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Abstract

Background and Objectives: Parenting women in treatment for opioid use disorder (OUD)
report a lack of family centeredness and anticipatory guidance within well child care (WCC), and
WCC utilization is low among affected children. We explore priorities for WCC visit content to
inform primary care recommendations for this population.

Methods: Qualitative study of parenting women from one urban, academic OUD treatment
program, and pediatric primary care clinicians from a nearby affiliated pediatric practice. Eligible
parent participant had a child < 2 years old and were English speaking. Semi-structured interviews
elicited perspectives on WCC, with questions and prompts related to visit content. Inductive
thematic analysis was led by 2 investigators using open coding procedures.

Results: Among 30 parent participants, the majority were white (83%) and unmarried (90%).
Approximately 60% reported their child received pharmacotherapy for neonatal opioid withdrawal
syndrome (NOWS). Of 13 participating clinicians, 9 were attending pediatricians. Five themes
emerged from parental and clinician interviews: 1) improving knowledge and confidence related to
child development, behavior, and nutrition, 2) mitigating safety concerns, 3) addressing complex
health and subspecialty needs through care coordination, 4) acknowledging parental health and
wellbeing in the pediatric encounter, and 5) supporting health education and care related to
NOWS. Parents and clinicians expressed difficulty comprehensively addressing such issues due to
time constraints, social determinants of health, and significant informational needs.

Address correspondence to: Neera Goyal, Nemours Children’s Health Philadelphia, 833 Chestnut St, Ste. 300, Philadelphia, PA,
19107, neera.goyal@nemours.org, phone: 251-861-8800 fax: 215-861-8815.

Conflict of Interest Disclosures: None

Adherence to preprint policy: We attest that this manuscript is an original contribution not previously published (except as an
abstract) and is not be under consideration for publication elsewhere.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Goyal et al. Page 2

Conclusion: Parenting women in treatment for OUD and pediatric clinicians share multiple
priorities for anticipatory guidance within WCC visits and barriers to addressing them
comprehensively.
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INTRODUCTION

Opioid use disorder (OUD) during pregnancy is a major U.S. public health issue, with
neonatal opioid withdrawal syndrome (NOWS) currently estimated to affect one birth every
15 minutes.:2 Research on hospital care of newborns has focused on screening for prenatal
opioid exposure, NOWS treatment, and discharge planning. Many of these studies have
demonstrated that consistent, clear, and family-centered information communicated by the
newborn care team is important for parent-reported healthcare experiences.34 After hospital
discharge, pediatric primary care also plays a critical role in the continuum of health services
for these families.>

For parents with OUD and their children, risks to child health and development may

include ongoing substance use, poverty, parental trauma, social isolation, and stigmatization.
Regularly scheduled preventative visits to the pediatrician — or well child care (WCC) —
present an understudied opportunity to improve their healthcare.5-® The American Academy
of Pediatrics (AAP) promotes anticipatory guidance, screenings, and referral to community-
based resources during WCC visits, with more recent recommendations for a dyadic
approach for families affected by OUD.”:8 However, parents with OUD have reported
pediatric experiences that lack enhanced anticipatory guidance and key aspects of family
centeredness including open communication, personalized care, and respect.®19 Children
with prenatal opioid exposure attend fewer WCC visits, despite frequent clinical concerns
and higher acute care utilization.11-13 Given a lack of specific WCC guidelines for these
families, research is needed to inform visit content and implementation of WCC for these
families that is accessible and effective.

This study evaluated priorities for WCC visit content from the perspective of parenting
women in treatment for OUD and pediatric primary care clinicians. Findings will inform a
tailored, modular curriculum of WCC that is integrated into OUD treatment to increase the
effectiveness and perceived value of pediatric care.

METHODS

This was a qualitative study of parenting women in treatment for OUD and pediatric primary
care clinicians. Parents were from an urban, university-affiliated substance use disorder
treatment center for pregnant and parenting women that includes a licensed outpatient opioid
treatment program and a residential treatment program. This treatment center provides
comprehensive services to approximately 250 women annually, including individual and
group psychotherapy, pharmacotherapy (e.g., methadone, buprenorphine) for OUD, life
skills, and childcare services. Parents at this center were eligible for this study if they
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were: 1) receiving OUD treatment, 2) parenting a child < 2 years of age, and 3) English
speaking. Child legal guardianship was not required for study participation. Clinicians were
recruited from a nearby university-affiliated pediatric practice comprised of 14 primary
care attendings, 33 resident physicians, and 6 nurses/nurse practitioners, all of whom were
all eligible and invited to participate. The practice (approximately 24,000 primary care
visits annually) predominately serves Medicaid-insured patients, with WCC visits typically
scheduled for 15 minutes.

