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Abstract

Pediatric complex care clinics offer an optimal environment for integrated behavioral health services for infants and young
children with medical complexity (CMC). Integrated behavioral health providers are well positioned to provide accessible
care and promote development and well-being for this population with unique psychosocial needs and stressors.
Furthermore, given the long-standing racial and ethnic disparities in the health care system, integrated behavioral health
providers must confront and combat these disparities and the impact of racial injustice and trauma on the health of
infants, young children, and families. This article describes a family and their infant who were seen by an early childhood
integrated behavioral health provider (HealthySteps specialist) in a complex pediatric primary care clinic and the realities of
systemic racism that the family faced as they navigated their infant's medical care. This example highlights the application
and adaptation of the HealthySteps program in a complex pediatric primary care clinic and ways to support and partner
with families and providers to combat systemic racism and promote health equity.

Health disparities for people of color are well documented.
Research indicates that within the health care system, Black
and Latinx patients experience poorer quality of care over the
lifespan (Stevens & Shi, 2002), have less access to resources
(Koschmann & Hooke, 2019), face more barriers in seeking
services (Lescano & Rahill, 2018), and have lower strength of
affiliation with providers (Stevens & Shi, 2002). These disparities
significantly impact health outcomes for people of color. Rates
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of preterm birth, low birthweight, and infant mortality for Black
infants are more than twice that of White infants (Keating

et al., 2020). Further, maternal mortality is 3 times higher for
Black women, and Black and Latinx women are significantly
more likely to experience chronic health conditions associated
with birth-related complications compared to White women.
This trend has persisted over decades, indicating a long
history of a biased system of care for families of color (Rossen
& Schoendorf, 2014). In the neonatal intensive care unit
(NICU), Black babies have higher rates of chronic lung disease
and pneumothorax but lower rates of breastfeeding before
discharge when compared to White peers (Profit et al., 2017).
Overall, children of color have significantly higher rates of
morbidity and mortality related to poor maternal, prenatal,
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and early childhood health as well as chronic and congenital
diseases (Lescano & Rahill, 2018). These results show that
families of color experience health disparities at many levels of
care and that these disparities influence both health outcomes
and medical complexity.

There are ways to address these disparities and provide equi-
table care to families most in need. Several protective and
buffering factors against the overwhelmingly negative effects
of health disparities for people of color have been identified
within pediatric primary care. For example, effective and sup-
portive communication between family and provider can be

a protective factor for families. Specifically for Black families,
measures of trust increased when providers used communica-
tion styles focused on building partnerships and families were
able to see the same provider over time (Horn et al., 2012).

As trust increased, so did parent satisfaction and likelihood of
adhering to prescribed treatment recommendations (Nobile &
Drotar, 2003).

These findings have important implications for how providers
can mitigate health disparities by providing care that priori-
tizes interpersonal connection and continuity. Specifically in
early childhood, pediatric primary care settings are essential to
supporting families with young children in a universal, culturally
responsive, accessible, and non-stigmatized care model (Stille
et al,, 2010). Primary care settings that approach care through
a relationship-based and collaborative lens will likely be most
successful in mitigating health disparities.

HealthySteps, a program of ZERO TO THREE, is an evidence-
based, interdisciplinary approach to providing enhanced
primary care to children birth through 3 years old. HealthySteps
integrates behavioral health specialists with expertise in

child development and infant mental health into pediatric
primary care settings to increase health, well-being, and
school readiness for children and families (healthysteps.org).
When compared to controls, HealthySteps families reported
higher satisfaction with care, received more developmentally
appropriate care and preventative services, had timelier well-
child and immunization visits, and used less physical discipline
techniques (Minkovitz et al., 2003). Given these outcomes,
clinics implementing HealthySteps are well-suited to promote
positive health outcomes in communities of color and mitigate
the negative impacts of health disparities.

