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1 Einleitung

Einer Anfrage an die SFH-Landeranalyse sind die folgenden Fragen entnommen:

1. Gibt es in Athiopien Einrichtungen zur Betreuung und therapeutischen Begleitung von
Kindern mit Entwicklungsstérungen sowie Autismus-Spektrum-Stérungen?

2. Gibt es Schulen, die eine Betreuung und Begleitung anbieten, die den Bedurfnissen dieser
Kinder gerecht werden?

Die Informationen beruhen auf einer zeitlich begrenzten Recherche (Schnellrecherche) in 6f-
fentlich zuganglichen Dokumenten, die der SFH derzeit zur Verfliigung stehen, sowie auf den
Informationen von sachkundigen Kontaktpersonen.

2 Moglichkeiten der Betreuung von
autistischen Kindern in Athiopien

Es soll in Athiopien 600’000 Menschen mit Autismus geben, allerdings besuchen nur
300 autistische Kinder eine Schule. Autismus erhalt als Problem kaum Beachtung und
die Ressourcen flir die Betreuung autistischer Kinder sind sehr begrenzt. So sind im
ganzen Land nur zwei Kinderpsychiater téatig. Es fehlt zwar an Daten bezlglich der Anzahl
der Menschen mit Autismus in Athiopien, doch geméass Devex, einer Medienplattform, die
schwerpunktmé&ssig zu Themen im Bereich Entwicklung berichtet, gibt es landesweit fast
600'000 Menschen, die an dieser Krankheit leiden (Devex, 6. November 2014). Darunter be-
finden sich jedoch nur etwa 300 Kinder, die eine Schule besuchen (All Africa, 29. April 2017).
Laut Bethlehem Tekola, Forscherin am King’s College London, sind die Mdglichkeiten zur
Diagnose, Betreuung und schulischen Begleitung von Kindern mit Autismus in Athiopien sehr
begrenzt und beschranken sich auf die Hauptstadt Addis Abeba. Trotz gewisser Initiativen in
den vergangenen Jahren, darunter insbesondere die Verabschiedung einer Nationalen Stra-

tegie fur psychische Gesundheit (2012/2013-2015/16), die Kinder mit psychischen Stérungen
als schutzbedirftige Personen anerkennt, sowie diversen Sensibilisierungskampagnen, wur-
den keine konkreten Massnahmen zur Verbesserung der Betreuungssituation von Menschen
mit Autismus getroffen (B.Tekola et al., 2016). Laut All Africa wird in Athiopien Autismus als
Problem kaum Beachtung geschenkt und die Regierung hat diesbeziiglich keine geeigneten
Massnahmen ergriffen. Geméss Zahlen aus dem Jahr 2010 verfugt das Land bei einer Bevdl-
kerung von 96 Millionen lediglich Gber 60 Psychiater, von denen nur zwei als Kinderpsychiater
tatig sind (All Africa, 29. April 2017). Diese Zahl von Kinderpsychiatern wird auch von Dejene
Tilahun, Forscher an der Universitat Addis Abeba, bestatigt (Dejene Tilahun, 27. April 2016).
Psychiatrische Behandlungen stehen nur in regionalen Krankenh&usern zur Verfugung und
nur zwei Krankenhauser (Yekatit und St Paul), beide in Addis Abeba gelegen, bieten psychi-
atrische Behandlung fur Kinder an (B. Tekola et al., 2016).

Nur zwei Zentren in Athiopien sind in der Lage, autistische Kinder zu betreuen. Beide
befinden sich in Addis Abeba und haben gemeinsam eine Aufnahmekapazitat von 120
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Kindern. Beide Zentren sind zur Ganze ausgelastet und haben lange Wartelisten. Dane-
ben gibt es noch eine Schule in Addis Abeba, die eine begrenzte Anzahl von autisti-
schen Kindern betreut. Derzeit gibt es in Athiopien lediglich zwei Einrichtungen, die autisti-
sche Kinder betreuen, und beide befinden sich in Addis Abeba. Es gibt dariiber hinaus noch
die Schule Basilios, die Uber eine Klasse fir Kinder mit psychischen Erkrankungen, darunter
Autismus, verfligt. Der Besuch dieser Schule ist zwar kostenlos, jedoch sind Anmeldung,
Schulbiicher und Schuluniform mit Kosten verbunden. Es gebe dort jedes Jahr eine hohe Zahl
von Schulabgéngern, welche die Schule aus unterschiedlichen Grunden abbrechen, etwa
deshalb, weil die Eltern Schwierigkeiten haben, ihre Kinder zur Schule zu bringen (B.Tekola
et al., 2016). Das Joy Center wurde im Jahr 2002 gegriindet und das jingere Nehemia Autism
Center 2012. Laut Devex hat das Nehemia Autism Center eine Aufnahmekapazitat von 40
Kindern im Alter von zwei bis zwolf Jahren und das Betreuungsverhaltnis liegt bei zwei Kin-
dern pro Lehrperson. Mehr als die Halfte der Kinder stammen aus armen Familien und einige
von ihnen legen taglich 20 Kilometer zurick, um zum Zentrum und wieder nach Hause zu
gelangen (Devex, 4. November 2014). Gemass einem E-Mail des Nehemia Autism Center an
die SFH vom 9. August ist das Zentrum zurzeit voll ausgelastet. Auf der Warteliste stehen
nicht weniger als 500 Kinder. Laut Spectrum, einer Nachrichtenwebseite mit Schwerpunkt
Autismus, nahm das Joy Center im September 2017 insgesamt 80 Kinder auf, die von 50
Lehrern betreut wurden. Ende 2017 war das Joy Center voll ausgelastet und Eltern, die ihre
Kinder anmelden wollten, mussten sie auf Wartelisten eintragen lassen. In einem Telefonat
mit der SFH vom 16. August 2018 bestatigte eine Vertreterin des Joy Center, dass derzeit
keine freien Platze vorhanden sind und es eine lange Warteliste mit einer Wartezeit von zwei
Jahren gibt. Ende 2017 hatten die beiden Zentren gemeinsam eine Warteliste von fast 500
Kindern (Spectrum, 13. Dezember 2017). Laut B. Tekola bezahlen in beiden Zentren die El-
tern Gebuhren, deren Hohe von ihrem Einkommen abhangt. Es gibt dariber hinaus eine ge-
wisse Anzahl von Platzen fur Kinder, deren Eltern Gilberhaupt nicht in der Lage sind, Gebihren
zu zahlen. Die Zentren werden jeweils von Regierung, privaten Spendern und NGOs teilfi-
nanziert, doch stellt die langfristige Finanzierung ein Problem dar (B. Tekola et al., 2016).
Laut Devex haben Organisationen zur Unterstitzung von Autist_innen Probleme, sich zu fi-
nanzieren, da die meisten Spender verlangen, dass ihre Spenden einer grosseren Zahl von
Personen zugutekommen (Devex, 6. November 2014). Wie Spectrum berichtet, hat das Joy
Center von der Regierung eine Genehmigung zur Errichtung einer neuen Schule fir autisti-
sche Kinder erhalten. Diese Schule, die sich “Autist Centre of Excellence® nennen wird, wird
eine Aufnahmekapazitat von 400 Kindern haben. lhre Finanzierung ist noch nicht gesichert
und es werden nach wie vor Spender gesucht (Spectrum, 13. Dezember 2017).

