ADOLESCENT WELLBEING

Creating a better post-pandemic future for
adolescents with disabilities

Adolescents with disabilities must have their needs prioritised in recovery and future pandemic
responses to improve health, educational, and social outcomes, argue Sarah Baird and colleagues

dolescents globally have been
negatively affected by the
covid-19 pandemic through
multiple pathways. As well
as the effects of contracting
the disease (either themselves or a family
member), adolescents have experienced
increased household poverty, closure of
schools and other key services, mobility
restrictions, and social isolation, which
can manifest in symptoms such as depres-
sion and anxiety with longer term effects
on wellbeing.!? For adolescents with dis-
abilities, who were already experiencing
disadvantage,’ the response to the pan-
demic magnified pre-existing challenges in
accessing services and highlighted social
discrimination towards people with disa-
bilities within the family, community, and
policy arena (fig 1).*°
Although an estimated 161 million
adolescents are living with disabilities
globally (box 1),? covid-19 policies have
given little attention to their experiences
and needs during the pandemic, and
concerns have been expressed about
their exclusion from broader global
health and social protection agendas."®
This is particularly worrying given that
adolescents with disabilities are at greater
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e Adolescents with disabilities are at
high risk of negative outcomes from
the covid-19 pandemic because of
multiple pre-existing vulnerabilities
and challenges accessing public ser-
vices

e All countries can mitigate these neg-
ative effects by stepping up social
assistance and investing in inclusive
programmes to address psychosocial
distress and learning loss

e Countries must also create opportuni-
ties for adolescents with disabilities
to be engaged in developing disabil-
ity responsive policy to recover from
the pandemic and prepare for future
crises

risk of severe effects from covid-19 and
poor outcomes after infection because
of the high prevalence of poor nutrition
and underlying health conditions in this
group."!

To avoid adolescents with disabilities
being further disadvantaged, they need
to be considered as a priority cohort
within post-pandemic recovery action
plans and given greater emphasis in
future pandemic responses. Intentional
action is the only way to compensate for
the disrupted learning and development
opportunities that many young people
with disabilities faced during the pandemic
and to secure brighter health, education,
and psychosocial trajectories so that we
meet the collective global commitments to
“leave no one behind” set out in the 2030
sustainable development agenda.?

Tackling widened educational disparities
Data from Bangladesh, Ethiopia, and Jor-
dan show that adolescents with disabilities
were not readily able to switch to online
learning when schools closed because of
covid-19." Conventional distance educa-
tion typically lacks modifications such as
sign language interpretation, enhanced
fonts, and colour and text reading fea-
tures. Moreover, evidence from multiple
countries shows that for adolescents with
intellectual disabilities who were getting
tailored services through school, disrup-
tions not only affected their learning but
also led to increased severity or intensity
of behavioural problems, including aggres-
sion, conduct problems, and antisocial
behaviour.'* These challenges compounded
pre-existing disparities in access to educa-
tion, including overall school participa-
tion rates as well as limited or segregated
schooling environments for students with
disabilities.’ For example, even before the
pandemic children with severe functional
difficulties were three times less likely to be
enrolled in primary school than their non-
disabled peers and half as likely to be in
secondary school.’

To address these deficits, adolescents
with disabilities must be given priority in
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learning recovery plans. Provision such
as catch-up classes and mentoring would
support them to get back on track and
maximise learning outcomes.” In the
longer term scaled-up and improved access
to tailored education (remote, in-person,
or a combination of both) could reduce
the educational exclusion facing many
adolescents with disabilities, especially
those in low and middle income counttries.’

Disability specific accommodations
advocated for use across settings include
sign language interpretation for remote
lessons, reading aids or braille texts for
students with visual impairments,'® and
adapted materials and online support
designed for young people with learning
disabilities.'” To better prepare for future
crises, governments should invest in
professional development training for
teachers and equip them with the skills
required to provide online classes for
students with disabilities.'® Improving
communication with parents, caregivers,
and teachers would further underpin
effective remote learning."’

