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Abstract. Globally, the number of immigrants, refugees, and internally displaced persons is escalating. While immigration is
often a result of social determinants, including political discrimination, poverty, education, and work-related prospects, immi-
gration itself can also be conceptualized as a social determinant of health. Through the National Spina Bifida Patient Registry
(NSBPR), investigators have begun to recognize existing disparities within growing minority populations affected by spina bi-
fida. Concurrently these individuals are also living longer, therefore, these demographic shifts in age and ethnicity give rise to the
dawn of a new era in care. Thus, a call has gone out for multicenter learning collaboratives to face these newfound challenges. An
example of such emergent learning collaboratives is the American Academy of Pediatrics (AAP) Spina Bifida Transition Project,
sponsored by the CDC, an approach in accordance with the recently published Guidelines for the Care of People with Spina
Bifida. Henceforth, it can also be trusted that related original research published in JPRM will continue to serve as a catalyst for
culturally-competent investigation and comparative analysis to improve care worldwide.
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1. Introduction

Globally, the number of immigrants, refugees, and
internally displaced persons is escalating [1]. The US,
which is home to more than 43 million immigrants,
has the largest number worldwide [2]. While immigra-
tion is often a result of social determinants including
political discrimination, poverty, education, and work-
related prospects, immigration itself can also be con-
ceptualized as a social determinant of health [3]. Mex-
ico, El Salvador, Cuba, and the Dominican Republic
are among the list of countries from where most im-
migrants become naturalized US citizens [4]. Thus,
the estimated 55 million Hispanics/Latinos living in
the US are the fastest-growing demographic group [5].

Even as Hispanics/Latinos immigrate into the US, they
consistently demonstrate a higher birth prevalence of
neural tube defects compared with other racial/ethnic
groups [6]. Through the National Spina Bifida Patient
Registry (NSBPR), a registry sponsored by the Centers
for Disease Control and Prevention (CDC) which has
enrolled thousands of individuals across the nation, in-
vestigators have begun to recognize existing disparities
within this minority population [7].

At the same time that the number of immigrants is
growing, individuals affected by spina bifida (SB) in
the US are also living longer [8]. It is estimated that
there are now more adults then children living with
SB [9]. Furthermore, the assessment of SB-related dis-
ease burden on their quality of life has become essen-
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tial in culturally competent care across the lifespan.
Documenting a paucity of studies and attesting that no
firm conclusions could be drawn, a recent Cochrane
review recognized that there is some emerging evi-
dence that transition into adult-centered programs im-
prove individuals’ knowledge of their condition and
their self-efficacy [10]. However, it is also evident that
there remains significant space for rigorous evaluation
of models of developmentally-appropriate transitional
care and long-term follow-up investigating their out-
comes. Consequently, these demographic shifts in age
and ethnicity give rise to the dawn of a new era in SB
care. In this new age, clinicians must not only care for
a more diverse patient population, but also for an aging
one. Fortunately, clinicians and investigators are rising
to the challenges and opportunities this dawning day
brings.

Therefore, a call has gone out for multicenter learn-
ing collaboratives to face these newfound chall-
enges [11]. An example of such emergent learning
collaboratives is the American Academy of Pediatrics
(AAP) Spina Bifida Transition Project, also sponsored
by the CDC. The AAP, in collaboration with the Spina
Bifida Association, has recruited nine pediatric and
adult provider practice team pairs to participate in this
quality improvement project focusing on transition co-
ordination from pediatric to adult-focused care for in-
dividuals living with SB. This collaborative not only
aims to addresses transition related issues, but also
to do so in a culturally sensitive manner. This ap-
proach is in accordance with the Guidelines for the
Care of People with Spina Bifida recently published
by the Spina Bifida Association (available at: spin-
abifidaassociation.org/guidelines). To complete these
guidelines, comprised of 25 areas of care delivery, the
SBA brought together working groups consisting of in-
ternational, multidisciplinary teams of clinical and re-
search experts [12].

Henceforth, recent care guidelines and innovative
studies on prenatal repair, quality of life, and transi-
tions across the lifespan thrust SB-related care into this
new era of dynamic and prolific inquiry among an in-
ternational community of clinicians and investigators.
Of this global community, 23 countries were repre-
sented by those who participated in the Third World
Congress of Spina Bifida Research and Care in 2017.
Since that time, the Journal of Pediatric Rehabilitation
Medicine (JPRM) has emerged as a global platform
for the publication and dissemination of SB-related re-
search. Through this 3¢ special issue on SB care, re-
search provides innovative new studies on transition
and minority health-related investigation.

It can be trusted that the commentaries and origi-
nal research published in JPRM will continue to serve
as a catalyst for culturally-competent research, as well
as thoughtful investigation and comparative analysis
of management practices in order to improve the care
among the diverse and aging community of individuals
affected with SB around the world.
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