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Abstract

Objectives: Access to substance use disorder (SUD) treatment is complex, and more so for
pregnhant women and mothers who experience unique barriers. This scoping systematic review
aimed to summarize contemporary findings on gateways, facilitators, and barriers to treatment for
pregnant women and mothers with SUD.

Methods: We used the scoping review methodology and a systematic search strategy via
MEDLINE/PubMed and Google Scholar. The search was augmented by the similar article lists
for sources identified in PubMed. Scholarly and peer-reviewed articles that were published in
English from 1996 to 2019 were included. A thematic analysis of the selected studies was used to
summarize pathways to SUD treatment and to identify research gaps.

Results: The analysis included 41 articles. Multiple gateway institutions were identified: health
care settings, social service agencies, criminal justice settings, community organizations, and
employers. Some of the identified facilitators and barriers to SUD treatment were unique

to pregnant women and mothers (e.g., fear of incarceration for child abuse). Both personal
(emotional support and social support) and child-related factors (loss of children, suspension or
termination of parental rights, the anticipation of reuniting with children) motivated women to
seek treatment. Major access barriers included fear, stigma, charges of child abuse, inconvenience,
and financial hardship.

Conclusions: There has been progress in implementing different types of interventions and
treatments for that were attentive to pregnant women and mothers’ needs. We developed a
conceptual model that characterized women’s pathways to treatment by deciphering women’s
potential engagement in gateway settings.
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1. Introduction

Substance use disorder (SUD) treatment utilization remains low among pregnant women;
only 8.5% of pregnant women with SUD received treatment in 2017.1 Pregnant women

and mothers (or parenting women) experience additional barriers to SUD treatment such

as childcare and the legal implications of substance use during pregnancy. Many pregnant
women and mothers are afraid of disclosing their substance use which is considered child
abuse in some states, and parental drug use has been associated with losing child custody.?
Given that health care providers can report suspected parental SUD that may lead to charges
of child abuse or neglect, the fear that women have to disclose substance use in health care
settings is not surprising.3

Examining specific mechanisms and pathways that facilitate SUD treatment during
pregnancy and motherhood can pose opportunities to inform screening and treatment efforts.
One potentially fruitful area for study is examining the roles of diverse organizations, such
as health, social service, and criminal justice (CJ) agencies in facilitating pregnant women
and mothers to access treatment. However, analysis of the gateways and referral pathways
to accessing SUD treatment for pregnant women and mothers remains limited, and the
literature has not been marshalled into a coherent, comprehensive model of treatment access.
We first note which settings have been marked and studied as gateways for preghant women
and mothers in the literature. Second, we organize previous findings on the study settings
and treatment referral settings, identify agencies that operated as gateways to refer pregnant
women and mothers into treatment, and clarify the role of these institutions in engaging
these individuals to treatment. Next, we explore how these identified settings may enable

or impede women’s referral to treatment services in both clinical and non-clinical settings.
We scrutinize the gateways, facilitators, and barriers to treatment access and retention for
pregnant women and mothers with SUD, and the effectiveness of interventions. Finally,

we develop a conceptual model of SUD treatment access and barriers for pregnant women
and mothers across gateways. The model addresses the complexity of potentially modifiable
opportunities and barriers in the community for accessing SUD treatment access.

2. Methods

The scoping systematic review strategy was undertaken to focus on summarizing common
elements in the literature about the gateways, facilitators, and barriers to SUD treatment
services.

2.1 Search strategy

The literature search was conducted using the electronic search engines MEDLINE/
PubMed, Scopus, and Google Scholar for publications from 1996 to 2019 after Weisner
and Schmidt called for the expansion of the frame of SUD health services research in 1995
(Appendix).* References were also pulled from the “similar article” list in PubMed. We
searched the reference lists of collected papers for additional papers.
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2.2 Article screening and systematic extraction process

We included papers of United States samples that reported on subjects related to SUD
treatment utilization among pregnant women or mothers between ages 15 to 44 who have
children. We focused on studies of alcohol, cocaine, and opioid use disorder (OUD) and
excluded nicotine use disorder because currently, SUD treatment programs focus on alcohol
and other drugs, generally excluding nicotine. We excluded studies that report only on the
outcomes of the children since we focused on women’s access to treatment. Furthermore,
we excluded studies that did not document details on gateways, facilitators, or barriers to
SUD treatment utilization. We removed duplicate records and conducted a full-text review.
During the full-text review, we recorded the exclusion reasons and extracted information
from the articles (Table 1). A flow chart of the literature search and selection process

was developed (Figure 1). Two authors reviewed articles and when disagreements on study
inclusion occurred, and when consensus could not be reached, a third reviewer was asked to
determine the inclusion.