Considering disability within social
assistance packages

Households caring for young people with
disabilities are more likely to experience
poverty because of care responsibilities
hindering full time participation in the
workforce and the cost of providing for
medical needs and adaptive devices.?®?!
During the pandemic these challenges were
exacerbated by higher rates of household
unemployment and underemployment.*
Moreover, given that many young people
with disabilities rely on school based social
protection (such as school feeding pro-
grammes and social assistance for educa-
tion payments), school closures increased
poverty and food insecurity.** "’

As part of pandemic recovery efforts,
social protection support must be
calibrated to ensure that adolescents with
disabilities are able to re-enrol in education
and to access medical and psychosocial
support services. Longer term, to tackle
poverty and economic vulnerabilities of
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Fig 1 | Examples of pre-existing challenges that amplified the negative effects of covid-19 on

adolescents with disabilities globally

adolescents with disabilities and their
families during future crises, social
protection platforms should be expanded
and adapted to respond to shocks in a
timely way, while prioritising the needs
of the most disadvantaged adolescents.
Programming might include cash to enable
distance learning, education fee waivers,
covering costs of internet connectivity
and devices (for example, Unicef Jordan
distributed tablets to adolescents during
the pandemic??), financing to support
access to assistive devices (such as Ghana’s
disability common fund®?), or running
community nutrition programmes to
make up for lack of access to school meal
programmes.*’

Targeted social protection programmes
are resource intensive and often exclude

Box 1: Defining disability

many people with disabilities because, for
example, they are focused on poverty and
do not consider the specific needs of people
with disabilities. There is therefore an
urgent need to ensure that function based,
rather than impairment based, assessments
are used that are compliant with the UN
Convention on the Rights of Persons with
Disabilities.**

Supporting adolescent connectedness, agency,
and resilience

Adolescents with disabilities globally were
experiencing high levels of social isolation,
violence, and exclusion from services and
support structures before the pandemic.’**
School closures, the lack of online educa-
tion adaptations, and temporary closure
of non-governmental organisation pro-

grammes and other support networks in
response to covid-19 all exacerbated the
isolation felt by adolescents with disabili-
ties and their families.? In fact, parents
reported that lack of social interaction was
one of the most challenging effects of the
pandemic for their child.?” Social isolation
is directly associated with poor mental
health and violence among young people
with disabilities.”®

To mitigate the risks of social isolation,
psychosocial distress, and exposure to
violence, we need to invest in programmes
to support adolescent connectedness,
agency, and resilience as part of broader
pandemic recovery efforts. These
interventions could take the form of
age tailored, community based mental
health counselling and peer support
initiatives, either in person or online,’ as
well as support from adults outside the
family such as teachers, health extension
workers, and social workers to reduce risks
and ensure continuity of reporting and
referral systems.”® An example of such a
model is the Nairobi Mind Empowerment
Peer Support Group in Kenya, which works
with young people with psychosocial
disabilities to help them live independently
and find suitable employment, healthcare,
and treatment.’® Extracurricular support
for adolescents with disabilities could
foster opportunities for peer interaction
and counteract the social isolation they
experience.”” National governments and
development partners also need to invest
urgently to improve referral systems for
specialised care and support.’! Investing in
accessible helplines and reporting systems
for adolescents and young people with
disabilities should also be a priority.'®>?

Including adolescents with disabilities in
policy development

Lack of high quality data on adolescents
with disabilities and exclusion of their
voices from policy development present

Understandings of disability are various and contested. Our analysis is informed by the conceptual framing outlined in the International
Classification of Functioning, Disability, and Health—Children and Youth (version 2007), which was developed in accordance with the UN
Convention on the Rights of Persons with Disabilities.® This model focuses on children and young people, across five domains—body functions,
body structures, activities, participation, and environmental contextual factors—to explore the interaction between a young person’s physical
structure and function and his or her contextual environment, which can inhibit participation and access to services.

The medical model—still reflected in the policies and services of some high income countries and most low and middle income countries—
considers disability as a medical matter, and people with disabilities are commonly assessed according to the extent to which they require

specialist treatment.

The social model of disability, by contrast, emphasises that people are disabled by barriers in society—whether physical, institutional, or
attitudinal—ratherthan by theirimpairment. It follows that the emphasis is then on removing these barriers so that people with disabilities can
enjoy greaterindependence, choice, and equality.”® However, there are some important gaps in this approach. It pays little attention to social
characteristics such as gender and ethnicity and instead treats people with disabilities as a homogeneous group.
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Box 2: Experiences of covid-19 and lockdowns among adolescents with disabilities*

o “| like to draw—that would give me something to do during the lockdown— but no one cares for people with disabilities. | don’t go out of the
house and | have no materials, no interaction with anyone ... No activities were organised in the [refugee] camp for adolescents. There was

nothing.”

