The reality of cerebral palsy in Uganda
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This commentary is on the original article by Andrews et al. on pages
454-462 of this issue.

Cerebral palsy (CP), the most common motor disability of
childhood, has a prevalence of approximately 2.1 per 1000
live births' and disproportionately affects children from
low- and middle-income countries (LMICs).” Epidemiologi-
cal studies have found that younger children from LMICs
have a higher prevalence and are more severely affected than
older children.” Also, a higher proportion of children in
LMICs have post-neonatal CP compared to children with
CP from high-income countries (HICs) (25% vs 5-6%).’
The epidemiological picture of CP in LMICs compared
to HIC:s is no surprise to CP researchers and clinicians who
provide services to the affected children. However, what do
we know from a population perspective about impairments
and functioning of these children and the healthcare-seek-
ing behaviours of their families? As a concerned CP com-
munity, we often remind ourselves that the goal in
identifying CP is to provide services and improve the qual-
ity of life for the children and their families. Updated infor-
mation on tools for early identification and implementation
of early intervention, such as the Prechtl Qualitative Assess-
ment of General Movements and the Hammersmith Infant
Neurological Examination, are based on more recent
understanding of neuroplasticity of the brain and the goal
of minimizing secondary impairments that can worsen func-
tioning.” Studies have shown that parents benefit from
engagement in early intervention programs. These tools
and approaches to early identification and intervention
show promise, but are they available to all children?
Andrews et al.* address the question of how we are
improving the overall quality of life, as measured by func-
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tioning, associated impairments, and participation, for chil-
dren with CP in LMICs. Building on previously reported
methods,? the authors collected extensive information on
children with CP in rural Uganda and compared their
findings to those from children with CP in Sweden and
Australia. Although a paucity of services in LMICs is not
surprising, the associated poverty was also noted. For
Uganda and for many other LMICs, data that describe the
state of rehabilitative services in these communities do not
exist. The findings from this study help fill that void, but
should not be generalized to all LMICs. The authors
found that approximately 40% of the children with epi-
lepsy were on antiepileptic medication; only 3 of 37 chil-
dren had working wheelchairs (13 children who had no
means of ambulation were carried by their parents); no
children had assistive devices for hearing, vision, or com-
munication; and only about one-third of children attended
school. As expected, none of the children who were most
impaired (Gross Motor Function Classification System
levels IV and V) attended school. Interestingly, the authors
noted a slowing of developmental trajectories, which sup-
ports the point that early intervention might have benefit-
ted these children.

The experiences of the parents indicate that there are
attempts by some to find services for their children, but
often to no avail because there are few if any services avail-
able. There is a statement in the paper that, ‘At the time
of the study, no NGOs were providing regular services for
children with disabilities in the area’.* The sense of hope-
lessness and despair experienced by the parents is expressed
using direct quotes from family members.

This paper highlights the immense need to help those
who care about all children with CP. The United Nations
Sustainable Development Goals hold promise for promot-
ing equality in education and access to healthcare for all
children, including those with developmental disabilities,’
but will they make a difference in the lives of children with
CP in LMICs, such as in Uganda? One hopes.

education for children with cerebral palsy in Uganda: a

population-based study. Dev Med Child Neurol 2020; 62:

tematic review and meta-analysis. Dev Med Child Neurol. 3. NovakI, Morgan C, Adde L, etal. Early, accurate diagnosis 454-62.

2013; 55: 509-19.

N

. Kakooza-Mwesige A, Andrews C, Peterson S,

Prevalence  of  cerebral palsy in  Uganda: a

and early intervention in cerebral palsy: advances in diagno-
sis and treatment. 7AMA Pediatr 2017; 171: 897-907.
Wabwire Mangen F, Eliasson AC, Forssberg H. 4. Andrews C, Kakooza-Mwesige A, Almeida R, et al. Impair-

ments, functional limitations, and access to services and

w

. United Nations. Sustainable Development Goals and Dis-
ability. Available at: https://www.un.org/development/desa/
disabilities/news/news/the-sustainable-development-goals-

sdgs-and-disability.html (accessed 26 November 2019).

Commentaries 407

85US017 SUOWILLOD A 18810 Bdedl (dde 8y Aq peusenob a2 sejoile YO ‘8sn Jo S8|ni o} Akeid8uluO A8]IAM UO (SUORIPUOD-PUR-SLUIB)/L0O" A3 1WA R0 Ul UO//SdNL) SUORIPUOD PUe SWiS | 8U1 88S *[£202/T0/70] Uo Akeid1auljuo 8|1 ‘Sssode LieulH epueBn Aq TEpYT UOWP/TTTT OT/I0P/L00"AS 1M AeIq Ul [UO//Sdny Woi) pepeojumod ‘v ‘0202 ‘6v.869T


https://orcid.org/0000-0002-9634-0338
https://orcid.org/0000-0002-9634-0338
https://orcid.org/0000-0002-9634-0338



