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Abstract

Introduction: Medications to treat opioid use disorder (MOUD) during pregnancy and in the
postpartum period remain underutilized. A need exists to enhance our understanding of modifiable
factors, facilitators, and barriers to MOUD utilization and adherence in the perinatal period to
improve maternal and child outcomes.

Methods: The study conducted semi-structured qualitative interviews with recently pregnant
people with opioid use disorder (OUD) to explore experiences as a pregnant and/or parenting
person with OUD, perceptions of enabling factors and barriers to treatment utilization,
incentivizing factors for maintaining adherence, and acceptability of ongoing supports to sustain
treatment adherence. The study team used constant comparative methods to analyze transcripts
and develop the codebook. The team double coded the transcripts, with an overall kappa
coefficient of 0.88.

Results: The study team interviewed twenty-six women on average 10.1 months after delivery.
All women had some prior experience using MOUD. Four unique themes emerged as barriers

to medication utilization and adherence in the perinatal period: 1) Lack of agency and

autonomy surrounding medication decisions because pregnancy or parenting status affected
treatment adherence; 2) Hesitancy to use MOUD to minimize risk of newborn withdrawal; 3)
Concern about increased scrutiny and potential loss of custody due to mandated child welfare
reporting for opioid-exposure at delivery in Massachusetts; and 4) Perception that treatment
environments, particularly methadone clinics, did not provide gender-responsive or equitable care,
and standardized, inflexible visit regulations were particularly difficult to comply with in the early
postpartum period.

Conclusions: Women with OUD experienced a double bind when making perinatal treatment
decisions, describing pressure to use MOUD with negative consequences after delivery. Key

areas for possible intervention emerged from interviews. These areas include improving uptake of
shared decision-making to increase patient autonomy and agency, particularly among those in the
earliest stages of recovery during pregnancy; ongoing education around perinatal MOUD safety
and efficacy; detangling MOUD and neonatal withdrawal signs from mandated child welfare
reporting; and improving gender-responsive and equitable care in substance use disorder treatment
programs, including incorporating the utilization of home visiting services for dosing assessments
and administration in the early postpartum period.

Keywords

Perinatal; Opioid use disorder; Medications to treat opioid use disorder; Methadone;
Buprenorphine; Pregnancy; Postpartum; Child welfare
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Introduction:

The number of deliveries affected by opioid use disorder (OUD) has increased from
1.5/1000 births to 6.0/1000 births in the past two decades in the United States (Haight, Ko,
Tong, Bohm, & Callaghan, 2018; Winkelman, Villapiano, Kozhimannil, Davis, & Patrick,
2018). Use of medication to treat OUD (MOUD), such as methadone or buprenorphine, in
combination with behavioral therapy, is the recommended treatment for OUD in pregnancy
(American College of Obstetricians and Gynecologists (ACOG), 2017; “Clinical Guidance
for Treating Pregnant and Parenting Women With Opioid Use Disorder and Their Infants

| SAMHSA Publications and Digital Products,” n.d.; Ecker et al., 2019), and research

has shown that this combination improves obstetrical, addiction, and neonatal outcomes
(American College of Obstetricians and Gynecologists (ACOG), 2017; Goler, Armstrong,
Taillac, & Osejo, 2008; Goler et al., 2012). Pregnancy motivates some people to reduce
non-prescribed substance use and engage in treatment (Forray & Foster, 2015; Forray,
Merry, Lin, Ruger, & Yonkers, 2015), yet consistent medication utilization during pregnancy
and in the postpartum period remains low (Lo-Ciganic et al., 2019), particularly in the 6-12
months following delivery when overdose risk is elevated (Martin, Longinaker, & Terplan,
2015; Schiff et al., 2021, 2020, 2018; C. Wilder, Lewis, & Winhusen, 2015).

Few prospective studies have tracked the treatment trajectories of birthing people with OUD
across the perinatal continuum outside of a structured clinical trial or examined factors
associated MOUD utilization and adherence (Wilder et al., 2015). Retrospective studies that
have examined perinatal MOUD adherence have found that the receipt of higher methadone
dose and earlier treatment engagement are associated with improved adherence in substance
use treatment and/or perinatal care (O’Connor, Uhler, O’Brien, & Knuppel, 2018; Schiff et
al., 2021; Wilder, Hosta, & Winhusen, 2017). Additionally, inequities in MOUD utilization
exist across the perinatal period by race/ethnicity and by age (Peeler et al., 2020; Schiff et
al., 2021, 2020). A mixed association exists of the impact of psychiatric diagnoses, including
depression and anxiety, with treatment utilization, hindering prenatal care attendance in