Procedures and Data Sources

Study procedures and materials were approved by relevant Institutional Review Boards,
including a waiver of written inform consent. Parent recruitment was conducted by two
study team members (VS, HS) using convenience sampling to identify potential participants.
Parents were telephoned by research personnel to determine eligibility and ascertain study
interest. A target sample size of 30 parents was planned to achieve thematic saturation based
on prior studies.1 Parental data were collected October 2020 to January 2021 through a
brief telephone survey followed by a 30-minute, semi-structured interview conducted by one
of two interviewers (VS, MG). Survey items asked participants to report demographics

and answer specific questions about their child’s healthcare experience. Parents were
compensated $50 for their time. Clinicians were recruited with an email containing a brief
study description and study contact information. We set an initial target sample size of 15
clinicians, with plans to collect additional data if thematic saturation was not achieved.1®
Clinician data were collected January to March 2021 through a brief telephone survey
followed by 30-minute semi-structured telephone interview conducted by one interviewer
(VS). Survey items asked participants to report demographics, OUD training or education,
and confidence with working with families impacted by OUD. No monetary compensation
was provided. All interviews were audio recorded and transcribed verbatim by Rev, a web-
based, HIPAA compliant speech to text transcription service (https://www.rev.com; Austin,
TX). Identifying information was removed.

Interview guides with open-ended questions were developed using the Consolidated
Framework for Advancing Implementation Research (CFIR) Guidelines.1® CFIR contains
domains to guide the assessment of potential barriers and facilitators to implementation of
an intervention (in this context, a tailored, modular curriculum of WCC integrated into OUD
treatment). Table 1 depicts some of the interview prompts that were used and their mapping
to CFIR domains. Although the full interview guide (available upon request) explored
multiple logistical considerations, including the perceived acceptability of a group WCC
visit format, we have reported results of identified barriers and facilitators elsewhere. Here
we focus on participant responses to the questions about clinical content of pediatric visits,
to inform WCC curriculum planning for the intervention. Of note, although the term NOWS
is preferred by some researchers and clinicians, we used the less-specific term Neonatal
Abstinence Syndrome (NAS) during the interviews and for data collection purposes as this
was more familiar to participants in our sample.1” Also, because our study focused on
pregnant and parenting women in treatment for OUD and their relationship as a mother

to their child, the terms ‘mother’ and ‘maternal’ were used during the interviews, and for
consistency will be used for the remainder of this report.18
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Data Analyses

RESULTS

Descriptive statistics were used for survey data. For interview data, thematic analyses were
conducted using an inductive approach, relying on the participant’s subjectively reported
experiences and perceptions.1® Transcript coding and analysis was led by 2 qualitative
researchers [ES, MG] using Dedoose V 8.0.35 and open coding procedures. Four maternal
interview transcripts and four clinician interview transcripts were coded independently to
establish acceptable inter-coder reliability (pooled Cohen’s Kappa coefficient K=.87 and
K=.85, respectively), after which remaining transcripts were divided among the two primary
coders.

Transcript excerpts coded as “Priorities for WCC Content” were organized into emergent
key themes and are reported here. Thematic saturation was determined when no new themes
were identified. 1920 Findings were presented to two maternal participants and two clinician
participants to validate thematic analyses. Debrief sessions were also held with the entire
research team to present findings and further validate or challenge data interpretations.
Results are reported in accordance with Consolidated Criteria for Reporting Qualitative
Research Guildlines.?

Participant Characteristics

Although 31 mothers were interviewed, one participant transcript was excluded from
analyses as their responses did not pertain to WCC. Of the 30 mothers whose responses
were included for analysis, the majority self-reported as white (83%), non-Hispanic (90%),
and unmarried (90%, Table 2). Most reported wanting more time with their child’s physician
(57%) and more information from their pediatrician on child development and behavior
(73%), NAS (67%), and parental stress, physical or mental health (57%).