2.3 Analysis

For the analysis, we identified treatment settings and gateways. We identified the results

in relation to the domains of gateways, facilitators, and barriers to treatment access and
retention for pregnant women and mothers with SUD. After the thematic analysis, we
developed a SUD treatment access model for pregnant women and mothers across multiple
referral settings that demonstrated the key barriers relevant to each gateway (Figure 2).

3. Results

Of the 196 articles selected for full-text examination, 155 were excluded, resulting in a final
sample of 41 articles (Figure 1).

3.1 Trends in studies

Subjects of the studies showed a greater interest in pregnant women and treatment access
than of women with children. Of 41 articles, 26 focused on samples of pregnant women,

4 focused on samples of women with children, and 11 articles focused on both pregnant
women and women with children. There was a decline in the number of studies that involved
community organizations or agencies from 1996 to 2019. Most of the research focused on
associations between women’s characteristics and treatment referral, access, and retention in
SUD treatment, and examined the unmet service needs of pregnant women with SUD. Many
of the interventions focused on assisting women to be engaged in treatment. Research before
2012 includes a greater variety of referral settings, and studies published after 2012 focused
more on health care settings. We observed a shift from identifying the treatment need in
social welfare agencies to women’s health clinics. Studies published after 2012 have been
taking place in other non-SUD hospital-based units such as obstetrics and gynecology®2 or
primary care.10.11

Increasing access for pregnant women and mothers was still an important issue in the
post-2012 studies. Socially vulnerable subgroups, such as women involved in the CJ system
and/or the CPS, have been studied sporadically throughout the studied periods.12-16 The
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number of studies on pregnant women and mothers with SUD increased dramatically in
2018, during the opioid epidemic, when the availability of fentanyl and overdose deaths
increased.” Likewise, studies that focused on women with OUD proliferated during the past
decade due to the opioid epidemic. We began to see innovations like computer-delivered
interventions targeting women with SUD in reproductive health clinics in 2018.7:8

3.2 Gateways to treatment

We examined the gateways of treatment utilization for pregnant women and mothers

to examine where access to the treatment system begins. We observed that pregnant
women and mothers with SUD were referred to treatment from healthcare settings (i.e.,
obstetric clinics),814 social service agencies (i.e., CPS, Supplemental Nutrition Program
for Women, Infants and Children (SNAP-WIC), Temporary Assistance for Needy Families
(TANF)),14.16.18-23 C settings, 142425 community-based organizations (i.e., shelters or
Planned Parenthood that offer child care, housing assistance, or jobs for women in
need),12:26 and employers (i.e., employment assistance services).2! We did not find studies
that focused on evaluating the comparative effectiveness of referral sources (using a
comparison group) for this population. All studies analyzed data from a single referral
source or listed the source of referrals at the study setting.

3.3 Barriers and facilitators for treatment access

3.3.1 Healthcare—Women who were admitted to managed withdrawal programs
(detoxification) reported that acceptability and accessibility were the most common barriers
to follow-up treatment.2” Acceptability captured multiple psychological barriers like the
perception of the treatment environment, stigma, fear of losing children, self-denial, and pre-
knowledge about treatment. For the treatment of an OUD, the rise of using buprenorphine

in office-based treatment in settings such as primary care increased women’s access to
treatment.1! Health care navigation issues such as delays in entering treatment,28 choosing a
provider or making appointments,® and child carel214.29 interfered with women’s access to
SUD treatment. Having other comorbid conditions such as mental health disorders can also
be a barrier to treatment.13

3.3.2 Social services—Social service referrals raised concerns of privacy, stigma, and
navigation difficulties that have been shown to hinder access.1819 Women did not know
what treatments were available and/or did not know how to access treatment.22 \WWomen often
faced the fear of disclosing their pregnancy and SUD status.3? We found that a woman’s
relationship with a social service agency can be complicated, and research has shown mixed
findings on the effects of women’s involvement with social service agents.