one study and increasing likelihood of receiving MOUD treatment in another (Hensley,
Sulo, Kozmic, & Parilla, 2018; Schiff et al., 2020). Qualitative work has highlighted that
pregnant and postpartum people with OUD also experience unique barriers and challenges
to medication utilization, including difficulty accessing treatment while pregnant, shame/fear
of disclosure of drug use while pregnant, potential loss of custody related to mandated
reporting of in utero opioid exposure to child protective services at delivery, and the risk of
their infant experiencing neonatal opioid withdrawal syndrome (NOWS) (Proulx & Fantasia,
2021; Phillippi et al., 2021; Leiner, Cody, Mullins, Ramage, & Ostrach, 2021; Ostrach &
Leiner, 2018; Patrick et al., 2020; Paris, Herriot, Maru, Hacking & Sommer 2020).

Given mothers’ poor perinatal MOUD utilization despite the established benefits of MOUD
adherence, a need remains to enhance our understanding of modifiable factors, facilitators,
and barriers to MOUD utilization and adherence in the perinatal period to improve maternal
and child outcomes. The primary aim of this study was to engage a diverse group of recently
pregnant patients with OUD and use qualitative methods to identify individual beliefs,
attitudes, and structural factors that impeded and supported OUD treatment in the medical
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and social services system, with the goal of identifying target areas for interventions to
improve perinatal MOUD utilization and adherence.

2. Materials and methods

2.1. Study design

Our study used a model developed for perinatal HIV medication adherence (Momplaisir,
Storm, Nkwihoreze, Jayeola, & Jemmott, 2018) that integrates the Behavioral Model for
Vulnerable Populations (Gelberg, Andersen, & Leake, n.d.) and the Ecological Model of
Health Behavior (Glanz, Rimer, & Viswanath, 2008) and adapted them (Figure 1) to inform
the development of open-ended questions about substance use and recovery in the perinatal
period. We aimed to assess individual beliefs and attitudes to understand interpersonal,
community, and health system factors that contribute to medication utilization and
adherence. The interview content was informed by our research team’s clinical experience
caring for the mother-infant dyad as pediatricians, family physicians, obstetricians, addiction
physicians and psychiatrists, psychologists, and nurses. Probes explored participants’
experiences as a pregnant and/or parenting person with OUD, their perceptions of enabling
factors and barriers to treatment utilization, incentivizing factors for maintaining adherence,
and acceptability of ongoing supports to sustain treatment adherence. The guide was
iteratively updated, throughout the interview process, to allow further questioning of novel
themes that emerged along the way. Supplemental File 1 includes the questions and probes.
We used the CoreQ-32 checklist to ensure quality (Tong, Sainsbury, & Craig, 2007). The
Partners Institutional Review Board reviewed and approved this study.

2.2. Participants, recruitment, and data collection

We approached recently pregnant people with OUD, defined using the Diagnostic and
Statistical Manual of Mental Disorders (DSM)-5 criteria. The study team identified potential
participants who delivered a live birth in Massachusetts within the last three years through
medical record review. Individuals were eligible to be included whether or not they received
MOUD during pregnancy. Recruitment largely occurred at a single site, a multidisciplinary
clinic caring for pregnant and postpartum people with substance use disorder and their
families in an urban metropolitan area in the Northeast (n=24). The study used flyers, word-
of-mouth, and snowball (“chain”) sampling to enhance recruitment efforts (n=2) (Given,
2008). The study also used purposive sampling to maximize the racial diversity of the
sample, given the historic oversampling of non-Hispanic White individuals in qualitative
research about OUD in the perinatal period (Atwood et al., 2016; H, 2016; Howard et al.,
2018; Ostrach & Leiner, 2019; Schiff et al., 2022).

Participants were recruited by and interviewed with a research coordinator with no patient
care responsibilities between October 2019 and December 2020. Interviews lasted 30-90
minutes, with a median time of 44 minutes. Recruitment continued until no new codes
emerged and thematic saturation occurred using the iterative process described below.
Participants received a $40 gift card as remuneration for their time and compensation for
travel costs, and the study offered childcare during the interviews. Because the COVID-19
pandemic occurred in the middle of the study, the study team transitioned interviews from
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in-person to phone or video-conference call. All interviews were audio-recorded, transcribed
verbatim by an outside transcription service, and deidentified for analysis.

2.3. Data analysis

We used constant comparative methods, an approach that involves an iterative process of
updating interview questions, reviewing data collected, and analyzing codes all at the same
time to identify, refine, and enrich themes and facilitate emergence of theory (Chun Tie,
Birks, & Francis, 2019; Kolb, n.d.). Four investigators independently reviewed transcripts
to generate a preliminary codebook of nodes and sub-nodes (SBP, DMS, ECW, JAB),
reviewing as a group until no new codes were identified after review of nine transcripts. The
study team used the final coding scheme to evaluate all transcripts using NVivo Qualitative
software. Two independent coders performed a content analysis of all transcripts, including
those reviewed to generate the codebook. The study team met frequently to discuss findings,
review discrepancies, and monitor for thematic saturation. The team compared all double-
coded transcripts using the Kappa statistic, with Kappa <0.8 used as a cut point for review
and the team discussed until they reached consensus. The final kappa coefficient for all
double-coded interviews was 0.88, indicating substantial agreement.