Of the 53 clinicians invited to participate, 13 enrolled and provided interviews that were
included in thematic analysis. Most self-reported as female (92%), white (92%), and non-
Hispanic (92%; Table 2). Approximately half (54%) reported feeling very confident working
with families affected by substance use.

Qualitative Themes

Five themes emerged from the qualitative data from both participant groups, and are
outlined below and in Table 3. Thematic saturation was achieved by the 21st interview for
mothers, similar to other studies focused on parental perceptions of pediatric healthcare.
22,23 Clinician interviews revealed consistent priorities for WCC content, resulting in
saturation for the five broad themes after only two interviews. However, as described below,
clinicians did express some nuanced differences in how content areas should be addressed
and the specific challenges in doing so. The maternal and clinician participants who
reviewed findings confirmed that these were generally consistent with their experiences.
Representative quotes for each theme are included in Table 3.
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Improving Knowledge and Confidence Related to Child Development,
Behavior, and Nutrition.—Mothers and clinicians identified developmental, behavioral,
and nutritional anticipatory guidance as priorities for WCC. This included education about
growth, developmental milestones, pediatric immunizations, developmentally appropriate
behaviors, behavior management, sleep, teething, and toilet training. Many clinicians
perceived that mothers with OUD tend to have more knowledge gaps and lower parenting
self-efficacy and often have unrealistic expectations about child development or concerns
about behaviors that the clinicians believe to be normal. As one clinician stated, “I find that
they’re second guessing their decisions.” Clinicians reported spending substantially more
time educating mothers with OUD on what they considered to be basic parenting skills,
responding to questions, and providing validation and reassurance. While clinicians tended
to perceive this as important and necessary, they expressed that it did not seem possible to
meet maternal information needs while also addressing standard WCC content and adhering
to clinic visit time constraints. Consistent with this, many mothers reported needing more
information about development and behavior. They described that clinic visits felt rushed,
that there was not enough time to adequately discuss their questions about development and
behavior, and that their concerns were sometimes dismissed.

Participants noted the importance of discussing feeding and nutrition. However, several
mothers reported feeling that the information they received from their child’s pediatrician
was insufficient, expressing a need for more detailed or tailored education on a variety of
topics including breastfeeding challenges, feeding and nutrition for non-breastfed babies,
weaning from nighttime feedings, and stages of feeding development with healthy food
options for each stage. Clinicians expressed specific challenges in providing anticipatory
guidance about these topics, perceiving that mothers with OUD tend to have substantial
knowledge gaps regarding feeding and nutrition, and to require additional time during visits
to review nutrition guidance, developmentally normal feeding behaviors, and/or common
feeding challenges associated with NAS. Several clinicians also discussed the need to
assist mothers with problem solving, as recommendations regarding feeding and nutrition
may be difficult to carry out within the family’s living environment or social context
(e.g., restrictions within a communal living setting, limited access to healthy foods due to
poverty).

Mitigating Child Safety Concerns.—Safety education was emphasized as an important
priority for WCC content, but mostly by clinician participants in the sample. Multiple
clinicians noted spending more time discussing child safety with mothers with OUD due to
perceived knowledge gaps and challenges inherent in their living environments, including
communal living (e.g., limited space, infection risk). Many clinicians and a couple of
mothers noted the importance of education regarding safe infant sleep practices and the need
to tailor these discussions to the family’s specific needs and circumstances. Clinicians also
discussed the importance of asking about safety outside of the home (e.g., neighborhood,
school).

Addressing Complex Health and Subspecialty Needs Through Care
Coordination.—Both mothers and clinicians described individualized education about
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special healthcare needs (e.g., congenital disorders, preterm birth) as being a priority for
WCC visit content for this population. Mothers of children with special healthcare needs
generally described the education and support they received as helpful. They noted that
their clinicians took time to clearly explain the condition and answer questions, provide
education on caring for the condition, and facilitate referrals to specialists (including
Early Intervention). However, some clinicians noted that dedicating visit time to a special
healthcare need resulted in less time for more general anticipatory guidance. Several
clinicians also mentioned the need to follow up on referrals and provide additional support
to ensure specialist appointments are made, as they perceived that mothers with OUD
often have challenges navigating the healthcare system and attending multiple appointments.
As one clinician expressed, “mothers that are in a daily methadone maintenance program
already have to manage their own medical care, and then we do require pretty frequent
follow-up for these kids.”