Women’s relationships with CPS can be both barriers and facilitators. A qualitative study
that evaluated the perspectives of women revealed that their engagement with CPS led to
participation in treatment programs in order to keep custody of their children and to avoid
criminal investigations.12 Pregnant women with SUD also believed that participating in
SUD treatment would help them keep their children or be reunited with their children more
quickly.12:30:31 However, involvement with the CPS can turn women away from treatment;
in one qualitative study, women mentioned both positive and negative experiences with their
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caseworkers and counselors.13 Some women stated they were not treated with respect, which
was detrimental to their recovery. The participants described their positive and negative
feelings toward CPS based on their encounters with caseworkers and counselors.13:16
Having a good relationship with experienced coordinators or counselors was a key facilitator
that increased treatment accessibility.3132

3.3.3. Criminal justice system—Treatment referral experience through the CJ system
was bidirectional. For example, women who were referred by the CJ system were less likely
to use MOUD?2425; however, a large proportion of public treatment utilizers were referred
from the CJ system.1> Women seeking referrals from CJ settings can face the following
barriers as well: stigma from their families and communities.2 Another barrier to SUD
treatment care-seeking was women’s concerns of being reported to the CJ system, including
the risk of criminal prosecution of child abusel416.24.25.28.33 and fear of losing custody of
children,13.16.30

3.3.4. Employers—Accessing treatment from an employer also may hinder access
to treatment due to unsolved transportation, navigation, child care issues.1934 Employer
services (employee assistance program) may pose fewer indirect barriers if employment
assistance services can ensure confidentiality and anonymity.3°

3.3.5.  Community-based organizations—Due to women’s unwillingness to disclose
their SUD, referrals from community-based organizations may face their own challenges

in addition to privacy concerns, transportation, money, and navigation challenges. Stone
discusses how women avoid treatment due to the risk of substance use detection.14 At the
community-level, screening and referring women with SUD may be beyond the scope of
work of these institutions or sectors.12

3.4. Structural factors

Contextual factors have been identified to affect women’s SUD treatment access as well.
Structural stigma3:14 and policies on substance use during pregnancy such as mandatory
reporting to CPS™ or risk of criminal prosecution of child abuse33 can hinder or exert
pressure on women to access treatment services.3® These punitive policies can have
different effects depending on which agency or gateway women enter. For example,

these policies complicate the patient-provider, social worker-client, and caseworker-client
relationships.2439 Unavailability of treatment services was another barrier as SUD
treatment services were limited in capacity and there is a shortage of buprenorphine
prescribers.®2528 Conversely, state-funded programs that targeted pregnant women or
offered priority access increased the availability of treatment services.2 Pregnancy can
facilitate expedited enrollment in methadone treatment while waiting periods were longer
between pregnancies.14 State policies like the Medicaid expansion directly increased the
likelihood of insurance coverage among pregnant women for those living in the expansion
states, increasing one’s SUD treatment access.33
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3.5. Factors for retention

3.6.

MOUD use at the time of conception was associated with a longer length of treatment for
pregnant women.1 Involvement with the CJ system and external pressure36:37 were factors
that increased treatment retention. Likewise, having custody of their children increased the
likelihood of treatment retention.38 The availability of support groups was associated with
treatment engagement,13 as was family support.3” On the other hand, social vulnerability
factors such as homelessness,3? as well as mental health comorbidities, decreased the
likelihood of treatment retention.37

