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Abstract
Background: Urban adolescent and young adult women often require adult support throughout their transition to adulthood particularly regarding seeking healthcare. While confidentiality is crucial feature of care delivery, successful adherence to treatment can be multi-factorial. The purpose of this study is to determine factors associated with parental notification and engagement in self-care of young women diagnosed with pelvic inflammatory disease (PID). Methods: This study utilizes data from 187 participants in the Technology Enhanced Community Health Nursing (TECH-N) study, a randomized controlled trial (RCT) of an intervention to prevent recurrent sexually transmitted infections (STIs) after a diagnosis of mild-moderate PID. Participants were recruited from pediatric ambulatory settings provided baseline demographic, reproductive history, and perceived social support using an audio computerized self-interview at baseline and parental notification collected during a two-week follow-up interview, served as the primary outcome. Results: Sixty-five percent of participants informed a parent of their PID diagnosis, 74% of whom reported receiving supportive care. Participants who reported a higher sense of responsibility to others were 17% less likely to inform a parent of their diagnosis. Conclusion: Most urban young women with PID notify parents of their diagnosis and obtain support for self-management in the outpatient setting. While autonomy is a critical milestone for transition to young adulthood, these data suggest that proactive youth-managed parental engagement may be an underutilized resource for young women diagnosed with PID.
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Introduction

Urban adolescent and young adult women often require adult support for successful self-management of reproductive health conditions throughout their transition to adulthood. While studies have evaluated the associations between adolescent confidentiality-seeking behavior and fear of parental retribution or disapproval, 1 few have considered the factors associated with adolescent initiated parental notification of sexually transmitted infections (STIs) or reproductive health decisions. Confidentiality remains the legal and ethical cornerstone of adolescent Page 13 and young adult clinical service delivery. Because successful outpatient adherence to treatment for complicated STIs, such as pelvic inflammatory disease (PID), involves complex self-management, adult support is often required to achieve optimal treatment outcomes. As such, the scope of confidentiality between patients and parents should be considered relative to variations in adolescent age, psychosocial status, economic autonomy,1 and status of their parental relationship.

Prior research suggests that urban young women often engage parents around reproductive health decisions.2 However, clinical providers are least likely to consider parental knowledge of the adolescent or young adult’s PID diagnosis when prescribing self-care dispositions for complicated STIs or PID. 3 Yet parental or other adult social support, defined as advice, comfort, medication reminders, is a well-established protective factor against adolescent risk taking behavior 4 and may enhance the adherence to the complex self-care regimen prescribed for treatment of PID. Prior data indicate that many adolescents treated for PID may not receive adequate self-care discharge instructions in pediatric ambulatory settings3,4 and engagement of adult social support may enhance adherence to the Centers for Disease Control and Prevention (CDC) recommended treatment regimen.5 The purpose of this study was to evaluate the factors associated with participant-initiated parental notification and parental engagement with self-care activities (e.g. medication reminders, advice, or comfort) of young women diagnosed with PID.

Materials And Methods

This study utilized preliminary analysis of data from the Technology Enhanced Community Health Nursing (TECH-N) trial (NCT01640379). The methods for the TECH-N study have been previously described in the literature, 6,7 but will be briefly reviewed here. The study is a single-blind randomized control trial (RCT) designed to evaluate a community health nursing (CHN) intervention using one-on-one home counseling visits supplemented with text message communications to the patients aged 13-25 years for improved clinical self-management and adherence. The goal of the intervention was to achieve shortterm reduction in adverse outcomes after a PID diagnosis. Only those participants randomized into the CHN intervention group received one-on-one counseling and text message reminders to take PID medication. Young women in the control arm did not receive any of the interventions. Participants were recruited from 2 outpatient clinics and adult and pediatric emergency depart ments of a large urban academic center in Baltimore, MD, USA. All eligible women completed a baseline Audio-Computerized Assisted Self-Interview (ACASI) through which participants provided data on demographics, reproductive and sexual history, parental notification behavior and perceived social support. The Johns Hopkins Medical Institutional Review Board (IRB) approved the study.