Acknowledging Maternal Health and Wellbeing.—Clinicians tended to view
maternal and family wellbeing, including maternal OUD recovery, history of trauma,
emotional functioning, and family resources, as topics of priority. One clinician expressed a
perception of their role as “not just taking care of kids, but these moms and these families.”
However, there was variability in how maternal recovery and wellness were addressed
within the clinic visit. Some clinicians noted that they consistently ask about maternal
recovery and wellness, discuss coping strategies, and educate mothers on how these factors
can affect parenting and child outcomes. Others noted that they tend not to initiate these
discussions as they feel awkward or worry about causing offense. There was also variability
in how mothers perceived questions about their recovery. Some reported feeling safe to
share this information and noted that it was important for their child’s pediatrician to know,
whereas others described concern about being judged. Both mothers and clinicians discussed
the importance of connecting families with resources and the benefits of having social
workers integrated into the primary care practice to help address challenges resulting from
poverty and lack of physical resources.

Supporting Health Education and Care Related to Neonatal Abstinence
Syndrome.—Participants described heightened maternal anxiety about mild residual signs
of NAS after discharge home and noted that education about NAS is an important priority
for early WCC visit content. As one mother stated, “...there was a lot of questions that

| asked about how [my child] is going to be, how it affects him, because | had no clue.”
Clinicians noted that even when mothers receive education about NAS prior to the birth of
their child, they often require ongoing education and reassurance in the primary care setting.
Mothers generally described information they received from their child’s pediatrician about
NAS and long-term implications as helpful.

DISCUSSION

For mothers in treatment for OUD and their children, WCC visits is part of the
multidisciplinary spectrum of services and supports that may optimize family outcomes.
Child development, behavior, parenting practices, and nutrition are priorities for anticipatory
guidance during WCC visits, as they are for all families. However, stigmatization of mothers
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with OUD and other barriers to care may carry unique implications for both pediatric
clinician and maternal informational needs when addressing these topics. Our findings
suggest that attending to WCC priorities for this population requires more visit time
than typically allocated, resources to address social determinants of health, and clinician
understanding about OUD.

Prioritized clinical topics included routine issues affecting all young children (i.e. toddler
behaviors) as well as navigating specialized pediatric healthcare needs. Child development,
behavior, parenting practices, and nutrition are all profoundly shaped by psychosocial and
environmental conditions, with poverty increasing the risk for childhood chronic illness and
poor health outcomes.24 For children of mothers with OUD, the impact of poverty cannot
easily be disentangled from the impact of prenatal opioid exposure, and methodologically
the issue of psychosocial and environmental confounding is a near-constant threat to

any research on outcomes for this population.2%:26 Recent studies support the notion that
conditions associated with poverty — i.e. housing instability, transportation difficulty, social
isolation, educational attainment, caregiver stress — are key drivers of health and healthcare
disparities for children affected by maternal OUD.1227

However, the stigma and bias surrounding maternal OUD are specific to this patient
population and likely permeate their experiences of healthcare including pediatric visits.®
Even after adjusting for poverty, children with prenatal opioid exposure are less likely to
receive recommended WCC.1213 Previous exploration of barriers to WCC for mothers in
treatment for OUD has revealed stigmatizing experiences in the pediatric office, insufficient
time during the encounter, and a perceived lack of relevant anticipatory guidance.®19 In our
interviews, clinicians emphasized maternal knowledge gaps and low confidence as important
aspects of WCC for this population, which may itself reflect clinician bias. Mothers also
reported wanting more time and information during WCC visits, which suggests knowledge
gaps but also may reflect the impact of experienced stigma on their confidence. Overall,
building maternal confidence seems to be particularly important goal when caring for this
population that could be shared across multidisciplinary teams.