HealthySteps is implemented in nearly 180 primary care
clinics nationally. One of these sites is unique because it
serves children with medical complexity (CMC). This complex
pediatric primary care clinic serves approximately 5,000

CMC and their families. Caregivers of CMC are at risk for
increased stress and mood symptoms related to caring for a
CMC (Cohn et al,, 2020; Cousino & Hazen, 2013). Therefore,
in this clinic, HealthySteps modifications have been made to
support young CMC and their families. Modifications have
focused on supporting caregivers with adjustment to illness,
caregiver role and family changes, using positive and reflective
parenting strategies in the context of the child’'s medical
needs, and understanding and coping with developmental and
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Black and Latinx women are significantly more likely to experience chronic
health conditions associated with birth-related complications compared to
White women.

behavioral differences that are common in CMC. Modifications
have also included screening and support for symptoms of
medical trauma, adapting and creating additional materials for
caregivers specific to caring for a young CMC, and universally
offering HealthySteps to account for the likelihood of increased
caregiver stress and trauma symptoms in the context of the
child’s complex medical needs. While these additional stressors
for families caring for CMC are regularly considered and
acknowledged by providers, issues of systemic racism and
injustice both in the community and within the medical system
are not. Given that families of color with a CMC have increased
frequency of interactions and experiences within the health
care setting, it becomes vital to consider racial and ethnic
health disparities. Within the primary care setting, HealthySteps
provides an opportunity to form relationships with families at
the start of their medical care, thereby cultivating a partnership
and creating spaces where experiences of medical and racial
trauma and disparity can be shared, discussed, and addressed
over time.

Maya's Story

Maya was a 2-month-old, Black infant who came with

her mother to establish care at a complex pediatric

primary care clinic following her discharge from the NICU.
(Identifying information has been changed to protect patient
confidentiality.) She was diagnosed prenatally with a heart block
that resulted in need for a pacemaker 2 days after her birth. At
the initial visit, Maya's primary care provider (PCP) encountered
a situation that was much more complex than anticipated.

The 60-minute initial appointments in her clinic are longer
than those in traditional primary care settings. However, there
were multiple complexities to address in that initial visit: Maya's
pacemaker, ongoing oxygen needs, coordinating appointments
with multiple specialists, a positive psychosocial screen for
financial stress, assisting Maya's mother with the process of
becoming her paid certified nursing assistant (as is supported
by Medicaid in her state), and an elevated maternal depression
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Effective and supportive communication between family and provider can
be a protective factor for families.

screen. The provider saw all these needs, an infant who was
doing well after a prolonged hospitalization, and a parent who
appeared to have an overwhelming number of questions and
uncertainty about Maya'’s condition and was not reassured by
the provider's assessment about Maya's improvements and
stability medically.

Maya’'s PCP was concerned about her mother’s well-being
given Maya's extended stay in the NICU and the resulting
psychosocial stress. The provider consulted the HealthySteps
team and shared her impressions. A HealthySteps specialist
then met with Maya and her mother. In this initial visit, Maya's
mother shared that Maya's medical journey in her 2 short
months of life had been difficult and she was confronted with
the systemic racism in health care from the beginning. Maya's
heart condition was diagnosed prenatally a couple weeks
before her birth. Maya's mother shared that she voiced her
concerns to her obstetrician multiple times and was reassured
that Maya was healthy. Even after the shock of a prenatal
diagnosis, she was reassured multiple times that Maya's
condition was stable and treatable and that an early delivery
was unnecessary. This reassurance was in stark contrast to
the reality of Maya's birth—an emergency cesarean section,
need for resuscitation, and immediate transfer to the cardiac
intensive care unit. From the family’s perspective, it was the
failure of providers to listen and respond to multiple voiced
concerns that resulted in Maya requiring a pacemaker, which
then led to a significant burn by the pacemaker and further
complications. Maya's mother shared that as a Black woman,
she felt her concerns were dismissed by medical providers.
Furthermore, she shared her frustration that even with an
advanced education (a master’s degree), she was still not heard.
The realities of disparities in experience, maternal mortality,
and health outcomes could not be ignored. Together, the
HealthySteps specialist and Maya's mother discussed her direct
experiences of systemic racism as she navigated her infant's
care, as well as feelings of guilt and hopelessness that emerged
as she felt her advocacy for her child was not enough. They
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also reflected together on what it was like for Maya’'s mother
to share her experiences in a new clinic that was undoubtedly
imbued with its own form of systemic racism.