3 Behandlung und Betreuung von autistischen
Kindern

Behandlungen sind oftmals ungeeignet und das Betreuungspersonal ist unerfahren
oder schlecht ausgebildet. Mangelnde oder ganzlich fehlende Kontrollmechanismen
erschweren die Evaluierung der Wirksamkeit von Behandlungen. Laut B. Tekola sind die
Methoden und Instrumente, die in Athiopien zur Behandlung von Autismus eingesetzt werden,
inadaquat (B.Tekola et al., 2016). Laut Wagenesh A. Zeleke, ausserordentliche Professorin
fur klinische Psychiatrie an der Duquesne University in Pittsburgh, sind Kenntnisse uber
Behandlungen von Autismus im Land kaum verbreitet und die Behandlungen ungeeignet. Die
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wenigen Personen, die behandelt werden, erhalten hauptsachlich Kurse, die der
Verbesserung ihrer Fahigkeiten dienen, damit sie im Alltagsleben zurechtkommen. Es besteht
ein Mangel an therapeutischen Massnahmen sozialer, verhaltensbezogener und
padagogischer Natur. Die Padagoginnen und P&dagogen sind haufig schlecht ausgebildet
(Waganesh A. Zeleke et al., 7. September 2017). Laut B. Tekola bieten das Joy Center und
das Nehemiah Autism Center unterschiedliche Therapien und Ausbildungen rund um
Kommunikation, Alltags- und schulische Aktivitaten an. Die Eltern werden ebenfalls
eingebunden, indem ihnen regelméssige Begegnungen und Ausbildungen angeboten werden
(B. Tekola et al., 2016). Gemass Devex zielt die Betreuung im Nehemiah Autism Center auf
die Entwicklung von verhaltensbezogenen und kommunikativen Féahigkeiten der Kinder ab.
Dadurch sollen sie im inklusiven staatlichen Bildungssystem akzeptiert werden, in deren
Sonderprogramme auch andere Kinder mit psychischer Erkrankung aufgenommen werden.
Allerdings haben Kinder mit Autismus in vielen Fallen Schwierigkeiten, aufgenommen zu
werden (Devex, 6. November 2014). Gemass afrikanischen Forschern, die von Spectrum
zitiert werden, verfigt das Personal des Nehemiah Autism Center haufig Uber keine
Qualifikationen oder Fachkenntnisse. Die meisten Mitarbeiter wurden ohne entsprechende
Vorerfahrung eingestellt und praktizieren «intuitive» und «informelle» Methoden. Insgesamt
gestaltet sich die Evaluierung der Wirksamkeit von Behandlungen ausserst schwierig und es
fehlt an Kontrollmechanismen (Spectrum, 13. Dezember 2017). Gemass Spectrum bietet das
Joy Centre Beschaftigungs-, Musik-, Kunst- und Sprachtherapien an (Spectrum, Dezember
2017). Laut B. Tekola liegt der Schwerpunkt der Schule Basilios auf der Vermittlung des
Alphabets, der Zahlen, von Nahfertigkeiten und der Kérperhygiene (B. Tekola et al., 2016).

4 Stigmatisierung von Personen mit Autismus
und deren Familienangehdrigen in Athiopien

Personen mit Autismus, aber auch deren Familienangehdorige, sind in Athiopien von
starker Stigmatisierung betroffen. Gemass Devex sind die Einwohnerinnen und Einwohner
Athiopiens tief religios und wenn ein Kind Anzeichen von Autismus aufweist, ist es so, als
wirde die Familie von einem Fluch erfasst oder fir Taten, die sie angeblich begangen hétte,
bestraft. Laut Yenus, dem Direktor des Joy Center, der von Spectrum zitiert wird, werden
viele Kinder mit Autismus aufgrund des Stigmas, das mit dieser Krankheit einhergeht, ver-
steckt. Viele der Familien befinden sich in einer ausweglosen Lage und in vielen Fallen ver-
lassen die Véater solcher Kinder ihre Ehefrauen, die dann mit der Situation mehr schlecht als
recht zurechtkommen missen (Devex, 6. November 2014). Laut einer telefonischen Auskunft
durch eine Kontaktperson der SFH vom 14. August 2018 fuhrt Stigmatisierung héaufig zu fa-
miliaren Konflikten und alleinstehende Miitter gelten in der Gesellschaft als rechtlos. All Africa
zitiert das Beispiel einer Frau, deren Sohn an Autismus leidet und die grosse Schwierigkeiten
hatte, in Addis Abeba eine Wohnung zu finden, da die Eigentiimer oder Nachbarn nicht woll-
ten, dass ihr Sohn die Krankheit an deren Kinder «iibertrage». Solche Unkenntnis der Krank-
heit ist haufig die Ursache von Intoleranz und feindseligen Handlungen. Dadurch gestaltet
sich das Leben dieser Familien sehr schwierig (All Africa, 29. April 2017). Laut B. Tekola
fuhren die starke Stigmatisierung von Autismus und die Unkenntnis der Ursachen dieser
Krankheit dazu, dass die Diagnose, aber auch die Betreuung von betroffenen Personen be-
sonders schwierig wird. Die Familien stossen auf zahlreiche Probleme sowohl psychologi-
scher als auch praktischer Natur (B. Tekola et al., 2016). Laut Dejene Tilahun wird der Zugang
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zu diagnostischen Dienstleistungen und Betreuung fir Personen mit Autismus aufgrund stig-
matisierender Einstellungen gegentber Autist_innen und deren Familien sehr erschwert (De-
jene Tilahun et al., 25. September 2017). Stigmatisierende Haltungen gegenuber Eltern von
autistischen Kindern sind bei Personen, die sich an traditionelle Institutionen um Hilfe wenden
oder der Ansicht sind, dass Ubernatirliche Phanomene fir die Krankheit verantwortlich sind,
besonders stark ausgepragt (Dejene Tilahun et al., 27. April 2016).

5 Quellen

All Africa, 29. April 2017 :

«Autism can be one of the most difficult diaghoses to accept for parents. It is particularly due
to the challenging symptoms associated with autism spectrum disorder. As with many things
that society does not understand, autism also has a certain stigma attached to it. The
negativity can make it quite difficult for families struggling to cope with an individual
who has the diagnosis.

I know a woman named Aster who considers herself as one of the most unfairly welcomed
people to this planet. Due to unwanted pregnancy, she became a mother of a boy at the age
of 14. She could not continue her education and dropped out of the 8th grade. The father of
the kid abandoned her. She had gone through severe discrimination from her family and as
well as her relatives and community.