Social support was measured using the validated 24item Social Provision Questionnaire (SPQ). 8 The SPQ was derived from the conceptual framework of Robert Weiss and identified 6 domains to describe relationships: guidance (advice and information), reassurance of worth (respect for abilities and personal qualities), social integration (mutual interests and concerns and belonging to a group of similar others), attachment (expressions of caring and love), opportunity to provide nurtur ance (serving as support to others), and reliable alliance (tangible aid). The SPQ measure includes 4 questions for each of the 6 domains. Each item was scored using a 4-point Likert scale (strongly disagree, disagree, agree or strongly agree) ranging from a score of 1, indicating “strongly disagree,” to 4, indicating “strongly agree”. Both the total score and social support subscale scores for each of the 6 social provisions were calculated from the 4 questions specific to each domain for a range in score from 24-96. Higher scores indicated higher perceived social support.5 Cronbach’s alpha was calculated for internal consistency reliability of each subscale domain.

Parental notification and engagement (parental assistance with care) during the 2 week PID treatment period were ascertained during an in-person interview at a 2-week follow-up visit during which participants were asked about parental notification and engagement in treatment. The item included “Did you notify your parent or legal guardian about your PID diagnosis?” Parental notification was coded as Yes or No and this dichoto mous variable served as the primary outcome. Participant age was dichotomized into adolescent (14-17 years) or young adult (18-25 years). Logistic regression models used to determine the factors associated with parental notification and included evaluation of participant’s age, perceived social support (SPQ), number of current and lifetime sexual partners. Participant’s group status (intervention versus standard of care control) was controlled for in regression analysis due to potential confounding role of this variable.

Results

A total of 187 participants were in the sample. Most participants were African American (94%), Medicaid insured (80%), and resided in single female-headed households (66%) with most parents (80%) reporting high school or less as their level of education (Table 1). Mean age of all participants was 18.4 years [SD 2.2], although nearly one-third (34%) were adolescents between age 14-17 years and 66% were young adults between 18-23 years of age. Mean age of participants sexual debut (mean age 14.8 years, [SD 1.7]) and average lifetime sexual partners was 5.8 [SD 6.1]. Fifty-three percent of participants reported a previous STI diagnosis and 55% reported a previous diagnosis of pregnancy. Most participants (65%, N=121) notified a parent of their PID diagnosis with significantly more notification among younger women (adolescent: 85.9%; young adult: 53.7%; p<0.001) (Figure 1). Among participants reporting parental notification of their PID diagnosis, almost 3-quarters (74%) reported concurrent parental engagement in care of their PID diagnosis. Group assignment was not associated with parental notification (CHN intervention versus control, p=0.499). Of the 6 social provision sub-scales, the nurturance, reassurance and alliance sub- Page 14 scales (Cronbach’s alpha results were 0.44, 0.41, 0.73 respectively) were significantly associated with parental notification (Table 2). In the final logistic regression model, participants who reported an increased sense of responsibility for the well-being of others (an increase of one point in the Nurturance subscale) were almost 20% less likely to notify a parent about their diagnosis [OR 0.829 (95% CI: 0.707, 0.973; p=0.022)], controlling for participants’ age and intervention group status. Participants who reported a higher sense of recognition of competence, respect for abilities and personal qualities (Reassurance subscale) were 20% more likely to notify a parent about their diagnosis [OR 1.197 (95% CI: 1.008, 1.422; p=0.040)]. Finally, partici pants who reported a higher sense that they can count on others (Alliance subscale) were16% more likely to notify a parent about their diagnosis [OR 1.160 (95% CI: 1.023, 1.317; p=0.021)], controlling for participants age and intervention group status. Note: An odds ratio greater than one indicates a higher likelihood that a parent will be notified when the subscale score is higher. An odds ratio less than one indicate that an individual will be less likely to notify a parent when their subscale score is higher. *Indicates p value <0.05. Age (mean, sd) years 18.4, 2.2 African American race (%) 94 Medicaid Insured (%) 80 Highest Level of Parental Education High School or Less (%) 80 Head of participant’s household Mother/grandmother/aunt/sister (%) Father/grandfather/uncle/brother (%) Foster parent (%) Other relative/Legal guardian (%) Sexual Debut (mean age, sd) 14.8, 1.7 Lifetime Number of Sexual Partners (mean, sd) 5.8, 6.1 Previously diagnosed with STI (%) 53 Previously diagnosed with pregnancy (%) 55 Intervention/Control Study Arm (%) 54/46 Social Provision Subscales Mean (sd) Mean (Parent not notified)

