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Addressing disparities among children with
cerebral palsy: Optimizing enablement,
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Abstract.

PURPOSE: Recognizing health disparities among children with cerebral palsy (CP) is necessary for understanding potential risk
factors for CP and for implementing early and effective preventative and intervention treatments. However, there is currently little
and conflicting evidence regarding the direct impact of contextual factors such as socioeconomic status (SES) for children with CP
in the United States. These contextual factors include the complex social determinants of health on prematurity, comprehensive
informed obstetric management for minority and vulnerable populations, and cumulative adversity disproportionately experienced
by children, by gender, minority status, immigration, poverty, and structural racism.

METHODS: This study presents results from a review of health disparities among children with CP, using registry and population
surveillance data from Australia, Canada, Scandinavia, the United Kingdom, Ireland, Turkey, and the United States.
RESULTS: The review confirmed that there are significant health disparities among children with CP, both in terms of prevalence
and severity, based on factors such as SES, neighborhood disadvantage, maternal education, gender, and minority status.
CONCLUSION: Strategies need to be implemented in the United States to promote enablement and functioning among children
with CP who face additional health disparities. This requires a greater understanding of population groups at increased risk,
comprehensive assessment and care for young children with motor delays, and systematic population counts of children and adults
with CP using registries and systems of neurodevelopmental surveillance across health, education, and community rehabilitation.
These efforts also require sensitivity to structural and persistent racism, stigma, trauma-informed care, and culturally sensitive
community engagement. Additional efforts are also required to improve outcomes over the life course for individuals living a life
with CP from a framework of enablement, self-direction, equity and social justice.
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1. Understanding population data about children
with cerebral palsy

Cerebral palsy (CP) describes a group of permanent
disorders of the development of movement and posture,
causing activity limitation, and which are attributed to
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nonprogressive disturbances occurring in the develop-
ing fetal or infant brain [1]. This brain dysfunction im-
pacts cortical and subcortical control of movement and
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neurodevelopmental pathways underlying select motor
control, visual and auditory sensation and perception,
cognition, communication, behavior and epilepsy, and
musculoskeletal integrity [2].

Pilot population studies have demonstrated the preva-
lence of CP and related developmental disabilities
among children in the United States (US) using survey
questionnaires. According to the 2011-2013 National
Health Interview Survey (NHIS), CP prevalence was
2.9 per 1000 children based on parent report among
children aged 2—17 years [3]. In order to better estimate
CP prevalence and in turn more effectively target health,
habilitative, and community rehabilitative services, it is
important to understand how CP prevalence is affected
by factors such as race, gender, socioeconomic status
(SES), and maternal education.

There is currently little and conflicting evidence re-
garding the direct impact of these factors on children
with CP in the US because there are no systematic
population counts across preschool, middle childhood,
adolescence and adult developmental epochs. However,
there seem to be clear indicators that such factors can af-
fect the prevalence of developmental disabilities. Com-
munity indicators of their impact include early interven-
tion services, specialty health services, rehabilitation
services at home and school, equipment, community
caregiving supports, access to spasticity management
teams, educational opportunities, vocational training,
and community living. According to the 2009-2017
National Health Interview Survey (NHIS), there were
significant increases in the prevalence of any devel-
opmental disability (including Autism Spectrum Dis-
order, CP, intellectual disability, and vision, hearing,
and developmental delays) from 2009-2011 to 2015-
2017. During this period in the US, boys, non-Hispanic
white and Hispanic children as well as children with
less educated mothers experienced increased rates of
neurodevelopmental disabilities [4]. Additionally, esti-
mates from the 1997-2003 NHIS indicate that children
with intellectual and related developmental disabilities
were 8% more likely than children without these di-
agnoses to reside in poverty and 10% less likely to be
residing in a 2-parent home [5]. Indeed, even for chil-
dren without developmental disabilities, maternal SES
is considered a strong predictor of child health status,
educational success, and adolescent well-being [6]. Not
only has poverty been found to be linked to specific
perinatal and early childhood health outcomes such as
low birth weight and failure to thrive (FTT), but indica-
tors of SES have also been found to significantly and
strongly relate to negative long-term health and edu-