Furthermore, discussions about NOWS/NAS and maternal OUD recovery are unique to

this population. Although NAS/NOWS is typically diagnosed and managed during the

birth hospitalization, our results indicate that ongoing education and reassurance about
NAS/NOWS with families is also important in the primary care setting. This information
may be particularly helpful for mothers who perceived a lack of counselling prenatally

or during the birth hospitalization, or whose infants are experiencing potential signs of
residual NAS/NOWS after discharge (e.g., fussiness or feeding difficulty).28-31 Maternal
OUD recovery was raised as a potentially salient topic, but clinicians and mothers expressed
varying comfort discussing this during WCC visits. This is consistent with other studies
suggesting that mothers with OUD are often worried about being judged or blamed, and that
pediatricians often lack knowledge about or connection to OUD treatment programs.27-32
Currently there are no training requirements for pediatric clinicians to learn about treatment
of substance use disorders in adults and how this may impact pediatric patients, although the
American Academy of Pediatrics has begun collating some online informational resources.’
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Lastly, mitigating child safety concerns was emphasized as a priority by clinicians, but less
so by mothers. Clinician discussions focused on sleep safety and general living environment.
The topic of child protective services was not specifically prompted in our interviews, nor
was it raised by any mothers or clinicians in the study. As mandated reporters, pediatric
clinicians are responsible for contacting child protective services whenever they have
concerns about physically or emotional harmful parent behaviors, while also balancing the
need for parental trust and a therapeutic relationship. OUD treatment providers can support
pediatric clinicians in developing a transparent, thoughtful, and consistent approach to child
protective services involvement that centers child and maternal wellness and complies with
local and state jurisdictions. Future research may evaluate the preferences of mothers and
pediatric clinicians for discussing this topic in primary care.

Key strengths of this study are the inclusion of parents and clinicians, the use

of a standardized interview guide, validity testing with study participants, and our
multidisciplinary research team. However, the clinician perspectives represent a single urban
clinic and were relatively homogenous in terms of views expressed. Their perspectives may
differ substantially from clinicians practicing in rural or community-based settings. Over
half of maternal participants reported their infants received pharmacologic treatment for
NAS. This suggests a local practice pattern for birth hospitalization that emphasizes NICU
admission and traditional NAS/NOWS scoring, which may also limit generalizability of our
findings to other settings (e.g., hospitals that use Eat, Sleep, Console). Although mothers
were mostly non-Hispanic white, our sample’s racial distribution is consistent with other
research cohorts of mothers in treatment for OUD.11:30 Selection bias and social desirability
(of both maternal and clinician responses) are also potential limitations. These data represent
opinions only and are not based on direct measurement or observation of WCC visits. Lastly,
other family caregivers were not included and may have different perspectives.

Study findings are being used to develop a structured, modular WCC visit curriculum for
mothers in treatment for OUD and their children that incorporates these priorities to support
more robust and standardized anticipatory guidance. Furthermore, we will be co-locating
WCC visits at the site of maternal OUD treatment, and utilizing a group WCC visit format
to afford longer visit times and in-depth discussion.33:34 Our preliminary data, reported
elsewhere, suggests that group WCC is an acceptable visit format to mothers with OUD
for information sharing and peer learning.3° Regardless of setting or format of the WCC
visit, our findings indicate the need for strengthened partnership between pediatric clinics
and OUD treatment providers to bolster clinician knowledge and comfort, and to reduce
bias. More time during the WCC encounter also seems to be necessary. Building on our
results and previously published guidance from national organizations,3 we propose that
to reduce stigma and improve quality of WCC for families affected by maternal OUD,
pediatric clinicians should:

1. Demonstrate familiarity with important child medical history — including type
and duration of prenatal substance exposures, course of the birth hospitalization,
and subspecialty care needs — to strengthen communication and interpersonal
dynamics with the family.
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2. Provide comprehensive, child-specific anticipatory guidance that includes
evidence-based information about child development after prenatal substance
exposure, as well as routine health information important for all children.

3. Acknowledge, and reinforce throughout the WCC visit, their understanding of
the parent as an expert on their child.

4. Identify social determinants of health (e.g. housing, food insecurity) and connect
families to resources and supportive services.

5. Assess parental desire to disclose their OUD treatment status, and if they choose
to disclose, clinicians should emphasize respect and knowledge about OUD as a
medical condition and the impact of stigma surrounding OUD.

CONCLUSION

Study findings support WCC visits as an important aspect of the healthcare continuum for
mothers in treatment for OUD, and underscore the potential role for pediatric clinicians as
partners with OUD treatment providers to support the entire family. Much of the clinical
content emphasized by our study participants is relevant for all pediatric populations.
However, maternal OUD presents specific considerations for addressing these topics that
may be well suited for testing in a more integrated model of WCC.
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