3. Results

3.1. Study sample

Table 1 lists the characteristics of the 26 women who completed interviews (5 declined to
participate or were unable to schedule a time). The cohort’s mean age was 33 (SD 4.6). The
average time since delivery was 10.1 months (range 3 weeks to 33.1 months). Twenty seven
percent of women identified as non-White or of mixed-race; 19% identified as Hispanic

or Latina. More than half of participants were single (54%), others were living with their
partner (27%), dating or in partnered relationships (19%), or married (12%). One participant
completed college, 31% had some college experience, 39% had a high school or equivalent
degree, and 23% never received a high school degree. The average age of first substance use
was 14 years, and the average age of first opioid use was 18 years. Prior use of MOUD was
common; 92% had received buprenorphine and 77% had received methadone. Most were
receiving MOUD at time of interview (35% methadone, 54% buprenorphine, and 11% no
MOUD).

3.2. Overview of qualitative themes

We identified four key themes contributing to attitudes, beliefs, and structural factors
affecting medication utilization and adherence that were unique to the perinatal period
(Table 2). First, participants experienced a lack of agency and autonomy surrounding
medication decisions because of their pregnancy or parenting status, hindering their
treatment adherence. Second, participants were hesitant to use medications because they
wanted to minimize perceived harms to their newborn from experiencing withdrawal
symptoms at birth. Third, participants were concerned about increased scrutiny and potential
loss of custody due to mandated child protective services reporting for opioid-exposure

at delivery in Massachusetts. Fourth, participants reported that treatment environments,
particularly methadone clinics, did not provide gender-responsive care, with standard
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inflexible visit regulations particularly difficult in the early postpartum period. We described
below representative quotes and linkage to subthemes listed in Table 2.

3.2.1. Theme 1: Need for autonomy, agency, and choice in medication
decisions in the perinatal period—When participants became pregnant, they
commonly reported being told by medical providers that they had no alternative but to take
methadone or buprenorphine. They interpreted these recommendations as admonishment
that if they did not receive medication, they would harm the fetus. Fourteen of 26
participants endorsed experiencing pressure to initiate or continue MOUD:

When | got pregnant, | was told by the doctors at the hospital “Yon can’t come off
of this, because you could harm the baby, or the baby could die. I’m not saying
this to have an excuse. | really had no choice. I really couldn’t. If a doctor was
telling me that | could hurt my baby by coming off of it, then I’m not gonna come
off of it, so | stayed on it, and | came off all my other meds. (26-year-old White
non-Hispanic mother, Subtheme 1)

At times, the recommendations of providers describing the benefits of medications to
improve pregnancy outcomes were perceived by patients as coercive. Participants described
feeling forced to stay on medications that they did not want or wanted to try to taper and
discontinue:

I was forced to stay on buprenorphine my whole pregnancy. It was never my
decision... | was talkin’ to my doctor about options, and | was tellin” my doctor
that | felt fine... [yet] I had to be on some kind of medication to prevent relapse.
They still pressured me and put it in my head like it was the best decision or
whatever... | just didn’t feel good bein’ on this medication. I did not. | was forced.
| feel like | was forced. (28-year-old Latina mother, Subtheme 1)

Additionally, participants reported experiencing little in the way of discussion or shared
decision-making with providers to help facilitate medication choice:

They basically just like, you have to go on something so you could stop using, and
our options are this. | just, at that time | was like done. I’m like, alright, I’ll try the
methadone. I’ve heard about it. The clinic was right down the street, so I just didn’t
really realize it was so time consuming. They call it liquid handcuffs because you
have to go every single day and wait in those lines and stuff. (35-year-old White
non-Hispanic mother, Subtheme 2)

One participant even reported feeling pressure from a health care worker to terminate her
pregnancy because she was on methadone:

The first thing [the caseworker] said to me was, “So | noticed you were on
methadone. You realize that’s liquid heroin, correct?” ... She said, “Are you sure
you even wanna have this baby?... | know, right now, while you‘re pregnant, it
seems like you can do it, but I’m really—I’m here to tell you, honey, it’s not easy
... being amom ... and it-it’s really selfish to bring a child in the world when
you‘re not ready” ... She’s like, “You know, as of two years ago, Massachusetts
passed a law where you could be up to five months to have an abortion.” | said, “So
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what the **** are you getting at?” And she’s like, “Well, I’m just saying there’s
still time.” (31-year-old Black/mixed race mother, Subthemes 2, 12)