cational outcomes. These consequences include those
relating to kindergarten readiness and educational tra-
jectories of cognition, behavior regulation, literacy and
numeracy [7]. Such disparities in long-term outcomes
may also reflect socioeconomic disparities in access
to appropriate health and community resources during
early childhood, middle childhood, adolescence, and
young adulthood. These management services require
a family centered medical home that enables function-
ing and participation and involves primary care physi-
cians, medical and rehabilitation specialists, therapists,
educators, counselors, and mentors [36].

Additional emphasis is required in addressing health
disparities for individuals who are Black, Hispanic,
and Native American with particular attention to struc-
tural racism. Importantly, there is a link of SES to sys-
temic racism in that past and current laws and poli-
cies have prevented these groups from amassing wealth,
being represented in the political sphere, and living
in areas with environmental safety and adequate re-
sources [37]. These resources include appropriately
funded schools, accessible health services, and diversity
in health, education and community workforces. Envi-
ronmental safety includes limited exposure to environ-
mental toxins based on where home or other structures
like highways are built.

Recent data from Australia, Canada, Sweden, Den-
mark, Norway, the United Kingdom (UK), Ireland, and
Turkey have suggested that SES and neighborhood ad-
versity can affect the prevalence of CP. Again, racial mi-
norities in other Western nations experience disparities
based on SES that are compounded by racist imperialist
roots. For example, the UK had a historically rigid class
structure and restricted opportunities for religious and
racial/ethnic minorities [31-33].

SES is affected not only by that class structure his-
tory, but also by the ways that religious and racial/ethnic
minorities in that nation have been systemically ex-
ploited and oppressed by the ruling class [34,35].
Specifically, policies that have disproportionately privi-
leged affluent, white Anglo-Saxon, Protestant individu-
als without social justice require ongoing strategies for
equity [38].

Table 1 highlights some of these population data.

In a UK population study, the prevalence of CP in
the most deprived quintile (3.33 per 1000 births) was
1.5-1.6 times higher than the prevalence in the most af-
fluent quintile (2.08 per 1000 births) [8]. Such a strong
socioeconomic gradient indicates that if the whole pop-
ulation had the rate of CP of that most affluent quintile,
up to 17% of CP cases could be ‘preventable’ [8]. Im-
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Table 1

Model CP and disparities population studies: SES, maternal education and neighborhood deprivation

Location (First Cohort

Author)

Australia - 1993-2009

(Woolfenden) — N = 17,241 5-year-old children with CP
UK (Sundrum) - 1982-1997

- N =295,760 total

— N =293 individuals with CP
Sweden (Hjern) - 1987-1993

- N = 805,543 total

— N = 1,437 individuals with CP

Canada (Oskoui) - 1999-2010
— N =499 children with CP

Ireland (Dowding) — 1976-1981
- N = 150,189 total
— N =289 individuals with CP

Scandinavia — 1.3 million children in Denmark (1981-
(Forthun) 2007)
— 2.4 million children in Norway (1967—
2007)
US (Durkin) - 2002-2008

— N = 458,027 total
— N = 1,570 8-year-old children with CP

Results

Neighborhood social disadvantage increases risk of severe CP
Risk Ratio 1.2 increase GMFCS 4 and 5 CP

Risk Ratio 1.4 and IQ < 50

Risk Ratio 1.2 severe comorbidities (epilepsy, blind, deaf, CD)
Low SES is a risk factor for CP

aOR of 1.55 for area-based SES

Low SES increases OR of 1.49 for CP
Reduced to OR of 1.36 after adjusting for perinatal variables