Effectiveness of interventions

Multiple interventions reduced substance use®:31:32:34:40-42 and improved mental health

and physical health outcomes.?:31:3240-43 \We examined an increase in different treatment
modalities, but most programs strived to be convenient,>44 practical,1231 and emotionally
supportive.13:31.32 The attention to enhanced convenience was evident in multiple treatment
interventions: these program components included child care options,*® parenting education
sessions, 29 case management,*3 and treatment coordination.19:3240 The treatment programs
attended to the social and psychosocial needs of mothers by focusing on self-sufficiency,*!
integrating family involvement and support,® teaching parenting techniques,2%:31:41
providing a linkage to social service agencies,12 and offering vocational education.19.34
Some programs focused on increasing access to clinical treatment, emphasizing outpatient
treatment, 1945 offering MOUD,>43 providing psychosocial support,40-4245 and addressing
comorbid diagnoses.®13 Programs that allow women to keep their children or that help
women regain custody of their children successfully motivated women to participate in
treatment.12 Maintaining or regaining child custody motivated women to seek treatment, but
for some, it deterred women from seeking treatment.13:30

3.7. Conceptual model

Based on the findings, we developed an empirically testable conceptual model that illustrates
preghant women’s and mother’s pathways to treatment by mapping gateways (Figure 2). In
describing pregnant women and mothers’ access to treatment, we considered their informal
or formal networks, gateways, and the referral itself. The model highlights the potential
barriers women may encounter based on the use of gateways. We observed many individual-
level indirect barriers to treatment including, privacy concerns, disbelief that treatment

is effective, loss of intimate relationships and having a lack of social capital, medical
comorbidities, stigma, potential CPS involvement, and legal concerns of keeping custody

of their children. In the direct barrier domain, not having access to transportation, money,
and child care for treatment, and having a hard time navigating the complex treatment
system. Some of the identified barriers to SUD treatment were unique to pregnant women
and mothers (e.g., potential CPS involvement or legal concerns). These indirect and direct
barriers can be personal (e.g., emotional support, social support) and child-related factors
(e.g., keeping custody, child care). The difference in characterizing by personal and child-
related factors is conditional on whether the observed factors are organized around the needs
and interests of the woman or the child. A detailed description of the model can be found in
the Appendix.
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4. Discussion

In this review, we explored various treatment gateways and treatment access concerns

for pregnant women and mothers with SUD. Limited treatment availability poses a great
concern since such specialty agencies serve a small part of the persons who use substances
and need treatment.* However, we observed that treatment settings began to encompass
women’s socioeconomic needs and their social contexts. Many studies discussed strategies
for increasing treatment participation for pregnant women such as offering vocational
education, nutritional support, case management, and housing assistance.18:19.22 Treatment
programs that integrated services had positive outcomes. Some patients attended parenting
education sessions after their outpatient visit for medication treatment.2® The programs that
offered parenting education were a collaborative effort among physicians, nurses, and child
welfare training specialists.

Although there has been some interest in bridging the siloed behavioral and physical
healthcare systems since the 2000s, the literature indicates that there is a dearth of literature
on referrals, particularly from non-healthcare settings. However, studies conducted to
improve screening and referral to treatment across settings may offer some insight. Less
progress has been made to enhance the interrelationships between these women and existing
social service institutions. A majority of women who enter SUD treatment were already
receiving food assistance, housing assistance, and other government support.”-12:34.35 Thjs
suggests that a majority of women come into contact with social service providers before
they are screened or referred to treatment by other sources. However, our findings raise the
potential problems of identifying and referring women to treatment from welfare offices due
to organizational inefficiency: for example, identification and referral services can burden
the workers at welfare offices.#® In this case, aligning divergent priorities and goals of
treatment providers and agency workers or social workers must be considered. This can be
addressed by training providers as well as implementing policies that mandate the expansion
of the role of social service agencies. In particular, social workers have a wide variety

of practice possibilities when it comes to addressing the health needs of patients with

SUD, from performing evidence-based psychosocial treatment to refer women elsewhere for
treatment. However, the absence of SBIRT in social service organizations, and the absence
of trained social workers in making a referral to appropriate alternative treatment sources is
a concern.*” Increasing training opportunities in SBIRT and SUD can facilitate collaborative
SUD care, only if organizational issues, such as job definitions and scopes of responsibility
in social service agencies are changed. The role of agents has been known to greatly
influence women’s motivation to enter treatment services.13 Therefore, more research to
understand how to best train agents is desirable.