Another participant reported that her clinicians encouraged medication use despite her desire
not to take it, and that the lack of medical support for discontinuing/tapering led to her
avoidance of care:

Even my doctor was pushin’ me towards bein’ on it. | just feel like, if I’'m saying |
don’t wanna be on it, nobody should be forcing me or pressuring me to switch my
decision or tell me things just to scare me. Which, a lot of the doctors did when |
was pregnant. Which is a reason why | didn’t go—I stopped going to the clinic for
a while. 1 didn’t go for a few months while | was pregnant because 1 just got tired
of hearing certain things. (28-year-old Latina mother, Subtheme 3)

Further, one participant commented on an experience in which a clinician asked her if she
would prefer a culturally concordant physician. She perceived this experience as her doctor
not wanting to put in the work needed to relate to her as a patient:

Do you think you could relate better to an African American doctor?” What? Why
would you think that? Why can’t you relate to me? | didn’t know heroin had a race
... I didn’t know heroin picked people by their color. That was very offensive to
me. It seems like [my doctor] since then hasn’t been able to fully help me or fully
work with me because she can’t relate to me, and it’s not that it’s—I feel like she
chooses not to. | feel like she chooses not to put in the work to relate to me as her
patient. (31-year-old Black mother, Subtheme 3, 12)

A shared framework and the establishment of a trusting relationship facilitated the

connection with individual providers and patients’ perceptions of a mutually agreed-upon
treatment decision. Additionally, individuals who identified addiction as a chronic disease
and MOUD as a necessary medication seemed to be most comfortable using medications:

I guess you have to find the right treatment, the right doctors "cause I’ve had
doctors that were very, very helpful... when I expressed how I don’t wanna be

on medication for the rest of my life, they explain it to me in a different way.
‘Somebody with cancer or even diabetes, they might need a medication to stabilize
that, and they still can do well throughout life’... letting a provider get to know
you, not holding back, and being who you are is very helpful. (32-year-old White
mother, Subtheme 1)

Finally, beyond the context of pregnancy and early parenting, participants endorsed more
positive experiences with MOUD in supporting their recovery trajectories including security
against cravings and feeling “normal.”

It allowed me to have a life. It allowed me to start to work on myself without
having to have the daily waking up not well every day and starting my day off like
that... It gave me the opportunity. That’s what it does. It gives you the opportunity.
(33-year-old White mother)

3.2.2. Theme 2: Desire to minimize harm at delivery: Fears and shame
surrounding newborn withdrawal symptoms—~Participants most commonly cited
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hesitation to use medications because of concern for perceived harm to their infant due to
risk of withdrawal symptoms, with 13 of 26 participants discussing concerns.

| expressed to [my doctor] when they told me that my daughter could become
dependent on this medication, | didn’t wanna take it anymore. | said, “Is it more
beneficial for me to not take it than to take it because | don’t need my—I don’t
want my baby to become dependent on this or have withdrawals when she’s
born?” They pretty much were like, “Well, it’s proven to be little this, little that...
(28-year-old Latina mother, Subtheme 4)

Additionally, the uncertainty surrounding the degree of neonatal withdrawal leading up to
delivery resulted in fear and anxiety during pregnancy for mothers taking their medications
to treat their OUD:

My whole pregnancy | was terrified how she was gonna come out—and | was
hearing all these horror stories about these babies that had to get morphine...
because they were so sick from their mom being on methadone or suboxone, | was
terrified. (26-year-old White mother, Subtheme 4)

Patients experienced fear and worry regarding dose changes that were physiologically
necessary due to the perceived impact on their fetus and sedation following delivery:

I literally waited ‘til | was throwing up every day sick, sick, sick to go up on my
methadone ‘cause | was trying so hard not to go up. | knew what it was gonna do to
me after | had the baby ... Because they don‘t just cut half your dose after you have
the baby. You‘re still on that high dose, so how are you supposed to take care of a
baby? (30-year-old White mother, Subtheme 4)

Following birth, participants expressed an increased scrutiny from inpatient care providers
because of their medication use and endorsed feelings of blame and shame when their
infants displayed symptoms of withdrawal:

There was maybe one nurse that was saying that the baby was withdrawing because
of me. She was like, “The reason why you have to stay in the hospital longer is
because you decided to be on Suboxone.” When the nurse said, “But since your
baby is withdrawing from the Suboxone that you take,” it got me. Maybe it was the
way she worded it. Maybe I’m takin’ it too personal. (30-year-old Latina mother,
Sub theme 5)

