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Spina bifida care, education, and research:
A multidisciplinary community in a global
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Abstract. Worldwide neural tube defects, such as encephalocele and spina bifida (SB), remain a substantial cause of the
global burden of disease; and in the US, Latinos consistently have a higher birth prevalence of SB compared with other
ethnic groups. From limited access and fragmented care, to scarcely available adult services, many are the challenges that
besiege those living with SB. Thus, to provide inclusion and active involvement of parents of children and adults with SB
from all communities, innovative approaches will be required, such as community-based participatory research and culturally
competent learning collaboratives. Promisingly, the Spina Bifida Community-Centered Research Agenda was developed by
the community of people living with SB through the Spina Bifida Association (SBA). Additionally, the SBA will host the
Fourth World Congress on Spina Bifida Research and Care in March of 2023. Just as the SBA is clearly committed to this
population, the Journal of Pediatric Rehabilitation Medicine will continue to serve as a catalyst for SB care, education, and
research across the SB population in a global context.
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Worldwide, in spite the attainments of wide-
ranging folic acid fortification programs, neural tube
defects (NTDs) remain a substantial cause of the pedi-
atric global burden of disease [1]. From limited access
and fragmented care, to scarcely available adult ser-
vices, many are the challenges that besiege those
living with spina bifida (SB) across their lifespan. Yet,
there are equally many professionals who are dedi-
cated to the care of this population. While upholding
human dignity, their passion is an encouragement.
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They are compassionately committed, not only to
those they serve, but also to developing and uphold-
ing best clinical practices in the multidisciplinary care
they provide [2].

This new generation of clinicians, who usher in a
new era of dynamic and prolific inquiry, are inclusive
of the voices and experiences of those they serve.
With the COVID-19 pandemic as background, they
also synchronously recognize, as though harmonized
by a single melody, that we live in a globalized com-
munity. For just as the incidence of SARS-CoV-2
has had a borderless impact on global public health,
so too childhood-onset disabilities continue to have
widespread significance. Fortuitously, following the
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Third World Congress of Spina Bifida Research and
Care in 2017, the Journal of Pediatric Rehabilita-
tion Medicine (JPRM) emerged as a global platform
for the publication and dissemination of SB-related
enquiry. Thus previously, JPRM published numerous
articles on SB care, from works reflecting the “Guide-
lines for the Care of People with Spina Bifida,” to
research studies conducted through the multicenter
National Spina Bifida Patient Registry [3, 4].

Now through this sixth special issue on SB care
and research, JPRM showcases innovative new work.
In this issue, from self-management topics (e.g.,
bowel/bladder care and pain management) to access
and care coordination, many are the investigational
areas written about through state-of-the-art studies.
Additionally, avant-garde issues (e.g., reproductive
health and COVID-19 immunization uptake) are also
conceptualized and thoughtfully discussed.

While globally NTDs remain a significant cause
of the pediatric disease burden, in the US Latinos
consistently have a higher birth prevalence of both
anencephaly and SB compared with other ethnic
groups [5]. To effectively serve this fast growing vul-
nerable population, building trust among clinicians,
researchers, and community members is needed. As
with any stakeholder engagement activity, far-seeing
effort must be invested to foment equitable collab-
oration and shared decision-making. Consequently,
it has been noted that “fresh approaches will be
required, such as SB community-based participatory
research and culturally competent learning collabo-
ratives, to develop respectful partnerships reflective
of all lived experiences” [6].

Promisingly, the Spina Bifida Association is com-
mitted to the inclusion and active involvement of
parents of children and adults with SB in determin-
ing how and for what to advocate, what and for
whom education is needed, what support is needed
and how it can be delivered most effectively, and on
which topics investigation is warranted. Accordingly,
the 20162021 Spina Bifida Community-Centered
Research Agenda was developed by the commu-
nity of people living with SB. In November 2021,
a Research Workshop was held during which the
Community-Centered Research Agenda was intro-
duced to more than 200 participants. In addition,
collaborations were initiated in order to address the
investigational priorities of the community.

Nevertheless, care for people with SB does not
improve without ongoing education and research.
Just as JPRM is committed to publishing a vol-
ume each year focused on inquiry on SB, the Spina
Bifida Association is invested in continuing to host an
ongoing forum for presenting the latest SB research.
Therefore, the Fourth World Congress on Spina
Bifida Research and Care will be held March 23-25,
2023. Moreover, the global SB investigational com-
munity looks forward to the call for abstracts to open
in the spring of 2022. This meeting will provide an
opportunity for health care professionals from around
the world to present the latest in basic science, clini-
cal and translational research and build collaborations
for future exploration.

While the Spina Bifida Association is committed
to this population, the JPRM will continue to serve as
a catalyst for SB care, education, and research, across
the multidisciplinary SB community in a global con-
text and well into the future [7].
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