To add insult to injury when her son was one year old, he diagnosed with a seizure. Since then,
her primary job became taking him to different places where she assumed he would get treat-
ment or even find a cure.

However, rather than showing sign of progress, he showed awkward behaviour which was
tough to manage. While in this state of confusion about what to do, her close friend who lives
in Addis Abeba that knew about autism, brought her to one of the autism centres and her son
was diagnosed with autism. She was shocked when she knew what autism is. What was more
frustrated was her lack of hope, to enrol him in the centre because there were many
children on the waiting list.Luckily after two years of waiting, Aster could not believe
when she was told to come and enrol her son in the centre.She decided to move to Addis
Abeba from the regional town where she used to live and register her son in the centre
which provides free education including school uniforms and transport.

Relying on the promise of her relatives for support of all living expenses, she came to Addis
Abeba with a bright future. But things in the capital were not as she had imagined it. She
suffered a lot in searching for affordable housing. Finally, she found a place but was evicted
after a week due to her son's hyperactive behaviour. She stayed only fifteen days in the
second house and was asked to leave because the landlord and the neighbours believed
that her son has a disease that would be transmitted to their children. She faced similar
challenges in the third and fourth houses she rented. In less than three months she was
forced to go to the outskirts and rent a one bedroom condominium where many people do not
yet live. Although she got relief from the day to day complaints of landlords and neighbours,
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life was not easy when it came to commuting with her son to the centre. As the centre's bus
does not go to the area she lives in. She must take two taxis to reach the centre's bus service.

Unaffordable taxi fares, the unwillingness of taxi assistants to let her son board, the attitude
and reaction of passengers to the odd behaviour of her son became other challenges which
thought her there is no room or tolerance for children with autism in the society.

These challenges caused Aster to go back to her family. The magnitude and the type of prob-
lems may vary, but none of the families that have children with autism is free from anguish
caused by lack of unawareness about autism.

As a professional working on autism, | feel that accepting and understanding autism, and urging
for action is becoming important, now more than ever. Addressing this devastating disorder
cannot be left to the government; it demands cooperative support from individuals to institu-
tions. Autism statistics from the United States Centres for Disease Control and Prevention
(CDC) identify around 1 in 68 American children as on the autism spectrum - a ten-fold increase
in prevalence in 40 years. Sufficient statistical evidence on the extent and prevalence of
ASD is not currently available in Ethiopia but estimated that six hundred thousand chil-
dren are living with autism whereas the numbers of children with autism who got the
opportunity for education are not more than three hundred.

Nehemiah Autism Centre and Joy Autism Centre take the lion share in educating the
children. Some of the children with mild autism go to national and private schools. Otherwise,
almost all children with ASD are deprived of education and rehabilitation due to lack of
facilities, schools and trained teachers. In fact, the majority of parents do not know what
autism is, and those who know are pessimist regarding their children change through education
and training according to the Nehemiah Autism Centre study.

Although autism is increasing at an alarming rate, attention given by both the concerned
government offices and the society is insignificant. Even the NGOs that are working with
children, disability, and women are not giving the required attention to autism. Bringing
awareness to children rights and women equality is important, but in my opinion, it is not as
important as addressing and supporting children who are currently suffering from autism. Es-
pecially the families and mothers, who are crippled from participating in social issues, and
being unproductive due to full-time care of their children with autism.» Quelle: All Africa, Ethi-
opia: Long Way to Go for Autism in Ethiopia, 29. April 2017: https://allafrica.com/sto-
ries/201705080237.html

B.Tekola et al., 2016:

«Existing diagnostic and educational services for children with autism are scarce and
largely confined to Ethiopia's capital city, with little provision in rural areas. Families of
children with autism experience practical and psychosocial challenges, including severe
stigma. Informants further raised the lack of culturally and contextually appropriate au-
tism instruments as an important problem to be addressed. The study informants and local
stakeholders provided several approaches for future service provision expansion, including
service decentralisation, mental health training and awareness raising initiatives.

[...]

Athiopien: Behandlung von Autismus—16. August 2018 Seite 7 von 21


https://allafrica.com/stories/201705080237.html
https://allafrica.com/stories/201705080237.html

E

WE\ZER\SCH
?:‘\:BCHTL\NGSH\LFE
www.ﬂuechtlingshilfe.ch

Similar to other African countries, Ethiopia has limited autism service provision. The
detection of, and care for, children with autism in Ethiopia is further impeded by stigma
surrounding mental health (Shibre et al. 2006) and misconceptions about the causes of
developmental disability and mental illness (Alem et al. 1999; Abera et al. 2015). We re-
cently examined the experienced stigma, explanatory models and unmet needs of 102 help-
seeking caregivers of children with autism and/or intellectual disability (ID) in Ethiopia (Tilahun
et al. 2016). Caregivers provided a mixture of biomedical (e.g. head injury or birth complica-
tions) and supernatural (e.g. spirit possession or sinful act) explanations for their child's con-
dition. Caregivers also reported high levels of stigma, with higher stigma associated with seek-
ing help from traditional institutions, providing supernatural explanations and affiliation to
Orthodox Christian faith. The majority (75%) of caregivers reported unmet needs regarding
their child's educational provision and many (47%) also indicated an unmet need for support
from health professionals. These findings illustrate the great challenges experienced by fami-
lies with children with developmental disorders in Ethiopia.

In recent years however, Ethiopia's mental healthcare system has become the focus of
new initiatives. The National Mental Health Strategy (2012/13-2015/16) presents a plan
for scaling up mental healthcare and recognises children with mental disorders as a
vulnerable group. Training of mental health specialists is being expanded, with in-country
psychiatrist, Ph.D., Masters and psychiatric nurse training programmes, and basic mental
health training for rural community-based health workers. New initiatives from local non-gov-
ernmental organisations (NGOs) also contribute to an increase in autism awareness and ser-
vice provision in Ethiopia.

Although these developments are promising, existing services for children with autism
have scarcely been documented. Moreover, little has been done to explore opportunities
and challenges to expand services and the most effective ways for future service devel-
opment. This paper aims to assess the current health and education service provision for
children with autism in Ethiopia. It explores the unmet needs, future opportunities and stake-
holders’ views of the best approach to further develop services. Matched with the views from
Ethiopian caregivers of children with developmental disorders (Tilahun et al. 2016), this paper
will serve as baseline work for future studies and service interventions and hopes to also inform
capacity building strategies in other low-income countries.

[...]

Serving a population of over 96 million, Ethiopia has 60 practicing psychiatrists, of whom
two are child psychiatrists. In addition there are 461 psychiatric nurses, 14 psycholo-
gists (none trained in child mental health), three clinical social workers, and no occupa-
tional therapists (updated from MhGAP-Ethiopia Working Group, 2010).