3.2.3. Theme 3: Concern about increased scrutiny and potential loss of
custody due to mandated child welfare reporting for opioid-exposure at
delivery due to medication use in Massachusetts—The practice of mandated child
abuse/neglect reporting in Massachusetts to the Department of Children and Families (DCF)
for all mothers who receive MOUD (Commonwealth of Massachusetts, n.d.) was often
feared by mothers with past DCF involvement, and described as surprising and frustrating
for first-time mothers (reported by 12 of 26 participants):

But not one time did they tell me that DCF would be involved after my pregnancy.
If I would have known that | was gonna get in trouble for takin’ a medication
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that’s supposed to help me, | would have never did it. | would have never did it.
(28-year-old Latina mother, Subtheme 6)

Another mother commented on how this practice discriminates against people with
substance use disorder:

It’s a flaw that the system just automatically assume[s] that because somebody is
on Suboxone or methadone, that they’re doing the wrong thing. It really creates an
awful stigma having the time that after you have your kid be interrupted by DCF. |
got home from the hospital to a DCF worker. That’s horrifying. It’s not appropriate.
They don’t do that to moms that are on any type of medication. (31-year-old White
mother, Subtheme 7)

One woman who was in long-term recovery expressed that she considered stopping
her medication because of the paradox around prescribed medication use and mandated
reporting practices:

Even if you do everything right at the end of it, there’s still going to be system
involvement. | can remember during certain pregnancies wanting to come off
medication because | was afraid of that. (40-year-old White mother, Subtheme
6)

Similarly, following delivery, child protective services agencies’ perspectives impacted
individuals’ views on medications, where five participants reported feeling judged and
worried that there could be repercussions from their decisions around using medications to
treat OUD:

Either way, with DCF, it was, basically, a no-win. | was [in recovery]. | was on
Subutex while I was pregnant. Then they asked me, “Oh, why are you on Subutex?”
| said, “I have to be on Subutex ’cause it’s keeping me [in recovery].” If | was
using, they would be upset, or if they thought | was using. If I’m [in recovery] on
Subutex, they ‘re still upset. (27-year-old Latina, mixed race mother, Subtheme 8)

Finally, mothers felt surveilled by residential programs and child protective services
agencies who commonly blamed medications for a mother’s postpartum exhaustion:

Just because I’'m on methadone and taking meds, it seemed like everything that

happens is always because it’s methadone fault... | was tired, so that must be—not
the baby getting up every night, but it must be my methadone. Everything had to do
with my meds. That’s how they viewed it. (35-year-old White mother, Subtheme 9)

3.2.4. Theme 4: Treatment environments did not provide gender-responsive
care and regulations were not appropriate for early postpartum period or

children—Participants receiving methadone (n=8) viewed treatment programs as spaces
that were difficult and challenging to get to immediately following birth. One participant

described her experience bringing her child with her to a methadone clinic immediately after

discharge from the delivery hospitalization:

I have an open wound.... My body is open, more open than it’s ever been, to a
point where it itches. Now here | am in the clinic. Now this person—he’s got open
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sores all on his arms and his legs. I’m standin’ behind him, and I’ve got a[n] open
body and a brand-new baby with hardly any immune system. I’ve gotta now go
to the clinic every single day with my baby and hope that whatever this person’s
coughin’ to the left and to the right of me isn’t somethin’ like pneumonia. Why

is it that | just had a baby three days ago and they were able to dispense me my
medication in the hospital, but yet I come home from the hospital and you expect
me to waddle my open body with my child in this car seat and carry it, no doubt?
(31-year-old Black mother, Subtheme 10)

They described the competing demands of parenting and attending daily medication visits,
and fear of bringing children into the OUD clinical setting:

If there was a detox right now for methadone, | would go do it, even if it took three
weeks out of my life to stay away from my child, | would do that ‘cause in the long
run, it’s gonna benefit my child. | don’t wanna take him to a methadone clinic. |
don’t want him to see that side of life. It’s sad what that life is and | just don’t want
him ever to feel that pain that | had to feel or even look at somebody that’s in pain
like that and feel their pain. (30-year-old White mother, Subtheme 10)

Even people who were more stable in their recovery, receiving take-home doses of
methadone, described how the strict regulations and requirements made it difficult for them
to be able to parent, work, and attend to their recovery:

I want a life where | don’t have to go—I get take-homes, but I still, it’s like you
have to earn your take-homes. | call them take-aways because you’re more likely
to get them taken away than to given... you‘re supposed to be a normal person
of society and get a job and take care of your child and find a place to live, but
recovery comes first. (30-year-old White mother, Subtheme 11)

Groups that parents attended at methadone clinics tolerated children, but one participant
described the concerns of having no dedicated childcare on site:

