditation techniques for exploring the self, and by learning how not to separate the self from pain and physical symptomatology, YPLH may be instilled with skills that allow them to endure discomfort or perceive lower levels of discomfort. Experiences of discomfort may, in turn, be manifested in terms of somatic symptoms. Limitations of the study and the data analyzed and presented merit mention. Because of slow recruitment rates and clinician' concerns, we did not randomly assign individual YPLH to intervention conditions, which may pose a threat to internal validity. Examination of the sociodemographic, health, and transmission behaviors among the YPLH did not indicate a selection bias. We assessed a relatively large number of primary and secondary outcomes which increases the possibility that the signi®cant intervention effects were due to chance. The small sample size may also have limited our ability to detect signi®cant and important differences between groups of YPLH based on their intervention status (i.e. attended, non-attended, and control). For example, the three groups did not differ by gender, even though 81% of YPLH who attended the Being Together module were male and only 61% of YPLH in the control group were male. In addition, it was not possible to control for multiple other possible predictors of emotional distress in the longitudinal regression models because the sample size limited the number of independent variables that could be examined. In the longitudinal regression models, endogeneity of the change in coping score could have resulted in biased parameter estimates. However, there was no indication that a serious selection bias was operating and those factors that were associated with retention in the study (being male and in San Francisco or New York) were
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controlled in all analysis. Although we treated change in coping as an independent variable, it is possible that it may have been in¯uenced by other variables in the system and such endogeneity may have affected the results. The changes found in association with attending this intervention module are going to become increasingly important as YPLH live longer with the success of highly active anti-retroviral therapies. A positive QOL provides motivation for survival and healthy behaviors among those with a chronic or terminal illness. By promoting positive states of emotional well-being, interventions that aim to improve QOL may also support the public health agenda by encouraging and supporting the maintenance of behaviors that reduce HIV transmission and drug-resistant viral mutation. Acknowledgements This research was supported by Grant R01 DA-07903 from the National Institute on Drug Abuse to the ®rst author. References Aneshensel, C. S. (1999). Strategies of multivariate analysis. Manuscript forthcoming. Castellon, S. A., Hinkin, C. H., Wood, S., & Yarema, K. T. (1998). Apathy, depression, and cognitive performance in HIV-1 infection. Journal of Neuropsychiatry and Clinical Neuroscience, 10 (3), 320±329. Centers for Disease Control and Prevention (1998). Combating complacency in HIV infection, Atlanta, GA: Centers for Disease Control and Prevention. Centers for Disease Control and Prevention (1999). Young people at riskÐ Epidemic shifts further toward young women and minorities, Atlanta, GA: Centers for Disease Control and Prevention. Cohen, S. R., Hassan, S. A., Lapointe, B. J., & Mount, B. M. (1996). Quality of life in HIV disease as measured by the McGill Quality of Life Questionnaire. AIDS, 10 (12), 1421±1427. Cunningham, W. E., Bozzette, S. A., Hays, R. D., Kanouse, D. E., & Shapiro, M. F. (1995). Comparison of health-related quality of life in clinical trial and nonclinical trial human immunode®ciency virus infected cohorts. Medical Care, 33(Suppl. 4), S15±S25. Derogatis, L. R. (1993). Brief Symptom Inventory: Administration, scoring, and procedures manual, Minneapolis, MN: National Computer Systems, Inc. Ewart, C. K. (1991). Social action theory for a public health psychology. American Psychologist, 46 (9), 931±946. Friedland, J., Renwick, R., & McColl, M. (1996). Coping and social support as determinants of quality of life in HIV/AIDS. AIDS Care, 8 (1), 15± 31. Gordon, N. P., Sobel, D. S., & Tarazona, E. Z. (1998). Use of and interest in alternative therapies among adult primary care clinicians and adult members in a large health maintenance organization. Western Journal of Medicine, 169 (3), 153±161. Hays, R. D., Cunningham, W. E., Ettl, M. K., & Beck, C. K., et al. (1995). Health-related quality of life in HIV disease. Assessment, 2 (4), 363±380. Holmes, W. C., & Shea, J. A. (1997). Performance of a new, HIV/AIDStargeted quality of life (HAT-QoL) instrument in asymptomatic seropositive individuals. Quality of Life Research, 6 (6), 561±571. Kalichman, S. C., Sikkema, K. J., & Somlai, A. (1995). Assessing persons with human immunode®ciency virus (HIV) infection using the Beck