Mean

(Parent notified) OR (95% CI) p-value Cronbach’s alpha Guidance (Advice or information) 12.4 (2.3) 11.9 (2.3 ) 12.7 (2.3) 1.143 (1.000, 1.308) 0.050 0.71 Reassurance* (Recognition of competence) 11.8 (1.9) 11.4 (1.7) 12.0 (1.9) 1.197 (1.008, 1.422) 0.040* 0.41* Integration (Sense of belonging) 11.9 (2.0) 11.8 (2.1) 12.0 (2.0) 1.047 (0.898, 1.222) 0.557 0.56 Attachment (Emotional closeness) 11.9 (2.0) 11.7 (2.0) 12.1 (2.0) 1.091 (0.935, 1.273) 0.266 0.50 Nurturance* (Assisting others) 11.6 (2.0) 12.0 (2.2) 11.3 (1.8) 0.829 (0.707, 0.973) 0.022* 0.44* Alliance* (Others can be counted on) 12.3 (2.5) 11.7 (2.6) 12.6 (2.4) 1.160 (1.023, 1.317) 0.021* 0.73* Table 1: Sociodemographic and sexual health characteristics, N=187.

Figure 1. Parental notification by age, p<0.001.

Table 2. Logistic regression analysis results of social support subscales by parental notification, N=187.
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Discussion

Our data indicate that most urban young women with PID notify a parent regarding their PID diagnosis and nearly 75% of these patients reported parental support during the treatment period. While parental notification was common when adolescents were hospitalized for PID as standard practice, there are no published reports on social support or parental engagement in the care for PID since treatment for mild to moderate disease has since shifted the outpatient setting. 5 Notably, patient age was a significant determinant of parental notification. Young women who per ceived greater responsibility to nurture others were more likely to undertake self-management alone while young women who perceived greater competency and ability to rely on others were more likely to notify a parent. Nurse and physician provider awareness of the patient’s sense of nurturance or responsibility to others (such as whether the patient is a parent or caretaker herself) could serve as an indicator to further inquire about the need for additional parental clinical support. Additionally, provider inquiry about perceived competence (reassurance) and ability to count on others (alliance) could indicate sources of strength and support in treatment and management of PID. This information could serve as an initiation point for the providers to further assess and discuss the potential value parental engagement in PID treatment or referral for additional health care services including home health for community nursing support.

Prior reports indicate that health providers who care for adolescents were least likely to consider parental involvement when making clinical disposition decisions for adolescents diagnosed with PID in the outpatient setting. 9 This lack of acknowledgment of the importance of parental involvement by providers may actually undermine effective engagement of supports for self-management. While autonomy is a critical milestone for transition to young adulthood, 1 these data suggest that support from a caring adult, including a parent, is important for most young women across ages who are managing care a diagnosis of PID in the outpatient setting. Clinician and nursing assessments of social supports during the patient interview and/or at the time of disposition may lead to identification of key social supports for self-care in the outpatient setting. Further, clinicians and discharging nurses may miss an opportunity to assist the adolescent with parental engagement when the parent is present with them in the outpatient clinic and/or emergency department where most participants were recruited in this sample.

The findings from this study should be considered in the context of several general limitations. Generalizability may be limited due to a fairly homogenous demographic population recruited from a single city and academic medical center located in a community with high STI rates. However, we purposely target this population because of the significant risks for reproductive morbidity and youth-parent relationship dynamics that facilitate communication about STIs and reproductive health that have been previously observed. 10 Additionally, we have limited information about the context of parental notification such as difficulty or challenges with revealing their diagnosis, context surrounding notification, and the true level of responsibility and independence for adolescents who self report a higher sense of nurturance, reassurance, and alliance.8 In conclusion, our findings support the notion that adolescents perceive PID as a serious medical problem as evidenced by parental notification and engagement behaviors. These findings are consistent with prior research indicating that adolescents generally indicated a preference for more help with PID care and parental preferences to support their daughters to ensure adequate follow-up for PID and other reproductive health issues.10,11 Future research to actively explore the potential role of adolescent-controlled parental notification and engagement as a strategy to increase outpatient support and adherence is war ranted. Helping adolescents to voluntarily capitalize on positive relationships with their parents and/or other supportive adults in their lives during the acute management phase may be an important public health strategy to reduce the adverse health outcomes associated with PID. Future work in this area should rely on perceived support and proceed with caution given the data on foregone care by adolescents without confidentiality.12
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