In response, Maya’'s mother shared that she felt anxious that
providers would view her as unable to care for her baby. She
recognized that she asked many questions and voiced many
concerns but did not find reassurance in providers’ responses.
Despite her already elevated postpartum depression screen,

she shared that she under-reported symptoms as she worried
that she would be judged unfit to care for her baby. She worried
that her mistrust of providers would be paralleled by their
mistrust of her. Understanding her experiences in the context of
Maya’s traumatic birth, the unexpected nature of the full extent
of her diagnosis, and the disparities in care she experienced,

a more complex picture of this mother and baby emerged.

This family was confronting not only the unexpected reality

of having a child with special health care needs but also the
pervasive disparities in the medical system. Of course, Maya’'s
mother’s fears were not allayed by reassurance from providers.
Reassurance in the past had meant that concerns were ignored
and the family’s worst fears about their new baby's health

had come true. Furthermore, Maya's mother continued to
experience guilt related to feeling that she could have prevented
Maya from needing a pacemaker if only she had done more.
The HealthySteps specialist and Maya's mother reflected on
how this guilt was contributing to her elevated postpartum
depression screen and how her experience of parenthood thus
far felt so different from her hopes and expectations. They again
explored together what it was like for Maya’'s mother to bring
Maya to a system of care in which she was repeatedly dismissed
and personally experienced systemic racism. Maya's mother
shared that her guilt came up each time she had to bring Maya
to what seemed like endless appointments.

After this initial visit, the HealthySteps specialist consulted
again with the PCP. They discussed Maya's diagnosis and
prognosis and whether an earlier diagnosis and delivery would
have prevented the subsequent complications, as was Maya'’s
mother’s view. The PCP shared that Maya's condition at birth
was more severe than expected, that she did not respond as
well as hoped to initial treatment, and that earlier diagnosis

or intervention would not necessarily have prevented the
need for the pacemaker. Although initially very eager to learn
and provide this information from a medical perspective to
Maya’s mother, the HealthySteps specialist paused to reflect
with the other members of the team on the importance of the
information. They reflected together with the PCP that the
medical facts were far less important than Maya’s mother’s
experience and perspective of her baby's care. They also
wondered together about what it was like for Maya's mother
to meet with the HealthySteps specialist, who also identified
as a person of color, and her experience of receiving care in

a clinic whose providers are predominantly White. Together
and individually, this multidisciplinary team was encouraged to
reflect on how to provide a different experience for Maya and
her family and, more broadly, their roles in perpetuating health
disparities and ways to promote health equity in their clinic.
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Over the next several months, Maya was seen by a HealthySteps
specialist each time she returned to clinic. As the HealthySteps
team began to develop a trusting relationship with the family,
they continued to discuss the family's experiences in the
medical system and in their clinic, coping with Maya’s illness,
and questions about Maya's development. Maya’'s mother
shared that she often felt very alone in having a baby with

a pacemaker and asked if she might be able to learn about
another family’s experience of navigating care and be able to
ask them questions about trusting providers with their child’s
medical care. The HealthySteps team then coordinated with the
outreach coordinator in cardiology who facilitated a match for
the family.

In discussing Maya’'s mother’s well-being, she shared that she
had not followed up with her obstetrician for postpartum care,
especially given that a note in her medical chart stated that
she became “angry” at an appointment. Understandably, she
was both frustrated that the provider interpreted her simply
voicing her concerns as anger and was worried about how
future providers would view her given this documentation.
Maya’'s mother shared that she would like to give feedback
about her experience with care to prevent other patients from
having a similar experience. Again, the HealthySteps specialist
and Maya’'s mother discussed how her concerns were unheard
and overlooked, how she was not treated as a collaborator in
her health care, and how bias was perpetuated even at the level
of the medical record. The HealthySteps specialist discussed
with Maya's mother the available options and she indicated
that she would like the information to contact patient relations.
In addition, Maya's mother shared that she continued to have
anxiety related to Maya's care, whether Maya would need
another surgery, and Maya's development. She was uncertain
how much activity Maya could tolerate given her cardiac
condition and had some difficulty with noticing progress

and naming her favorite things about Maya's development.

At this opportunity, the HealthySteps specialist provided
information about play, attachment, and ways to support
Maya's development. It is important to note that it was only
after the HealthySteps specialist and Maya’'s mother named the
many disparities that the family faced that they were able to
also discuss issues related to Maya's development. Infants and
young children develop only in their contexts, which for Maya
and many other children prominently includes the reality of
inequity and systemic racism in the health care system.