Depression Inventory: Disease processes and other potential confounds. Journal of Personality Assessment, 64 (1), 86±100. Karnofsky, D. A., Abelmann, W. H., Craver, L. F., & Burchenal, J. H. (1948). The use of nitrogen mustards in the palliative treatment of cancer. Cancer, 1, 634±656. Kelly, J. A., Murphy, D. A., Bahr, G. R., Kalichman, S. C., Morgan, M. G., Stevenson, L. Y., Koob, J. J., Bras®eld, T. L., & Bernstein, B. M. (1993). Outcome of cognitive-behavioral and support group brief therapies for depressed, HIV-infected persons. American Journal of Psychiatry, 150 (11), 1679±1686. Lawton, M. P. (1999). Quality of life in chronic illness. Gerontology, 45 (4), 181±183. Leiberich, P., Engeter, M., Olbrich, E., Rubbert, A., Schumacher, K., Brieger, M., Kalden, J. R., & Joraschky, P. (1997). Longitudinal development of distress, coping and quality of life in HIV-positive persons. Psychotherapy and Psychosomatics, 66 (5), 237±247. Lenderking, W. R., Testa, M. A., Katzenstein, D., & Hammer, S. (1997). Measuring quality of life in early HIV disease: The modular approach. Quality of Life Research, 6 (6), 515±530. Lubeck, D. P., & Fries, J. F. (1997). Assessment of quality of life in early stage HIV-infected persons: Data from the AIDS Time-oriented Health Outcome Study (ATHOS). Quality of Life Research, 6 (6), 494±506. Lutgendorf, S., Antoni, M. H., Schneiderman, N., & Fletcher, M. A. (1994). Psychosocial counseling to improve quality of life in HIV infection. Patient Education and Counseling, 24 (3), 217±235. McCain, N. L., Zeller, J. M., Cella, D. F., Urbanski, P. A., & Novak, R. M. (1996). The in¯uence of stress management training in HIV disease. Nursing Research, 45 (4), 246±253. Murphy, D. A., Rotheram-Borus, M. J., & Marelich, W. (2000). Factor structure of a coping scale across two samples: Do HIV-positive youth and adults utilize the same coping strategies? Manuscript submitted for publication. Namir, S., Wolcott, D. L., Fawzy, F. I., & Alumbaugh, M. (1987). Coping with AIDS: Psychological and health implications. Journal of Applied Social Psychology, 17, 309±328. National Institutes of Health (1997). Interventions to prevent HIV risk behaviors. NIH Consensus Statement 1997, Bethesda, MD: National Institutes of Health. Piette, J., Wachtel, T. J., Mor, V., & Mayer, K. (1995). The impact of age on the quality of life in persons with HIV infection. Journal of Aging Health, 7 (2), 163±178. Renwick, R., & Friedland, J. (1996). Quality of life experienced by a sample of adults with HIV. In R. Renwick & I. Brown, Quality of life in health promotion and rehabilitation: Conceptual issues, approaches, and applications (pp. 171±189). Thousand Oaks, CA: Sage. Reynolds, C. R., & Richmond, B. O. (1985). Revised Children's Manifest Anxiety Scale (RCMAS), Los Angeles, CA: Western Psychological Services. Rosenberg, M. (1968). The logic of survey analysis, New York: Basic Books, Inc. Rotheram-Borus, M. J., Lee, M. B., Murphy, D. A., Futterman, D., Duan, N., & Birnbaum, J., The Teens Linked To Care Consortium (2000). Ef®cacy of a preventive intervention for youth living with HIV. American Journal of Public Health, (in press). Rotheram-Borus, M. J., & Miller, S. (1998). Secondary prevention for youths living with HIV. AIDS Care, 10 (1), 17±34. Rotheram-Borus, M. J., O'Keefe, Z., Kracker, R., & Foo, H. -H. (2000). Prevention of HIV among adolescents. Prevention Science, 1 (1), 15±30. Smith, M. Y., Feldman, J., Kelly, P., DeHovitz, J. A., Chirgwin, K., & Minkoff, H. (1996). Health-related quality of life of HIV-infected women: Evidence for the reliability, validity and responsiveness of the Medical Outcomes Study Short-Form 20. Quality of Life Research, 5 (1), 47±55. Sowell, R. L., Seals, B. F., Moneyham, L., Demi, A., Cohen, L., & Brake, S. (1997). Quality of life in HIV-infected women in the south-eastern United States. AIDS Care, 9 (5), 501±512.



M.J. Rotheram-Borus et al. / Evaluation and Program Planning 24 (2001) 227±237 Swindells, S., Mohr, J., Justis, J. D., Berman, S., Squier, C., Wagener, M. M., & Singh, N. (1999). Quality of life in patients with human immunode®ciency virus infection: The impact of social support, coping style, and hopelessness. International Journal of STD and AIDS, 10 (6), 383± 391. UNAIDS Joint United Nations Programme on HIV/AIDS (1998). AIDS epidemic update: December 1998. Available online: http://www.unaids.org.



237



Vigne, J. (1997). Meditation and mental health. Indian Journal of Clinical Psychology, 24 (1), 46±51. Ware, J. E., & Sherbourne, C. D. (1992). The MOS 36-item short-form health survey (SF-36): I. Conceptual framework and item selection. Medical Care, 30, 473±483. World Health Organization (1947). Development and constitution of the World Health Organization, Geneva, Switzerland: World Health Organization.
























×
Report "Improving the quality of life among young people living with HIV"





Your name




Email




Reason
-Select Reason-
Pornographic
Defamatory
Illegal/Unlawful
Spam
Other Terms Of Service Violation
File a copyright complaint





Description















Close
Send

























Contact information


Joseph Rodriguez

 [email protected].


 Address: 


Tiptrans, Ste #29578,

Slevacska 476/2A,

Rumburk,

Ustecky / Usti nad Labem, 40801

Czech Republic






Helpful Links

	About Us
	Contact Us
	Copyright
	Privacy Policy
	Terms and Service
	FAQ
	Cookie Policy








Subscribe our weekly
Newsletter




Subscribe



















Copyright © 2024 C.COEK.INFO. All rights reserved.

	
	
	
	
	



























Our partners will collect data and use cookies for ad personalization and measurement. Learn how we and our ad partner Google, collect and use data. Agree & close