Increased GMFCS 4 and 5 for preterm OR 4.2, term OR 1.5

Low SES increases the risk of diplegic or hemiplegic CP

High parental education provided risk reduction (RR 0.58, CI 0.58-
0.63)

Women with partners had a reduced risk of having baby with CP (RR
0.79, C10.74-0.85)

Low SES increases risk of CP
Risk of spastic CP increased in black children as compared to white
children (RR 1.52, CI 1.3-1.7)

portantly, it is recognized in these registries that aborig-
inal and Torres Island and Inuit populations, refugees,
and racial and religious minorities experience ongoing
barriers to accessing basic housing, education, health
care, and community supports.

In contrast to Scandinavia, Australia, and Canada, the
US has no comprehensive population registry of young
children, school age children, adolescents or adults with
CP. There have been attempts to remedy this for chil-
dren with extreme and very preterm birth and infants
with neonatal encephalopathy, and through registries
of children with malformations involving the central
nervous system, as well as cardiac, gastrointestinal, uro-
logical and other organ systems. Further attempts have
included expanding the Centers for Disease Control
(CDC) Autism and Developmental Disabilities Mon-
itoring (ADDM) surveillance network to also include
CP prevalence at age 8 in a defined geographic region
using multi-source medical, education, and commu-
nity records. Currently, these ADDM + CP sites have
been limited to metropolitan Atlanta, Wisconsin, and
Alabama.

In the US, CP prevalence has consistently been found
to be significantly higher in non-Hispanic black chil-
dren than in non-Hispanic white children [9—11]. One
study using the ADDM Network found that the risk
of spastic CP for black children was more than 50%
higher than it is for white children [9]. Interestingly,

this increased risk persisted even after adjusting for
SES; this suggests that the effects of SES do not fully
explain the increased risk of CP in black children [9].
Also, the ADDM Network was not designed to address
underlying factors of structural racism and inequality.

It is important to note that race in and of itself is not
the reason for these disparities. The social construction
of race is the foundation for racism, so although results
are discussed in terms of disparities for certain groups,
the risk factor is not race. Rather, race is being used
as a proxy for the experience of racism on a structural
level. In both the US and other Western nations, these
structural racial inequalities have roots in imperialism,
colonization, and chattel slavery.

The ADDM + CP epidemiological study supported
previous studies which indicated that these dispari-
ties by race were partially explained by higher rates
of preterm birth, white matter vulnerability, and low
birthweight status among black infants [9,11]. It is be-
yond the scope of this paper to fully explain racial dis-
parities and their mechanisms underlying prematurity,
low birthweight, maternal morbidity and mortality, and
infant mortality. However systematic strategies for ad-
dressing the impact of structural and persistent racism
have been brought to the attention of citizens, policy
makers, and public health professionals [23-25].

Additionally, studies performed in the US have found
CP risk to be significantly and consistently higher in
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males than females [9,10]. Data from the ADDM Net-
work also found that low SES was associated with a
67% increased risk of CP overall and a 93% increased
risk of spastic CP when compared to risk levels of high
SES [9]. These gender specific disparities require more
attention to complex mechanisms of brain vulnerability
and plasticity across key epochs.

In addition to understanding the prevalence of CP, it
is also important to understand whether factors such as
race, gender, SES, and maternal education can affect the
severity of CP among children in the US. While it can
be challenging to quantitatively assess the functioning
of children with CP, the Gross Motor Function Classifi-
cation System (GMFCS), published in 1997 and utilized
by all current CP registries and surveillance programs
throughout the world, provides a useful tool for moni-
toring the gross motor functioning of individuals with
CP over time [12]. Additional tools for assessing the
impact of CP on an individual’s functioning and partici-
pation include the Manual Ability Classification System
(MACS), the Communication Functional Classification
System (CFCS), the Eating and Drinking Ability Clas-
sification System (EDACS), and the Visual Function-
ing Classification System (VFCS) [17-20]. These addi-
tional classification systems provide important descrip-
tors of children’s fine motor, oral motor (chewing and
swallowing), communication and visual functioning.