At subsequent visits, the HealthySteps specialist continued

to support the family and Maya's development. A couple of
months later, Maya's mother was excited to share about Maya's
development, describing Maya as “very smart,” developing
good head control, smiling a lot, and playing with her family.
The HealthySteps specialist and Maya’'s mother celebrated the
milestones in Maya's development and the ways that Maya'’s
mother was enjoying watching Maya grow and develop. In the
context of discussing sleep, they reflected on Maya’'s mother’s
experience of hearing Maya cry—that it often brought back
traumatic memories of Maya'’s hospitalization and the multiple
alarms that sounded when Maya cried. She worried and had
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Primary care settings that approach care through a relationship-based
and collaborative lens will likely be most successful in mitigating
health disparities.

questions about whether crying would negatively affect Maya's
heart. The HealthySteps specialist consulted with Maya's PCP
who provided reassurance that crying would not negatively
impact Maya's cardiac functioning. Maya's mother and the
HealthySteps specialist then collaborated in creating a plan for
Maya'’s sleep. Maya's mother also shared an update about her
experience in navigating Maya's care. She described a recent
discussion with providers regarding whether Maya should have
a feeding tube (g-tube) placed. She noted her surprise when
she was asked about her opinion. Her experiences thus far had
left her feeling unable to have or share her opinion regarding
Maya's medical care. Ultimately, she was comfortable with
reaching a decision in partnership with Maya’s providers to
monitor Maya's growth and defer feeding g-tube placement.

When the opportunity arose to share Maya's story as a case
report, the team discussed how to promote justice and equity
in the publication process. Although almost all the information
about Maya's story could have been modified and therefore
not require consent, the HealthySteps team reflected on

the power dynamics present in publishing a family’s story. In
recognizing that the inherent dynamics of power and privilege
which had been so central to this family’s experience were
also present in the publication process, it was important to
honor the family's story by asking for their permission and
inviting collaboration. The HealthySteps specialist chose to
discuss with Maya’s mother the opportunity to share their
story as a case report and asked for permission as well as the
range of options for potential collaboration. In this discussion,
Maya's mother requested that their true story be told without
changes. She shared that she often felt very alone in managing
Maya’'s medical needs and navigating an unjust system of care
and wanted to share their story in the hope of supporting
other families. Even as Maya’'s mother tirelessly advocated for
her daughter, she thought of this opportunity as a space to
advocate for other families.

Over time, the HealthySteps team continued to build a trusting
relationship with the family, keeping in mind the context of the
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Caring for an infant with complex medical needs is incredibly challenging,
especially for families of color who have frequent interactions with a system
in which they are faced with continued disparities in care.

unjust systems that for too long did not support Maya's care
and perpetuated ongoing health disparities. They continued to
provide support in Maya's medical home to her providers and
sought opportunities to encourage reflection on the realities of
systemic racism that the family, as well as many others, faced in
the health care system and in their clinic and ways to promote
healthy equity and truly partner with families.

Conclusion/Reflections

Unfortunately, the experiences of Maya and her family in the
medical system are not unique. Their story highlights the role
of racism as a social determinant of health and its impact on
the health of infants, young children, and families. Caring for
an infant with complex medical needs is incredibly challenging,
especially for families of color who have frequent interactions
with a system in which they are faced with continued
disparities in care.

HealthySteps provides an opportunity to mitigate health
disparities experienced by families of color within the medical
setting by fostering positive and trusting relationships over
time as a buffering factor for health disparities. Addressing
inequity is an essential part of fostering continuity of support
for families of color, addressing racism within systems of care,
and supporting overall child and family well-being. In addition
to fostering relationships with families over time, HealthySteps
provides an opportunity for HealthySteps specialists to discuss
a family's experience of health disparities and racism within
the medical setting with the family and with the child’s medical
team to cultivate a reflective space for team members to
better understand and support families of color (e.g., opening
up discussion and understanding around the realities of
racism and biases within the medical setting and providing
opportunities for reflective discussion on a medical provider's
own racial and ethnic biases). Given the reality thata CMC
requires more intensive medical care and has more frequent
interactions with the medical system, there is an increased
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likelihood that families of color will experience the burden

of systemic racism and racial biases within the health care
system. Therefore, understanding these racial and ethnic health
disparities is essential.