Primary healthcare in Ethiopia is provided by health centres (1/15000-25000 population) and
their satellite health posts (1/3000-5,000 population) connected through a referral system.
These are staffed with nurses and health officers with satellite health extension workers provid-
ing prevention and promotion services to the community. Child health services (outpatient cu-
rative care, vaccination and growth monitoring) are given in 62% of the country's health facili-
ties (Federal Democratic Republic of Ethiopia Ministry of Health, 2015). Mental healthcare is
currently not provided at most primary healthcare facilities and only available in regional
or zonal hospitals, typically staffed with psychiatric nurses. Mental health specialists
(general psychiatrists) are only found at the regional hospital level. Psychiatrists work-
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ing in these settings have received training in child mental health, but are not child men-
tal health experts. There are only two governmental specialised child mental health clin-
ics, in Addis Ababa's Yekatit 12 and St. Paul's hospitals. In addition there are private
clinics with some limited child mental health expertise. Each of these specialised clinics
is located in the capital and therefore inaccessible to the majority (85%) of families who
live in Ethiopia's rural areas.

Services for children with disabilities and preventive and community-based rehabilitation pro-
grammes are primarily given by NGOs and religious charities (Federal Democratic Republic of
Ethiopia Ministry of Labour and Social Affairs, 2010). As will be further explained below, their
work on autism is limited. A situational analysis from 2005 regarding special needs education
identified 15 special schools, primarily run by NGOs and 285 special classes attached to main-
stream government schools (Federal Democratic Republic of Ethiopia Ministry of Education,
2005). More recent data on the exact number of schools are unavailable, but Ethiopia's fifth
Education Sector Development Programme (Federal Democratic Republic of Ethiopia Ministry
of Education, 2015) indicates that currently only 4% of children with special needs are enrolled
in primary school education. The programme presents plans to increase this rate to 75% by
2019/20, though acknowledges a financing gap (Federal Democratic Republic of Ethiopia Min-
istry of Education, 2015). Attendants of our stakeholder meetings indicated that some of the
special schools, especially those for children with ID (including the private Bruh centre and a
school affiliated to the Ethiopian Evangelical Church Mekane Yesus), educate some children
with autism. There are two autism-specific schools: The Joy Center hosts 80 children with 500+
children on a waiting list; the Nehemiah Autism Center enrols 40 children with 250 children on
their waiting list. Both centres only serve families from Addis Ababa and its surroundings.

In sum, the limited services currently available for children with autism in Ethiopia come from
four main types of providers: (i) governmental and private clinics; (ii) centres for children with
autism; (iii) mainstream schools with inclusive education programmes; (iv) NGOs and religious
charities providing community-based rehabilitation services (see Fig. 1). To further understand
the challenges and opportunities related to their activities we conducted in depth interviews
with at least one key informant from each type of provider (Table 1).

[...]

Government hospitals and private clinics

The governmental specialised child mental health clinics and private clinics in Addis Ababa are
the only locations where a formal autism diagnosis can be obtained. Government clinics charge
a small fee except for people with an exemption certificate (the poorest families in a given
administrative unit); private clinics charge a higher fee without exemptions. According to all of
our clinical informants, autism diagnoses are based on a clinical interview with the caregiver
and a behavioural observation, following diagnostic criteria in the Diagnostic and Statistical
Manual of Mental Disorders (DSM-5, American Psychiatric Association, 2013). Standardised
diagnostic instruments are rarely used since these have not been adapted and translated for
use in Ethiopia, and lack of professional training and resources to pay the license fees prohibit
using the English versions even where parents have fluent English.

Families attending the two government child mental health clinics access these services after
referral. The majority are poor and live in urban areas; most families living in remote areas
have no access to a referral process and even if referred may not be able to travel to Addis
Ababa. The families who go to private clinics have a relatively higher income.
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Most children receiving an autism diagnosis at the government clinics were reported to be
between 4 and 7 years old, more often male, and usually diagnosed with autism co-morbid with
ID. Similarly, the private clinic informant indicated rarely seeing cognitively able children with
autism. The clinicians reported that parents give a mix of biological (e.g. head injury, perinatal
complications, medication during pregnancy, vaccinations or hereditary factors) and spiritual
(e.g. punishment from God, curse, or devil's possession) explanations for their child's autism.

Centres for children with autism

The Joy Center was founded in 2002 by a mother of a child with autism after her child
was rejected by many regular schools. Nehemiah Autism Center opened in 2011 after one
of the founders experienced similar difficulties finding appropriate schooling for her
child.

“...First they promise me to teach him but as soon as they came to know about his condition
they told me to take him out. ... | used to pay three or four times the usual school fee but no
school was willing to keep him”. (Centre1a)

At both centres parents pay a school fee depending on their income, with a limited num-
ber of free places available to families who cannot afford the fees. Both centres started
with little support, but now receive some financial support from NGOs, businesses and
the government. However, three out of four informants from both centres indicated that
long term funding is a problem:

“Nobody wants to fund autism. Funders only support illnesses like HIV/AIDS. So lack of sus-
tainable funds is a major challenge”. (Centre 2b)

Most children enrolled are nonverbal, and many have co-morbid conditions such as ep-
ilepsy. Both Joy and Nehemiah provide a mix of therapies and training promoting social
and communication skills, daily living skills and academic skills. Both centres hold reg-
ular parent meetings and present short-term parent training programmes run by local
staff and professionals from abroad. Both centres also engage in awareness raising ac-
tivities including mass walks, fundraising events, conferences, interviews and documen-
tary films. Informants from both centres indicated that these efforts have helped to improve
knowledge about autism and to reduce stigma.

“...I appeared in the media with my child to show people that it is OK to have such a child.
Then, people started to come. People started to look out for me.” (Centeria)

Recently, the founder of the Joy Center has started training teachers working in ten mainstream
schools in the suburbs of Addis Ababa and five schools in Oromia region, to support main-

stream schools in providing inclusive education for children with autism.

Mainstream schools with inclusive education programmes for children with autism
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According to our informant from the governmental primary school Basilios, the school
has one special needs classroom hosting 24 children with different developmental dis-
orders including autism. The curriculum focuses on learning the alphabet, numbers,
weaving, assembling things and personal hygiene.

Education at mainstream governmental schools is generally free (though registration,
uniform and books may incur costs); Basilios school accepts special needs children
based on parents’ reports and information from local authorities. When required the
school receives medical support from hospitals. The informant indicated the school has
a constant turnover of special needs children, for various reasons. Some children drop
out because their parents have difficulty bringing them to school; when children are
beyond the school's capacity they are sent to other special needs schools, e.g. to a
school for deaf children.

Community-based rehabilitation organisations

We identified two organisations engaged in community-based rehabilitation activities related
to autism in Ethiopia: CBM (previously Christian Blind Mission) works to improve the quality of
life of people with disabilities and has been active in Ethiopia for over 20 years; Cheshire
Services Ethiopia, founded in 1962, provides orthopaedic and social rehabilitation services for
children with disabilities. Community-based organisations serve as a bridge between mental
health experts and the community and also work in rural areas. Following training by psychia-
trists and psychiatric nurses, both organisations are involved in identifying and referring chil-
dren with autism. They also provide community members with training on community-based
rehabilitation interventions such as daily living and social skills, so that they can work with
local families. However, informants from both organisations conceded that their resources
for autism-related work were limited.