It just exposes them to a different environment. When | was on methadone and |
had my kids, | would have to bring them to the groups. It’s a good thing they were
allowed to be there. At the same time, if you have an older child, you might not
want them to know, or you might have not explained things to them yet or might
not even plan to. (32-year-old White mother, Subtheme 11)

One participant highlighted ways that reducing federal regulations for substance use disorder
treatment could increase satisfaction with a treatment that is highly effective by dispensing it
like treatment for other chronic diseases:

They wanna do somethin’ with their life. Here they come, 5:00 in the mornin’.
They get up. They come here every single day. | don’t see a line outside the insulin
center. They get prescriptions to go to the pharmacy. (31-year-old Black mother,
Subtheme 11)

Finally, one participant attributed her negative experiences with methadone to structural
racism. She described another patient at the methadone clinic yelling racial slurs and
physically assaulting her, which led to an emergency discharge when she defended herself:
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This system is not built for African American people to be sober. It’s not. It’s
not... This was an emergency discharge to the point where | had ... to ... get my
methadone in the emergency room. Yet that [white]girl stayed on the clinic for the
five times before this and assaulted people ... Why would you kick somebody off
that was assaulted and defended themselves? You mean to tell me that’s not racism
at its finest? (31-year-old Black mother, Subtheme 12)

4. Discussion

Our analyses of patient perspectives highlight unique ways that pregnancy and parenting
status interact with patients’ decisions to use MOUD. Over the last decade, clinicians have
accepted MOUD as a gold standard treatment in pregnancy, but rates of prenatal utilization
and retention in the postpartum period remain suboptimal (MacAfee, Sawyer, & Terplan,
2016; Schiff et al., 2021; Wilder et al., 2015). Clinician recommendations to use evidence-
based medications to stabilize and support OUD recovery during pregnancy often conflicted
with parents’ own desires for their treatment; participants reported lacking autonomy,
agency, and choice around their treatment trajectories and at times felt forced into using
medications when trusting relationships had not been established. Additionally, participants
were deeply concerned about the potential postnatal consequences of medication and
experienced guilt about risk of neonatal opioid withdrawal, concern surrounding the
difficulties involved in caring for a newborn with withdrawal signs, and increased scrutiny
following the delivery of an opioid-exposed newborn resulting from mandatory reporting
to child welfare. Many women described feeling as though they were caught in a double
bind in which they were punished for using the recommended treatment that they had only
accepted because clinicians insisted it was the right thing to do.

With respect to participants’ attitudes and beliefs, we identified a disconnect between
providers’ aims to offer evidence-based care and treatment and patients’ perceptions of
those recommendations, highlighting the need for personalized, tailored approaches. The
Substance Abuse and Mental Health Services Administration (SAMHSA) clinical guidance
for caring for pregnant people with OUD highlights the importance of informed consent,
shared decision-making, and individualized discussions with patients regarding their use

of MOUD (“Clinical Guidance for Treating Pregnant and Parenting Women With Opioid
Use Disorder and Their Infants | SAMHSA Publications and Digital Products,” n.d.; Guille,
Jones, Abuhamad, & Brady, 2019; Krumholz, 2010; Terplan et al., 2018). Our participants’
experiences highlighted how use of MOUD in pregnancy requires discussions that are
unique to the perinatal period, including: 1) reviewing known maternal, fetal, and newborn
risks including NOWS; 2) discussing the risks and benefits associated with discontinuing or
not initiating medications during pregnancy; 3) addressing MOUD dosing changes that can
occur through pregnancy and after delivery; and 4) implications for child protective services
reporting at delivery (Guille et al., 2019; Terplan et al., 2018).

Clinicians and researchers have used shared decision-making, a patient-centered health
communications model by which treatment decisions are informed by patient values and
improved knowledge of best practices using tools such as decision aids, coaching, and
self-management in the treatment of OUD (Marshall et al., 2018; Thomas et al., 2021).
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Guille and colleagues developed a shared decision-making aid for MOUD use in pregnancy
that includes these elements. In evaluating the feasibility of their aid, they recruited women
who had been stable in recovery for at least four months pre-pregnancy but were considering
tapering off MOUD when they became pregnant; they found strong satisfaction and high
acceptability of shared decision-making to promote retention (Guille et al., 2019).

Women interviewed in our study shared that initial treatment decisions happened when
they learned of an unexpected pregnancy, often when presenting for emergent care in the
setting of complications from injection drug use. These patients may benefit the most from
MOUD to decrease periods of cravings and withdrawal and be able to engage in prenatal
care and address co-occurring medical and psychiatric issues, yet they may not have the
benefit of having established a trusting relationship with a clinician. Research should help
to determine best practices for engaging pregnant people in early recovery or determine

a shared decision-making process around treatment decisions that can occur across care
settings in which long-term, trusting relationships between provider and patient can be
formed.