* (16 yearold Palestinian girl with a hearing disability in Jerash refugee camp, Jordan)
® “|tis easier for people with no sight problem—they can copy and read any material they want. For us, itis all about listening to the teacherand
trying to rememberwhat he has said. Sometimes we ask other students to read to us to study for examinations. Now there are no students to

read to us. So if we are asked to take an exam when school opens, we haven’t learnt anything... There is no one [to help].”
* (18 yearold Ethiopian girl with a visual impairment)
e “We asked three times to be selected for [daily labouring work]. In other cities, youth like us [with disabilities] we heard get these chances but
no one has listened to us. They [the government] have done nothing for us.”
¢ (18 yearold Ethiopian boy with a visual impairment)
¢ “Since school was suspended, | have not done anything. The school did not tell us anything about online lessons... The Ministry of Education
said thereis an online education platform, but they explained nothing about how to access it... for students with visualimpairments.”
* (15 year old Syrian refugee boy with visualimpairment living in a host community in Jordan)
e “When the lockdown happened, we had a lot of shortages at home. This affected me a lot. | didn’t leave the apartment.”
(12 yearoldJordanian boy with a physicalimpairment).

*Quotes from qualitative interviews with adolescents collected as part of the Genderand Adolescence: Global Evidence (GAGE) study®

important challenges to directing future
support for adolescents with disabilities.
Evidence on the effects of covid-19 on peo-
ple with disabilities in general—let alone
on people with specific types of impair-
ment (eg, mobility, visual, hearing, learn-
ing, or self-care) or on adolescents as a
group—is scarce (see web appendix for a
rapid review). Adolescents with disabili-
ties were typically not consulted during
the pandemic response by government task
forces® and were overlooked as a specific
group. For example, emergency response
systems were not appropriately trained
on how to work with adolescents with dis-
ability, social protection programmes (eg,
cash for work) did not consider the specific
needs of adolescents with disability, and
information campaigns were not adapted
appropriately.’

There must be more systematic data
collection and monitoring efforts at country
level to render adolescents with disabilities
and other marginalised groups more visible
and inform policy makers’ decisions
on allocation of scarce resources.’
Governments should invest in education
management information systems®® and
capture disability disaggregated data
at health facilities. We also suggest that
it is important to oversample young
people with disabilities within routine
household surveys, instead of relying on
random sampling techniques (as is done
in demographic and health surveys and
multiple indicator cluster surveys). Another
approach would be to invest in longitudinal
studies on people with disabilities to
assess the effects of crises as they unfold.*®
Adolescents should be consulted in
defining both what information is collected

and which metrics are prioritised in these
data collection efforts.’’

Policy makers globally rarely hear the
voices of adolescents with disabilities,
even though listening to and actively
engaging with young people with diverse
impairments is key to ensuring effective
policy responses.’? Our earlier work on the
Gender and Adolescence: Global Evidence
(GAGE) study highlights the ways in which
adolescents with disabilities thought they
had been overlooked during the covid-19
pandemic (box 2).” Consulting groups
that represent people with disabilities,
and particularly young people, would
be a major step forward. One example of
how this has been done was during the
involvement of organisations led by young
people with disabilities as part of a recent
Leonard Cheshire report on the effect of the
pandemic in five low and middle income
countries.’® Unless young people with
disabilities are consulted and involved in
designing covid-19 recovery programmes,
any policy action is unlikely to achieve its
aims.

Leaving no one behind

While all young people have been adversely
affected by the pandemic and associated
control measures, adolescents with disa-
bilities have been particularly affected. The
evidence shows that the pandemic exacer-
bated pre-existing economic and social
inequalities, with pandemic responses
failing to ensure access to online educa-
tion for adolescents with disabilities and
other services being disrupted altogether.
There was also a lack of policies explicitly
addressing the needs of young people with
disabilities. These impacts are unlikely to
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be temporary, given that social connected-
ness, good mental health, education, and
social protection are key to adolescent out-
comes in the longer term.>®
Furthermore, the pandemic has
increased the number of young people
with disabilities (around 10% of young
people who contract covid-19 are thought
to subsequently go on to develop long
covid®®). Ultimately, ensuring long term
recovery from the pandemic for adolescents
with disabilities requires a multisectoral,
system-wide approach, involving a
wide range of government departments,
including health, education, labour, social
development, justice, transportation,
urban planning, water, and information
and communication technology.*°
Continuing to ignore the needs of young
people with disabilities in pandemic
recovery efforts and future crisis prevention
efforts will further entrench inequalities
and undermine the 2030 agenda’s global
commitment to leave no one behind.
We acknowledge Kathryn O’Neill for editorial support
and Ottavia Pasta for the figure design.
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