“...generally our impact is very small with regards to autism... recently what our people have
started to do is when they suspect that the problem is autism they refer the child saying we
don't have the capacity to intervene.” (CBR1)

[...]

The situational analysis presented in this study provides insight into the current services for
children with autism in Ethiopia. Our results indicate there is lack of knowledge about au-
tism in Ethiopia. The diagnostic and education provision is extremely limited. Most ser-
vices are confined to the capital and have long waiting lists. Moreover, families face
severe psychosocial and practical challenges in caring for their child with autism, in-
cluding stigma and social exclusion.

[...]

Our study identified four types of autism service providers in Ethiopia: clinics; autism
centres; schools with inclusive education programmes; and community-based rehabili-
tation organisations. Most of these service providers are located in Addis Ababa and
inaccessible to the majority of the population living in rural areas. There is a great lack
of autism awareness and stigma levels are high. Besides improving service provision
there is a need for culturally and contextually appropriate autism instruments. The strat-
egies outlined in this paper (see also Table 2) can help to address these gaps in future and
may also inform service enhancement approaches in other low-income countries.»Quelle: B.
Tekola et al., Challenges and opportunities to improve autism services in low-income countries:
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lessons from a situational analysis in Ethiopia, 2016, S. 1-10: www.ncbi.nIlm.nih.gov/pmc/arti-

cles/PMC5454792/pdf/S2054425116000170a.pdf.

Dejene Tilahun, 25.September 2017:

«There is a severe shortage of services for children with autism in Ethiopia; access to
services is further impeded by negative beliefs and stigmatising attitudes towards af-
fected children and their families. To increase access to services, care provision is de-
centralised through task-shifted care by community health extension workers. This study
aimed to examine the impact of a brief training (Health Education and Training; HEAT) for
Ethiopian rural health extension workers and comprised three groups: (1) health extension
workers who completed a basic mental health training module (HEAT group, N=104); (2)
health extension workers who received enhanced training, comprising basic HEAT as well as
video-based training on developmental disorders and a mental health pocket guide (HEAT+
group, N =97); and (3) health extension workers untrained in mental health (N = 108). All par-
ticipants completed a questionnaire assessing beliefs and social distance towards children with
autism. Both the HEAT and HEAT+ group showed fewer negative beliefs and decreased
social distance towards children with autism compared to the untrained health extension
worker group, with the HEAT+ group outperforming the HEAT group. However, HEAT+
trained health extension workers were less likely to have positive expectations about
children with autism than untrained health extension workers. These findings have rele-
vance for task-sharing and scale up of autism services in low-resource settings world-
wide.»Quelle: Dejene Tilahun et al., Ethiopian community health workers’ beliefs and attitudes
towards children with autism: Impact of a brief training intervention, 25.September 2017:
http://journals.sagepub.com/doi/abs/10.1177/1362361317730298.

Dejene Tilahun, 27. April 2016:

«In Ethiopia, as in many other low-income countries, there are limited services for chil-
dren with developmental disorders and their caregivers [12]. Out of a population of over
90 million people, nearly half of whom are children, there are only two trained child psy-
chiatrists and the available specialised child mental health clinics are limited to the cap-
ital city, Addis Ababa. In planning future intervention programmes for children with develop-
mental disorders it is essential to better understand the perspective of the caregivers. The aim
of the present study was to describe the experiences and challenges of caring for children with
ASD and/or ID among caregivers, particularly in terms of examining stigma experienced by
families, understanding the perceived causes of the illness, mapping out the interventions tried
and coping strategies practiced as well as determining the unmet needs of caregivers. A good
understanding of these factors is essential for designing and implementing future interventions
for Ethiopia and other low resource settings to improve the lives of children with developmental
disorders and their families.

[...]

Caregivers of children with ASD or ID in Ethiopia face many challenges, including high
levels of stigma and a lack of appropriate provision for their child. Reported stigma was
significantly stronger in caregivers who had sought help from traditional institutions or
had supernatural explanations for their child’s condition. The study has implications for
policies to reduce stigma, increase awareness about the causes of developmental disorders
and address the needs of caregivers of developmentally disabled children. Interventions to
improve awareness about developmental disorders, to decrease stigma, and improve access
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Devex,

Athiopie

to appropriate education and support for caregivers are warranted. » Quelle: Dejene Tilahun
et al., Stigma, explanatory models and unmet needs of caregivers of children with develop-
mental disorders in a low-income African country: a cross-sectional facility-based survey,
27.April 2016, S. 2, 11: www.ncbi.nlm.nih.gov/pmc/articles/PMC4847244/pdf/12913 2016 Ar-

ticle _1383.pdf.

6.November 2014:

«Ethiopia is a deeply religious nation, and people ascribe much of what happens in life
to God’s will. So when a child who displays behavioral or developmental differences is
diagnosed with autism — assuming the family has access to such a diagnosis — it can
be equivalent to learning that a family or parent has been cursed by God for some sin
they are assumed to have committed.

That perception, combined with a desperate lack of health services — particularly in
rural areas — and limited accommodation for autistic children in schools, can leave par-
ents feeling like they have no way out. Fathers of autistic children often abandon their
wives to start over, and mothers often find themselves alone to balance an extremely
demanding home life with the need to put food on the table.

And those few aid organizations that do provide services to Ethiopia’s autistic children
face a difficult paradox: Their students require highly individualized, focused attention
and low staff-to-child ratios, while most donors want to see big beneficiary numbers
before they agree to provide any financial support.

“I was shocked,” Rahel Abayneh told Devex, recounting her realization that she was a parent
of an autistic child as we drove through the construction-torn streets of the Ethiopian capital
Addis Ababa, a bustling hub of African development and security coordination.

Abayneh noticed that her second child of three, a boy, displayed behavior consistent with de-
pictions of autism she had seen in public service advertisements on TV. She spoke to a doctor,
who confirmed the diagnosis.

“I cut off my hair,” she said. “I didn’t want to see anybody.”

In far too many cases, that’s where the story ends. But for Abayneh, though, it was a beginning.
After the initial shock wore off, she surveyed her options. They were limited to one — one
center for autistic children in a country of nearly 95 million people. The wait list at that
center was 491 students long.

Instead of waiting indefinitely, Abayneh sought out other parents of autistic children. She found
five others in her village, and together they became the six founding partners of the
Nehemia Autism Center.

Now there are two centers for autistic children in Ethiopia.

Fighting stigma

In 2011, the six founding mothers together rented a house for 11,000 Ethiopian birr (about
$500) a month. The house was unfurnished except for a television. The six children played on
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mats while the mothers discussed their challenges and shared their experiences. It began as
more of a space for mutual support than a formal behavioral and educational center.