The GMFCS has been utilized in a population study
performed in Canada in order to examine the impact
of both individual-level and area-level socioeconomic
determinants on the severity of CP in children. This
study did observe a socioeconomic gradient in mobility,
above and beyond differences in maternal and perinatal
factors [6]. Children in the most deprived areas were
more likely than children in the least deprived areas to
have non-ambulatory gross motor function, especially
if they were preterm. In addition, children with mothers
who did not attain a high school diploma were more
likely to have a non-ambulatory status on GMFCS rat-
ings (i.e., GMFCS level IV or V) [6]. These findings
suggest that contextual factors regarding SES and ma-
ternal education at both the individual and community
level can affect the severity of CP in children.

Additional studies from Ireland, Turkey, and West-
ern Australia support the findings that SES factors are
associated with the prevalence and severity of CP in
children. In Ireland, a study found a clear, rising trend in
the presence of hemiplegia and diplegia with decreasing
social class status; in fact, such a gradient was found
only in severe cases of CP [13]. Although a Turkish
study of 41,861 children did not find an increased risk

for diplegia in children with a low SES, it did find in-
creased adverse perinatal factors contributing to CP in
children with social disadvantage [14]. Finally, an Aus-
tralian study performed in 2019 determined that certain
groups of individuals who were born preterm (including
males, those with Aboriginal maternal ethnicity, and
those with low SES) were at a higher risk of develop-
ing disabilities such as CP, intellectual disability and
autism during childhood [15]. Since the prevalence of
CP is strongly associated with preterm birth, these re-
sults have significant implications for the ways in which
contextual factors such as structural racism, gender, and
SES could affect the prevalence of CP.

The most robust data for evaluating equity and en-
ablement across populations comes from the Australian
Cerebral Palsy Register. This network of investigators
found a socioeconomic gradient relating individual and
area level factors to severity of functioning in children
with CP. Specifically, it found that adolescent moth-
erhood and maternal minority ethnicity were associ-
ated with increased limitations in functioning in mo-
bility, manipulation, communication and cognition, as
well as the presence of severe comorbidities such as
epilepsy and auditory and visual impairments [16]. This
study also found that when such individual-level factors
were not present, decreasing neighborhood SES sta-
tus was associated with increased severity of CP func-
tional limitations. These Australian registry data sup-
port the Canadian registry data regarding the interac-
tion between individual- and area-level contextual fac-
tors [6,16]. However, while the Canadian study found
socioeconomic gradient present only in infants who
were born preterm, the Australian registries found so-
cioeconomic gradients present for all, whether preterm
or term [6,16].

While many studies seem to indicate that CP is more
prevalent and also more severe among certain groups
in the US - including males, non-Hispanic black chil-
dren, children who live in households and neighbor-
hoods with lower SES, and children with mothers who
have lower educational attainment — further studies are
needed to explore the direct impact of these contex-
tual factors on the life-course outcomes of children
with CP [26,27]. Such studies are necessary for bet-
ter understanding significant risk factors for CP and
for providing earlier, comprehensive, precise, and more
effective treatments for high-risk vulnerable popula-
tions [28,29]. These risk factors are a call to action to
more systematically address health disparities in the
US with explicit attention to community and popula-
tion based interventions that have an impact on social
determinants of health and address transgenerational
impacts of structural racism [30].
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2. Strategies to lessen disparities and promote
enablement and equity

What is required to begin to address such health dis-
parities? First, there must be increased recognition that
there are four major risk groups for CP. These include:
all degrees of prematurity; neonates with encephalopa-
thy or seizures; infants with malformations (cardiac,
GI, GU); and most importantly, and unknown. In the
last category there is increased recognition of the value
of both placenta investigation and genetic investigation.