HealthySteps can support the child’s medical team in gaining
a better understanding of a family’s lived experience and
fostering reflective conversations that can directly address
disparity and bias within the primary care setting—an essential
step in mitigating systemic racism within the health care
system. As part of training in the field of infant mental health,
the concept and importance of reflection is well-known.
However, in integrated, multidisciplinary settings, there is no
guarantee that reflection is an aspect of training among the
other disciplines on the team. This difference in exposure to
and comfort with reflection, combined with the fast pace of a
primary care clinic, can result in difficulty with identifying and
making time to reflect on patient care, provider interactions,
and other aspects of collaborative work. When the topic
requiring reflection is health disparities or systemic racism,
this may present further complications because each provider
may have a different level of comfort with discussing the topic.
However, the cost of not examining and reflecting on health
disparities and systemic racism is that families and children

of color continue to experience inequality, racism, and biases
in their health care. Meanwhile, providers either continue to
provide care outside an awareness of their own power and
privilege or decide when they are ready to confront these
topics. Providers who reflect on and use their power and
privilege to support action toward addressing these inequities
and biases can collectively help change the experience of
families of color in health care.

In the case of Maya and her mother, it was helpful that the
HealthySteps specialist and PCP spent time discussing Maya's
mother’s experiences in health care and reflecting on how
care in the clinic could be different than the care previously
provided. For example, the medical provider could have
provided information about whether an early delivery would or
would not have affected the severity of Maya's condition or the
need for a pacemaker. However, this conversation would not
have changed the course of Maya’'s medical care, and through
reflective discussion, it was decided that this information could
be perceived by Maya’'s mother as invalidating and reinforce
past perceptions that medical professionals asserted their
knowledge and opinion and disregarded her thoughts and
perspective. Though the intention would have been to help
correct possible incomplete understanding of Maya’s medical
condition, the impact could have been Maya’s mother feeling
further misunderstood and minimized in the system intended
to care for her daughter.

The infant mental health and early childhood consultative
stance (Johnston & Brinamen, 2006) can provide guidance in
navigating situations where reflection on health disparities or
systemic racism could improve patient care or team member
interactions. The elements of centrality of relationships and
mutuality of endeavor are particularly important because
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reflecting on systemic racism may elicit strong reactions.

When team members can leverage the context of a respectful
relationship and mutual goal of quality patient care, there is
opportunity for positive change. There are endless situations
that can arise and benefit from reflection and consultation.
Areas for reflection between a behavioral health clinician

and other team members include: demographic and identity
differences between the clinic team members and the families
served in the clinic, how these differences may feel for the
families, the context of community and societal events

(e.g., local police-involved shooting, election of a new national
president), when psychosocial stressors may be contributing

to medical non-adherence, when a family states that they
experienced racism or inequality in their care and a team
member is unsure how to respond, or when a team member
observes another provider's biases negatively impacting patient
care. Unless individuals in the health care system regularly make
time and emotional space to reflect on
inequities, families of color will continue
to experience the disparities documented
in the literature and discussed in the
current case study.

Maya'’s story raises important questions
about how infant mental health providers
can support families and the providers
who care for them and begin to work
toward health equity. First, this effort
must include an acknowledgment

of systemic racism in the very places

that are intended to provide care and
promote health. It must be recognized
and named that often the care that families of color experience
is in stark contrast to these intentions. Furthermore, infant
mental health clinicians must—and must encourage other
providers and staff to—recognize and reflect on positions of
power and privilege and how these directly impact a family's
care. What changes when families are invited to share their
experiences of racism in systems and collaborate in their care?
What changes when families are considered partners instead of
patients whose stories can be shared without permission? As
the health care field continues to grapple with these questions
and pauses to reflect with families, with consulting providers,
and with themselves, they can truly promote health equity in
their work.

HealthySteps provides
an opportunity to
mitigate health disparities
experienced by families of
color within the medical
setting by fostering positive
and trusting relationships
over time as a buffering
factor for health disparities.
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