An initial private donation allowed Nehemia’s founders to undertake a more concerted fund-
raising campaign. A dinner event garnered further support, and the group received a one-time
donation of 200,000 birr from World Vision.

Today, the Nehemia Autism Center occupies asmall compound not far from central Addis
Ababa. It employs staff and volunteers to provide services to 40 autistic kids aged 2-12
at two students per teacher.

More than half the students come from low-income families and attend the center for
free, Tewedros Getye, the Nehemia Autism Center’s program manager, who holds a de-
gree in psychology, told Devex in the center’s sparse main office. Some of them travel
20 kilometers every day to get there and back, no small feat given the often poorly main-
tained and congested roads.

An estimated 600,000 Ethiopians are living with autism, he said.

That estimate is actually somewhat lower than global autism rates would suggest, and the
number for Ethiopia could be significantly higher, Getye noted. A general lack of knowledge
— even among Ethiopia’s health professionals — about what autism is, the fact that data
from rural areas is largely missing, and the sad reality that autistic children are often
concealed from public view due to the stigma attached to mental disability in Ethiopia
all combine to impede accurate reporting.

Getye cited instances of autistic children in rural villages who have been locked away — even
chained — indoors, or taken away for religious treatment instead of for medical diagnosis and
mental health and behavioral care.

“So we don’t hear about them,” Getye said.

Families with autistic children also tend to move around a lot. Many Ethiopians rent their homes
from landlords who share the same house are not always tolerant of autistic children living
there. The center’s program manager recounted the story of one mother of an autistic child
who was forced to change houses eight times.

Geyte showed Devex the classrooms, where students — most of them in pairs with intensely
focused staff volunteers — were working on matching pictures with words, on art projects or
on maintaining eye contact. The kind of familiarity with each of the students, their background,
progress and struggles can only come from a lot of time and energy.

That close attention and low staff-to-student ratio is both vital to the quality of the Nehemia
Center’s services and an obstacle to its growth and sustainability, according to both Abayneh

and Getye.

Funding challenge
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The center, Abayneh explained, has so far relied on a precarious combination of self-
funding and one-off donations from organizations and individuals. It does not serve
enough students to qualify for sustained aid from big international donors.

She recounted a meeting she was able to secure — after much effort — with an official from
the U.S. Agency for International Development’s Ethiopia mission. When she requested finan-
cial support for Nehemia, the official asked her how many students were enrolled, and when
she told him there were fewer than 50, he responded that they would need to serve at least
5,000 in order to receive funding from USAID.

“Can you imagine 5,000 students with autism?” Abayneh asked.

Getye noted that USAID advised Nehemia to form a network with other autism support centers
in order to make their case as a more robust potential aid recipient. But, as Abayneh encoun-
tered when she first explored options for her son, there is only one other autism center in
the entire country, despite the fact that the need for those services is much, much higher.
For now, Nehemia’s networking prospects remain slim.

“Although USAID does not have any autism specific programs in East Africa, it does not mean
that we do not include persons with autism in our programming,” Charlotte McClain-Nhlapo,
USAID coordinator for disability and inclusive development, wrote in response to an inquiry
from Devex. “The agency's approach is to support disability in its diversity. USAID disability
policy requires programs to reach all persons with disabilities including persons with intellec-
tual/developmental disabilities.”

The Nehemia Autism Center serves students from ages 2-12. The goal is to work with
them on behavior and communication skills so that the students can be accepted into
the national education system’s inclusive learning schools, where children with other
learning disabilities are accommodated in special education programs.

But even in those inclusive programs, teachers and administrators are often unwilling
to accept students with autism, due to the unique and demanding behavioral challenges
they often pose.

Nehemia’s waiting list is now 190 students long, and the center, will hold another fundraiser
on Jan. 26 next year.

Getye said that if they are able to raise enough money to strengthen the center and
secure its future, the next step will be to open others, including centers to serve students
older than 12 who do not make it into the country’s inclusive learning schools. They are
also hoping to purchase their own vehicles to provide transportation for some of the center’s
more distant students.

Nehemia trains its own staff and suffers from a lack of available professionals, Getye — who
is beginning a masters degree in developmental psychology — explained. But professional
opportunities for psychologists are lacking in Ethiopia, so few regard the field as a viable career
path in the country.
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That is the case across many professions, Getye said, “except accounting.”» Quelle: Devex,
For aid to Ethiopia's autistic, the numbers don't add up, 6.November 2014:
www.devex.com/news/for-aid-to-ethiopia-s-autistic-the-numbers-don-t-add-up-84732.

Spectrum, 13. Dezember 2017:

«Many African children with autism are hidden away at home — sometimes chained up,
almost always undiagnosed. Efforts to bring the condition into the open are only just
beginning

The eight-year-old girl’s head droops like a wilted flower as she sits slumped in a wooden chair
in her mother’s kitchen. Her wrists are swollen from the dingy white shoelace that binds them
behind her back. The girl’s mother, Aberu Demas, weeps as she unties her child.

Earlier that day, Demas had arrived unannounced at the Joy Centre for Autism in Addis
Ababa, Ethiopia. A single mother living on the outskirts of town, Demas didn’t know what
autism was or if her daughter, Fikirte, had it, but she was desperate for help. Fikirte could not
speak or feed herself, and Demas had no family or friends to look after the girl when she
needed to work or run errands.

It had taken Demas several hours to get to the centre by bus. Because she didn’t have an
appointment, she had to wait about three hours until Zemi Yenus, the centre’s founder,
could see her. The centre was at maximum capacity, so when they finally met, Yenus told
Demas she could only put Fikirte on the waiting list. Demas began to cry, and confessed
that she had left her daughter tied up and alone at home.

[...]

In the 10 years since then, Yenus says she has encountered hundreds of children locked
away or tied up. Like Demas, many parents resort to these extreme measures because
they have no other choice. Others hide their children, fearing stigma, which is pervasive
in many parts of Africa and casts any disability as the sign of a curse.

Many children with autism across Africa stay out of sight for another reason: Few clini-
cians have the skills or experience to identify the condition, if they are even aware that
it exists. In all of Ethiopia, with its nearly 100 million inhabitants, there are about 60
psychiatrists, and only one who specialises in child psychiatry. Only two public clinics
provide mental health services, and both are located in Addis Ababa, where a scant 15
per cent of the population lives. In 2015, there were about 50 child and adolescent psy-
chiatrists for the more than one billion inhabitants in all of Africa.

