DEVELOPMENTAL MEDICINE & CHILD NEUROLOGY EDITORIAL

The continuing role of ICNA in Africa: how to tackle autism?

There are no published data on population-based estimates
of autism spectrum disorders (ASD) from Africa. Indeed,
in an ASD detection program for 18- to 36-month-old
Zulu-speaking children in South Africa, ASD was found to
be underdiagnosed and rarely reported in clinical or educa-
tional records.! The limited literature regarding ASD in
sub-Saharan Africa suggests some similarities and several
differences from data outside of Africa. Like other parts of
the world, there are higher numbers of males than females
affected. There is evidence for a number of genetic disor-
ders associated with ASD in Africa, including tuberous
sclerosis, Rett syndrome, and fragile X, although the iden-
tification of these disorders is low. Comorbidities reported
to be associated with ASD in Africa include intellectual
disability and epilepsy.”

However, features of ASD in Africa that differ from
many non-African nations include: (1) older age at diagno-
sis; (2) increased proportion of non-verbal cases; (3) possi-
ble infectious aetiologies; (4) lack of recognition by health
care workers; and (5) attributing ASD to traditional (spiri-
tual) causes. In a review of case studies and case series
from Africa, Bakare and Munir found six studies reporting
the age of the child at first presentation to ‘orthodox clini-
cal practice’ (one from Tunisia, one from Tanzania, one
from Kenya, three from Nigeria)." Most of the cases pre-
sented for the first time ‘well above 8 years of age.” In a
study from Tanzania, 71% of the ASD cases were non-
verbal,* compared to only about 25% of nonverbal cases in
developed countries. A third theme from the literature is
the potential role of malaria infection. In 2006 Mankoski
et al. described three children (from a cohort of 14) with
ASD in Tanzania who showed ASD symptom onset fol-
lowing cerebral malaria. Studies from Kenya reported an
association between severe malaria and language impair-
ment, describing children with a semantic pragmatic
pattern similar to children with ASD.?

In the West, a number of studies have shown that medi-
cation is effective in the treatment of maladaptive behaviors
associated with ASD. Furthermore, expert panels in the
West have agreed that children with ASD should have
access to at least 25 hours per week of comprehensive
intervention to address social communication, language,
play skills, and maladaptive behavior. Recommended treat-
ments with demonstrated efficacy included applied behav-
ioral analysis, integrated behavioral and developmental
programs, the Picture Exchange Communication System,
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and various social skills interventions. But there is virtually
no literature regarding the management of ASD in Africa.
There is no information regarding treatment with medica-
tions. Access to behavioral intervention is available only to
a small number of children at private schools, instituted by
parents of children with ASD.

Bakare et al. have published a series of papers examin-
ing the knowledge of health care workers regarding ASD
in Nigeria. Using questionnaire methodology, they found
that knowledge of autism was lacking in primary health
care workers, as well as in final-year undergraduate medi-
cal, nursing, and psychology students. A similar knowl-
edge gap was reported in a study of health care workers
from tertiary facilities in Nigeria. Interviews of families
found that in addition to biomedical explanations of ASD,
people also had spiritual explanations of ASD, including
retribution from a higher power, curses, and magical
forces such as witchcraft or juju. Similarly, among health
care workers surveyed in southeastern Nigeria, 27% gave
supernatural and 14% gave preternatural explanations for
ASD.

In 2014, the International Child Neurology Association
(ICNA) will hold a workshop in West Africa to analyze
the current state of pediatric ASD diagnosis and manage-
ment in sub-Saharan Africa through participation of dele-
gates from 30 sub-Saharan African nations.

The ICNA workshop will have the following goals: (1)
establish guidelines to facilitate development of infrastruc-
ture to ascertain and diagnose ASD; (2) establish practical
guidelines for medical management of ASD; (3) establish
practical guidelines for behavioral management of ASD;
and (4) identify key viable research approaches to increase
understanding of prevalence and etiology of ASD in Africa.

We anticipate that this ICNA workshop on ASD in
Africa will provide a framework to estimate the prevalence
of ASD in African countries, to facilitate increased detec-
tion, and to address the needs of children with ASD in
order to improve their care.
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