Our findings indicate that, critically, providers must be transparent about local child
protective services reporting practices in discussions with pregnant individuals. Mandated
reporting policies of substance use in pregnancy vary by state (Guttmacher Institute,

2017), with an increasing number of states adopting punitive policies toward substance

use in pregnancy over the past two decades (Faherty et al., 2019; Jarlenski et al., 2017),
despite guidance from all leading public health and medical organizations that punitive
policies lead to avoidance of care and worse birth outcomes for women and their children
(American College of Obstetricians and Gynecologists (ACOG), 2017; American Society
of Addiction Medicine, 2017; Patrick & Schiff, 2017). Participants interviewed for this
study delivered in a state that currently interprets use of MOUD as a reason for filing a
report of abuse or neglect (Massachusetts Department of Public Health, 2017). Conflation
of neonatal opioid dependence and withdrawal from methadone or buprenorphine with
child abuse, especially when withdrawal results from prescribed therapy, serves to increase
stigma and discrimination for patients considering initiating or continuing MOUD during
pregnancy and fuels parental fears that transient and treatable withdrawal signs cause
“physical injury.” Mandated reporting disrupts a parent’s ability to view the decision to take
MOUD as best medical advice, highlighting the complexity and necessity of incorporating
reporting information into shared decision-making. Yet until MOUD exposure is decoupled
from mandated reporting, even comprehensive counseling may be insufficient, because

the perceived threat is great. Individuals with OUD should be able to make treatment
decisions based on medical risks and benefits, in the same way that other therapies such as
antidepressants are recommended, without the fear of child protective services reporting and
investigation.

Our findings also highlight the challenges people face adhering to opioid treatment program
requirements in the early postpartum period, including daily or even twice daily dosing
while recovering from a delivery, bringing newborns and/or older children into methadone
clinic environments, and adjusting to postpartum hormonal changes affecting medication
dosing. Terplan and colleagues have described the dearth of childcare services at addiction
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clinics and the lack of gender-specific treatment services across the country (Terplan,
Longinaker, & Appel, 2015). Improved and accessible childcare or even brief respite care
options are needed to enable parents of young children to attend parenting groups and
counseling. Further research could explore the novel use of nurse home visiting programs
with visits to parent-infant dyads following delivery to address environmental challenges
inherent in most treatment environments. Nurses could be trained to perform assessments for
maternal sedation and provide daily methadone dosing while allowing the mother and infant
to heal and bond at home together during a brief “parental leave,” which would promote
parental rest over increasing exhaustion. This outreach approach would require building an
understanding that the primary goal is support for the dyad, not investigation for potential
infractions.

Finally, our study highlighted specific instances where participants experienced
interpersonal and structural racism, such as the experiences reported above of a Black
non-Hispanic participant counseled to terminate her pregnancy and another’s narrative

of discrimination at a methadone clinic. The intersection of stigma toward pregnant and
parenting people who use drugs, coupled with pronounced racial/ethnic inequities in care
and treatment, requires further focused investigation to elucidate the experiences of birthing
people of color. In our study, one participant reported feeling disappointed and disrespected,
when a clinician asked about preference for culturally concordant care. The patient
interpreted (or misinterpreted) this query as the clinician’s unwillingness to relate to her.

A shared decision-making framework to increase patient engagement in the communication
process may enhance the patient-centeredness and partnership building that is critical to
establishing trusting relationships (Shen et al., 2018).

Limitations

We performed this study in a state in which insurance and cost barriers to methadone and
buprenorphine are fewer than other states in the United States (Patrick et al., 2020). As a
result, themes surrounding cost and insurance barriers were likely not as common as they
may have been in other settings. In addition, we primarily interviewed women who were
engaged in care at a multidisciplinary clinic caring for families impacted by substance use
disorder where two of the authors provide clinical care. While we ensured that clinicians had
no role in study recruitment or the interview process, participants’ responses may have been
impacted by our dual clinician-researcher roles. Additionally, parental age, living situation,
and recovery capital may have influenced their experiences, yet the study did not specifically
explore this. Finally, while we specifically developed a sampling strategy to increase the
number of non-White participants in our sample, we still had a majority White non-Hispanic
participant population. Further qualitative work with selective recruitment prioritizing the
voices and treatment experiences of parents of color with substance use disorder will be
important to address underlying inequities in treatment access and utilization.