Yenus, whose adult son was diagnosed with autism in England, is a beautician by train-
ing, but she has made informal diagnoses for many children in her care, including Fikirte.
She founded the Joy Centre, the first of its kind, in 2002. She and other parents of chil-
dren with autism have spent the past 15 years trying to raise awareness of autism in
Africa. With little guidance available to them, they have also resorted to creating their
own treatments to help children on the spectrum learn to communicate and master basic
skills. None of these homegrown therapies have been validated, but these families
simply cannot afford to wait. “I’m not saying we don’t need that, but that’s not what we
need right now,” Yenus says. “What I need is to free those children.”
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The help these families need has been slow to come, but researchers are beginning to pick up
the pace. Some are tailoring diagnostic methods and treatments to African populations and
devising ways to reach rural communities faster. In September, the International Society for
Autism Research held a meeting in South Africa — the first of its kind on the continent — to
highlight research there. Hundreds of researchers, therapists and family members met for the
first time at the three-day event. “My hope is that this will not be a one-off event, but the start
of an ongoing process of building networks and connections within Africa,” says conference
co-organiser Petrus de Vries, professor of child and adolescent psychiatry at the University of
Cape Town. Even the wealthiest parts of Africa have a long road ahead, however. “What we
have here [in Cape Town] may probably be as good as it gets in Africa,” De Vries says. “And
yet our services for people with autism are almost non-existent.”

Missing children

British psychiatrist Victor Lotter published some of the first descriptions of people with autism
in Africa in a 1978 paper. He screened more than 1,300 children at institutions for people with
intellectual disability in six African countries; he found 9 children who qualified for a diagnosis
and 30 others with features of autism. Lotter reported that, as with children he had studied in
the United Kingdom, autism in Africa appeared more often in boys than in girls. But compared
with their British peers, African children with the condition were less likely to show repetitive
and stereotyped behaviours.

It was a promising start. But “since then, not much has happened”, De Vries says. Last year,
he and his colleagues laid out all of the peer-reviewed studies ever published about autism in
the 46 countries of sub-Saharan Africa. They found only 53 analyses, from just nine countries.
About 80 per cent of the studies focused on South Africa and Nigeria, two of the wealthiest
countries on the continent.

Their analysis did not support Lotter’s claim: The studies found that autism is fundamentally
no different in Africa than it is anywhere else in the world. Researchers in Kenya had reached
the same conclusion after a similar review the year before. “Personally, | have not come across
any indication that there’s anything different about the presentation [of autism in Africa],” says
Amina Abubakar, a research fellow at the Kenya Medical Research Institute in Kilifi, who led
the Kenyan analysis.

The biggest differences are who gets diagnosed and when. Children with autism in Africa
tend to be diagnosed around age eight, about four years later, on average, than their
American counterparts. More than half of African children with autism are also diag-
nosed with intellectual disability, compared with about one-third of American children
on the spectrum. This suggests that only the most severely affected children are being
picked up: Those who are diagnosed often speak few or no words and require substantial
help with everyday tasks such as eating or going to the bathroom. By contrast, in the
US, the largest diagnostic increases over the past few decades have been on the milder
end of the spectrum.

These findings seem to be in line with the belief that autism is more severe in African children

than in children elsewhere. However, the studies that offered up this idea were small — the
largest included only 75 participants. And they focused predominantly on children brought to
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neurology or psychiatry clinics. “The children who end up there are almost by definition the
more severely affected kids,” De Vries says.

[..]

Raising awareness

Most Africans are largely unaware of autism, despite its prevalence. In surveys con-
ducted in Kenya, Nigeria, Tanzania and Ethiopia, healthcare workers and families fre-
quently attribute its features to a curse (brought on by a taboo act such as cheating on
a spouse) or to being possessed by an evil spirit.

[...]

In April 2002, Yenus used her savings from her work in the beauty industry to rent a
small house in Addis Ababa, where she opened the Joy Centre for Autism. She started
with just four students, including her son. As demand grew, she admitted more children
and hired staff. Within a year and a half, the school had outgrown its original location
and moved to its current site: A house tucked away behind a tall green fence in a quiet
residential neighbourhood in the southwestern part of the city. As of September, the
school has 80 students and 53 staff.

Yenus is a well-known figure in Ethiopia and recognised elsewhere in Africa. She appears
regularly on TV and radio. “l think you can credit her with being the main person responsible
for raising autism awareness,” says Rosa Hoekstra, lecturer in psychology at Kings College
London. “She’s really a very powerful, inspiring figure.” But Yenus remains dissatisfied. In
Ethiopia, as in other African countries, there are no laws to guarantee children with au-
tism or other special needs the right to public education. To date, there are only two
schools in Addis Ababa that specialise in autism — the Joy Centre and the Nehemiah
Centre, opened by a group of families with children on the spectrum in 2011. Together,
the two schools have more than 500 children on waiting lists.

The schools provide some therapies that are loosely derived from evidence-based ap-
proaches, such as applied behavioural analysis, but other offerings are not. At the Joy
Centre, for example, children receive occupational therapy, music therapy and art les-
sons, as well as a speech therapy called “Abugida phonetics”, which Yenus developed
for her son. It involves teaching children how to speak by breaking words down into
simple syllables and showing them pictures of mouths making each sound. The idea is
that the children learn to mimic those movements.

Yenus credits this technique for her son’s ability to say simple phrases. But experts say it’s
unclear whether these homemade treatments help. “I think | understand why people are driven
to generating their own [treatments] when the system doesn’t provide it,” De Vries says. But at
the same time, he says, few people try to use proven therapies or collect the types of data
needed to validate their homegrown treatments.

Some African researchers, including Waganesh Zeleke, are hoping to collect this data.
Zeleke worked as a staff psychologist at the Joy Centre before earning her doctorate in
the US, and she returns each year to try to evaluate the treatments offered there and at
the Nehemiah Centre. She has found that most of the staff at these schools lack any
knowledge of autism or experience providing autism treatments prior to being hired.
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“Most of their knowledge comes out of self-learning,” says Zeleke, now assistant pro-
fessor of clinical mental health counselling at Duquesne University in Pittsburgh. “It’s
all informal, intuition-based.”

Both centres also lack documentation about what the treatments entail or formal assess-
ments of children’s behaviours before and after receiving the therapies. Without this
information, Zeleke says, it’s impossible to tell whether any of the treatments are effec-
tive. She’s working with staff at both schools to teach them how to assess and measure
their methods rigorously.

Cultural lessons

As the meeting in September made clear, researchers in Africa are primarily focused on long-
term scientific goals — but recognise families’ acute need for help. “It’s pointless to do neuro-
science if people don’t get access to diagnosis and treatment,” De Vries says. “It’s pointless
to do a prevalence study if all it does is to say how big our problem is, and we have no solutions
for the problem.”

He and others have started to collaborate with local communities to make more immediate
gains. Hoekstra, for example, has partnered with Ethiopia’s Federal Ministry of Health to
educate its nearly 40,000 health extension workers about autism. These workers travel
to rural areas to provide primary health services, but they have historically received no
training in mental health or developmental conditions. “What we are trying to do is to go
from a close-to-non-existent services situation to a situation where we can actually start
offering families some handles or supports,” Hoekstra says. Her results so far show that
the training reduces stigma and misconceptions about autism among the workers. The
team is evaluating whether it also results in more children being diagnosed with autism.