Articles that investigated the relationship between CJ referrals and treatment access show
disparities in access to evidence-based treatment for pregnant women. In a study that
examined pregnant women who have OUD, Black women were more than 10 times more
likely to be reported to authorities after a positive urine screening compared to White
women.24 Pregnant women who were referred from the CJ system to treatment were less
likely to receive evidence-based treatment, such as MOUD.2425 Inefficient or non-existent
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connections between the CJ system and treatment programs may explain why the criminal-
justice referred women were less likely to receive MOUD.

Some gaps in the literature were identified. Referral settings are understudied, and

more research should investigate the effectiveness and mechanisms of gateways that can
promote pregnant women’s and mothers’ pathways to treatment. To facilitate referrals,
future research should focus on assessing the feasibility of implementing interagency
collaborations. Although screening and referring women with SUD may be beyond the
scope of work at many institutions, the efforts of treating SUD can coincide with addressing
the main missions of some public agencies. Patient-centered and integrated services

can lessen potential duplications, and promote appropriate need-based care for women.
Furthermore, the notion of coercion and the receipt of social welfare is complicated and
warrants more research, at different socioecological levels like the individual, provider,
organizational, state, and regional levels. Offering comprehensive and evidence-based
interventions to address the stated needs of women across many settings can reduce the
barriers to SUD treatment. Low-socioeconomic status — poverty, poor education, inadequate
housing, unemployment, and difficulties with transportation and childcare — will need to be
addressed to optimize treatment entry. Other community agencies like women’s shelters and
Planned Parenthood?® that focus on reducing stigma and advocating for women’s rights can
be utilized as entry settings to link women in need of treatment services. We were not able to
find studies that evaluated referral patterns from these types of agencies, and more research
is warranted in such community settings that are known to engage vulnerable pregnant
women and mothers with SUD without stigma. Women’s prior experiences that may affect
treatment access such as adverse childhood events, trauma, and interpersonal violence also
have not been addressed. Adapting the interventions to meet essential socioeconomic and
psychosocial needs can be an important step toward increasing access to effective SUD
treatment for pregnant women and mothers.

There are limitations to this study. We started the search beginning in 1996, which may

not be enough time to reflect the expansion of services. The literature search has been
restricted to women, thus the results do not reflect the experience of trans-men, non-binary
people, or others who do not identify as “women” or “mothers”, but can conceive and

bear children. Men with SUD also have difficulties with access to care, but women have
additional barriers and having children add more barriers on top of that. Publication bias
may be present. Convenience bias is likely present, since women’s characteristics are
captured in a setting in which they sought treatment. Limiting the review to the US settings
can reduce generalizability. We have not identified non-peer-reviewed state reports or pilot
program evaluations since we searched for peer-reviewed original investigations. Finally,
our conceptual model shows a unidirectional relationship between a gateway and treatment
access, but treatment pathways can be cyclical in reality.

Conclusions

This review revealed several research priorities to increase treatment access for women by
developing women-focused interventions that account for economic and social needs. Our
results indicate there are opportunities to leverage various social service programs as well
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as health care settings to address treatment needs; therefore, there is a need for innovative
design and implementation of strategies to develop efficient referral avenues. Finally, we
need more research that attends to the unique needs of individual women, in particular how
to mobilize their social relationships and support network.
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Full text article screening data extraction elements

Table 1.

Extracted elements

Presented in main analysis

Study population (e.g., Pregnant women, women with children (mothers), or both)

X

Intervention description or main explanatory variable

Sample size (N)

Geographic region (e.g., National, state, organization)

Study setting (e.g., Drug court, tertiary hospital, addiction outpatient treatment, CPS, N/A)

Referral setting (e.g., Drug court, tertiary hospital, addiction outpatient treatment, CPS, N/A)

Study design

Study objective(s)

XX X|X]|X]|X

Time period

Main findings

Observed outcomes

Process variables

Policy factors

Implementation factors

Conceptual model used

Name of the dataset used, if any

Referral, access, retention, or effectiveness theme
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