5. Conclusion

To improve MOUD utilization and adherence, several key areas for possible intervention
emerged from patient interviews. First, clinicians must incorporate shared decision-making
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into discussions to increase patient autonomy and agency, particularly among those in

the earliest stages of recovery during pregnancy. Next, pregnant people with OUD will
benefit from ongoing education around perinatal MOUD safety and efficacy. Third, we must
detangle opioid exposure and withdrawal signs from mandated child welfare reporting.
Fourth, improving gender-responsive care in substance use treatment programs could
include incorporating the utilization of home visiting services for dosing assessments

and administration in the early postpartum period. Finally, building trustworthy, antiracist
systems of care delivery to ensure equitable care must be prioritized by treatment providers
and policy-makers. Technical capacity exists to implement these changes but bringing
everyday practice into closer alignment with the needs that patients expressed in our
interviews will require shifts in the attitudes and perspectives of policy-makers, institutions,
and clinicians.
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Highlights:

. Pregnant and parenting people endorse unique pressures when making
MOUD decisions

. Lack of autonomy and agency in pregnhancy influence treatment decisions

. Fear over risk of neonatal opioid withdrawal contributes to MOUD hesitancy

. Mandated child welfare reporting of in-utero opioid exposure hinders MOUD
receipt

. Few opioid-treatment programs offer flexible gender-responsive postpartum
services
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Figure 1.
Adapted model for assessing medication to treat opioid use disorder initiation and adherence

Model adapted from Momplaiser et al. 2018, *represents inputs unique to perinatal OUD
adaptation
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Study Participant Characteristics

Table 1.

Characteristic

n (%) or mean (SD)

Age, mean (SD)

33 years (4.6)

Months from delivery when interviewed, mean (range)

10.1 months (3-33.1)

Race
American Indian/Alaska Native 1(8.1%)
Black or African American 3(11.5%)
Mixed Race 3 (11.5%)

White or Caucasian

19 (73.1%)

Ethnicity
Hispanic or Latina 5 (19.2%)
Non-Hispanic or Latina 21 (80.8%)
Sexual orientation
Heterosexual 24 (92.3%)
Lesbian/Bisexual 2 (7.7%)
Relationship status
Dating/Partnered 5 (19.2%)
Single 14 (53.8%)
Living with Partner 7 (26.9%)
Married 3 (11.5%)
Highest educational attainment
Less than high school 6 (23.1%)
High school/equivalent 10 (38.5%)
Some college 8 (30.8%)
College graduate/higher 1(3.8%)
Unknown 1(3.8%)
Living situation
Residential treatment program/ sober house 5 (19.2%)
Room, apartment, house that | own or rent 13 (50.0%)
Shelter 1 (4.0%)
Transitional Stabilization Services 1(3.8%)
With family or friends 4 (15.4%)
Unknown 1(3.8%)
Age of first use of non-prescribed substances, Mean (SD) | 14 (5.1yrs)

Age of first use of opioids

18.2 (5.7yrs)

History of injection drug use 22 (84.6%)
Previously OUD treatment trials
Methadone 20 (76.9%)
Buprenorphine (Suboxone, Subutex) 24 (92.3%)
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Characteristic

n (%) or mean (SD)

Injectable buprenorphine 4 (15.4%)
Naltrexone (oral) 6 (23.1%)
Injectable naltrexone (Vivitrol) 6 (23.1%)
MOUD at beginning of pregnancy
Buprenorphine (Suboxone, Subutex) 18 (69.2%)
Methadone 7 (26.9%)
None 1(3.9%)
Current MOUD
Buprenorphine (Suboxone, Subutex) 12 (46.2)
Injectable buprenorphine 2 (7.7%)
Methadone 9 (34.6%)
None 3 (11.5%)
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Table 2:

Domains, themes, subthemes

Page 22

Domain

Theme

Subtheme

Attitudes/Beliefs

1. Need for autonomy, agency, and choice in medication treatment decisions
in the perinatal period

1. Perceptions of being forced into
prenatal medication decisions

2. Lack of shared decision making in
medication decisions

3. Avoidance of care due to lack of
autonomy

Attitudes/Beliefs

2. Desire to minimize harm at delivery: fears and shame surrounding
newborn withdrawal symptoms

4. Fear around neonatal withdrawal
severity

5. Negative perceptions of mothers by
newborn staff

Health System
Factors / Structural
barriers

3. Concern about increased scrutiny and potential loss of custody due to
mandated child welfare reporting for opioid-exposure at delivery due to
medication use in Massachusetts.

6. Experience of discrimination due to
MOUD

7. Desire to discontinue treatment to
avoid mandated reporting

8. Increased scrutiny due to MOUD

9. Postpartum exhaustion blamed on
MOUD

Health System
Factors / Structural
barriers

4. Treatment environments did not provide gender-responsive, equitable
care and regulations were not appropriate for early postpartum period or
children

10. Desire to shield children from
experience of methadone clinic

11. Treatment regulations at odds
with physical recovery and parenting
responsibilities

12. Racial discrimination in treatment
system
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