Other projects sidestep the lack of trained autism experts and focus on helping parents directly
— teaching them to provide evidence-based therapies to their children rather than relying on
trips to doctors or other experts. For instance, Lauren Franz at Duke University in Durham,
North Carolina, is adapting a therapy called the Early Start Denver Model for use in South
Africa. The therapy uses play routines to help children with autism learn skills such as speaking
and socialising. Another team, led by Nola Chambers at the University of Cape Town, is adapt-
ing an online tool called the Autism Navigator, which uses videos to teach parents strategies
for helping their children.

These researchers are incorporating what they are learning about African views and experi-
ences. Because literacy in Ethiopia is low, Hoekstra’s team has developed oral training ses-
sions. They also no longer tell Ethiopians that autism is highly genetic. “You could cause a
very strong genetic taint on the family,” Hoekstra says, essentially “replacing one stigma with
another”. One major lesson is the importance of working with local beliefs — and that’s true
anywhere in the world. “The fact that many African people believe that autism is caused by a
curse or spirits, | don’t think that’s culturally any more unusual than some people saying that
autism is caused by vaccinations or by particular diets, or by particular heavy metals,” De Vries
says. “They’re all cultural beliefs, in a way.”

Yenus says the programmes seem to work best when experts solicit the opinions of parents
like her — and wishes they would do so more often. “There should be no research about us
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without us,” she says. “Even though we are not psychiatrists, we are not doctors, we are doing
the work. We have the knowledge as well.”

Yenus is using that knowledge to expand her centre’s reach. She has begun training
teachers in 15 mainstream schools in and around Addis Ababa to help them provide
inclusive education for children with autism. And last year, the Ethiopian government
gave her permission to build another school for children with autism, on the outskirts of
Addis Ababa. The new school, which Yenus calls her “Autism Centre of Excellence”, is
set to accommodate roughly 400 children. She is still raising money but helped to lay
the building’s cornerstone in March. She says the facility will be equipped with dedicated
treatment rooms, as well as long-term living quarters for children in the direst need of
help.»Quelle: Spectrum, Why autism remains hidden in Africa, 12.Dezember 2017: www.spec-
trumnews.org/features/deep-dive/autism-remains-hidden-africa/.

Spectrum, 21.November 2017:

«Hidden at home:

One important barrier is stigma. Many caregivers of children with autism in Ethiopia say
they are worried about other people finding out about their child’s condition. Some par-
ents feel the need to keep their child hidden at home.

Many caregivers provide spiritual explanations for their child’s condition — for example,
attributing autism or developmental delays to a curse on the family or a punishment from
God. Spiritual explanations for autism are by no means unique to Ethiopia, but acknowl-
edging them is key to understanding the treatment parents seek.

Perhaps more unique to a low-income setting such as Ethiopia are the severe unmet needs of
families. The country has a population of 99 million people, of which 50 percent are children.
But there are only two state-funded child mental health clinics where a formal diagnosis can
be made. Both clinics are in Addis Ababa — inaccessible to most Ethiopians, who reside in
dispersed rural communities6. The few autism schools that exist each have long waiting lists,
meaning that most children with autism are without appropriate education. The vast majority
of children with autism remain undiagnosed, with no access to intervention or appropriate ed-
ucation.

In 2003, the Ethiopian government launched the Health Extension Program to address the
severe shortage in health services. Through this program, more than 40,000 community health
workers received basic health training and were subsequently deployed throughout the coun-
try. The program has had some notable successes, including a marked increase in childhood
vaccination rates and an increased uptake in the use of bed nets to prevent malaria.

But an evaluation of the program highlighted some gaps in training. Most importantly in the
context of our work, the initial program did not include any training on mental health and de-
velopmental conditions.

At that hotel, we developed materials for the Health and Education Training (HEAT) program,

which the government launched in 2011. Upon completion of the one-year program, community
health workers gain a more senior title and a small pay raise.
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The program provides the workers with two weeks of training in mental health, including some
limited coverage of developmental conditions. In 2012, our team surveyed more than 100 work-
ers from the first enrolled group. The workers were generally positive about the training but
said they still felt ill-equipped to address developmental conditions. In response to those re-
sults, we produced five short videos illustrating how to identify developmental conditions and
how to provide support to families. We also produced a mental health ‘pocket guide’ — an
introduction to mental health, including sections dedicated to developmental conditions. Work-
ers who completed the program, and particularly those who received the videos and pocket
guide, have fewer negative beliefs about children with autism than workers who did not receive
the training. They also are less likely to want to maintain a social distance from families with a
child who has autism.

These findings suggest that brief training in mental health and developmental conditions has
a positive effect on beliefs and attitudes toward children with autism and their families. The
HEAT study materials are open educational resources and free to be used or adapted for use
elsewhere.» Quelle: Spectrum, How to address autism in Ethiopia and other low-income na-
tions, 21.November 2017: www.spectrumnews.org/opinion/viewpoint/address-autism-ethiopia-
low-income-nations/.

Waganesh A. Zeleke et al., 7. September 2017:

«Autism has begun to attract both media and research attention across many developing countries. In
Ethiopia, where there is limited attention to diagnostic processes and therapeutic interventions
for children, the treatment for autism is widely misunderstood. This study examines the available
behavioral and educational interventions currently implemented for children with autism in the Ethio-
pian capital of Addis Ababa, which is considered a progressive area of treatment in Africa. Survey data
were collected from 80 helping professionals that included teachers, special needs educators, coun-
selors, therapeutic care workers, and social workers. Results indicated that children with autism
spectrum disorders (ASDs) who were enrolled in intervention programs received primarily
(daily living) skill-based interventions delivered on an ad hoc basis rather than structured so-
cial, behavioral, and educational interventions. The children were underserved due to a dearth
of available professionals, low number of training facilities, and inadequate resources for family
support. Results also highlighted the need for preservice and in-service educators’ training as
well as the need to document and evaluate the types of strategies that are used in schools and
agencies for children with ASDs in Ethiopia. »Quelle: Waganesh A. Zeleke et al., Autism service
providers report: Behavioral and educational interventions used in Ethiopia, 7.September 2017:
www.tandfonline.com/doi/full/10.1080/21683603.2016.1278568?scroll=top&needAccess=true.

Die Schweizerische Flichtlingshilfe SFH setzt sich dafir ein, dass die Schweiz das in der Genfer Flichtlings-
konvention festgehaltene Recht auf Schutz vor Verfolgung einhalt. Die SFH ist der parteipolitisch und konfes-
sionell unabhangige nationale Dachverband der Fliichtlingshilfe-Organisationen. lhre Arbeit finanziert sie
durch Mandate des Bundes sowie Uber freiwillige Unterstitzungen durch Privatpersonen, Stiftungen, Kantone
und Gemeinden.

SFH-Publikationen zu entsprechendes Land eingeben und anderen Herkunftslandern von Asylsuchenden fin-
den Sie unter www.fluechtlingshilfe.ch/herkunftslaender.

Der SFH-Newsletter informiert Sie lGber aktuelle Publikationen. Anmeldung unter www.fluechtlings-
hilfe.ch/newsletter.
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