In current systems of care, there is fragmentation in
appropriately diagnosing CP in highest risk children
before 6 months. This can best be addressed by recog-
nizing high risk indicators (e.g., IVH 3-4, periventricu-
lar leukomalacia [PVL], neonatal seizures) and creating
collaborative systems of NICU surveillance, early de-
tection, and linkage to habilitation. Embedded in high
risk NICU surveillance are the disparities impacting
young children’s health and development that include
social determinants of health, adverse child health ex-
periences, and the structural racism underlying concen-
trated economic poverty with housing insecurity, food
insecurity, limited employment, and limited community
resources. More informed, culturally sensitive, proac-
tive basic and human capital resources are required for
these vulnerable children and families.

The second strategy is to promote the comprehen-
sive assessment of children with motor delays across
primary care, subspeciality care, and early intervention
care. This requires red flags for health professionals and
families through close attention to silent impairments
(e.g., vision, hearing, cardiac, gastrointestinal, urologi-
cal), and prompt access to regional multi-disciplinary
networks of excellence. Navigators, care coordinators,
and informed case managers are needed to partner with
diverse families, problem-solve safety net inequities in
basic needs, and address transportation, childcare, elder
care, and family work complexity.

Third, we must accurately and consistently focus our
efforts on a population level on early detection, manage-
ment pathways, and the impact on children’s medical,
developmental, and adaptive skills. This requires sev-
eral action steps including the uniform usage of multi-
dimensional neurodevelopmental evaluations; collab-
oration with primary care physicians, therapists, and
early intervention specialists in order to optimize neu-
roplasticity in early childhood; and changing the frame-
work of intervention to activities that can be imple-
mented by parents during daily routines with informed
therapists as coaches. It is in this context that play and

routines of the day become activity-based habilitation
opportunities. It is these activities of explicitly meeting
the needs of diverse families, addressing stigma, and
advocating for child participation and family well-being
that we can better understand if our support systems
are culturally and family sensitive and able to promote
social justice. This requires equity for basic housing,
employment, and health services as well as ensuring
that services for vulnerable children and families are au-
dited and transparent so that children residing in neigh-
borhoods formed by structural racism are not given
fewer supports and opportunities than those residing in
resourced communities.

Over two decades ago, one of us (MEM) attended
the Australasian Academy of Physical and Develop-
mental Medicine in Perth. This interdisciplinary con-
ference included neurodevelopmental pediatricians, pe-
diatric physiatrists, physical therapists, occupational
therapists, speech therapists, orthopedic surgeons, and
epidemiologists. Several equity observations were high-
lighted: why does a senior citizen access rehabilita-
tion and equipment in the first month of stroke onset,
while after critical illnesses requiring neonatal neuro-
logical or cardiac intensive care, children with CP wait
two years for an informed diagnosis, three years for
mobility devices and informed rehabilitation manage-
ment, five years for a communication device, 10 years
for recreation access, and 16 years for peer supports
and mentoring? Why does a child of Aboriginal an-
cestry not have access to comprehensive medical ser-
vices for epilepsy, spasticity, or hip dysplasia? Why is
there limited middle childhood participation in recre-
ation and community experiences that promote after
school friendships and decrease isolation, bullying, and
stigma? This experience at the conference highlighted
the value of systematically counting in registries the
complexity of CP across health, education and com-
munity support systems of care. If we can count the
demographics, medical and rehabilitation management,
and community supports required by elder adults with
stroke, why can we not count children with CP?

In the US, where there is increasing recognition of
living a life with CP (Cerebral Palsy Foundation: https://
www.yourCPF.org), we can go beyond fixing what we
do not fully understand and systematically count, audit
and improve population outcomes. Our focus can be on
precisely optimizing trajectories of functioning, partic-
ipation, and caregiver well-being [21,22]. That is our
task as we aspire to integrated, enabled and equitable
systems of population health for all children and adults
with CP after the COVID-19 pandemic.
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