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Abstract

In this thesis, &xplore factors and strategies that influence and promote mental health and

wellbeing among children with disabilities.

Discussion is based on findings from four published articles. Paper 1 presents a scoping review of
mental health support for deaf and hard of hearing childr@nalitative research ingper 2explores
communication, inclusion and mental health among deaf and hard of hearing children in the Gaza
Strip. Paper 3 outlines the process of developing mental health and psychosocial support guidelines
for deaf and hard of hearing children in the Gaza StripeP4presents qualitative research on the
experiences o&dults anachildren with intellectual disabilities and their families in England and

Scotland during the CO\AUI® pandemic.

Using a sociatcological framework, | synthesiaad discuséindingsin the context of the wider
literature. | consider factors that influence the mental health and wellbeing of children with
disabilities across four levels (environment, community, caregivers, cagddyell astrategies for
support, including treatment and methods to promote mental heakimdingsshowthat disability
inclusion is central to the mental health and wellbeing of children with disabjlitiisencing the
societies in wkch children live and the systems availablestpport them Considering environment
government action (and inactiowanmarginalise children with disabilities and their families,
negatively impacting mental health and wellbeing. This was exemplified during the COVID
pandemic At communitylevel, stigma and discriminatiaontribute to exclusion of children with
disabilities, affecting mental healtiAt the level of the caregiveraregiver mental health and
caregiver knowledge on disabilityfluencechild wellbeingAt the individuallevel,identity and sel

esteemof children with disabilitiesnfluencetheir mental health and wellbeing.

This thesis contributes to our understanding of mental health and wellbeing among children with

disabilities andexamines the implications for research, policy and practice.
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Format ofthesis

This thesis ipresented in accordance with the London School of Hygiene & Tropical Medicine

research degree regulations for tiD by Publication.

9 Section 1 introducekey concepts relevant to the thesiscludingdisability, mental health
and the mental health of children with disabilities.

1 Section 2 provides an overview of the research included in the thesi®ur peerreviewed
and published journal articles.

1 Section 3 presents the analytic commentary, in whicfiticallydiscuss my findings within
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1 Section 4gives reflectioron my research practicend development
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1. Introduction to disability and the mental health of children with
disabilities
1.1. Defining disability

The United Nation€Convention on the Rights of Persons with Disabi(li&CRPDjefinespersons

with disabilitiesas those withd f 2tgfralphysical, mental, intellectual or sensory impairments which
in interaction with various barriers may hinder their full and effective participation in society on an
Sldzt t oFaAf]. 6AGK 20KSNEE

Conceptualisation of disability is complex and multidimensicsradl the UNCRPd2finitionisan

evolution of medical and social mod¢23. In the medical model, disabilitysgnonymouswith

impairment in functioningln this modeljmpairment restricts participation in daily activities, such as
education and employment, causing disabil2}. The medical model would assert that a Deaf

person cannot participate in society on an equal basis to hearing peers as a result of their hearing

loss, which restricts oral communication with the majority of the population and limits response to
auditory environmental cues. Under this model, medical interventions are recommended to alleviate
disability. For example, hearing aids or a Cochlear imptehtY LIN2 @S 'y AYRAQGARdzZ f Qa
social model of disability rejected this concept. Under this matiegbility is a result of barriers in
d20ASGe&3 NI G§KSNJ &KL 2] Foyexampldy Deafip&sizh rha@ Favedifficulty A NI S y
communicating with a health professionabt because they cannot hear, but because the health

facility does not provide a sign language interpreter. If environmental, attitudinal and institutional

barriers are removed, then people with disabilities can participate in society on an equal basis as

people without disabilities. Tihsocial model was a major leap forward in the conceptualisation of
disabilityand supported global disability activismowever the social model has been critiqued for

being too simple and faunderminingthe impact of impairment on disability.

More recently, he World Health Organization (WHIB}ernational Classification of Functioning,
Disability and HealtfllCF) biopsychosocial model of disabilityegrates concepts from both the
medical and social modg]. In line with the UNCRPD, the ICF framework (Figure 1) conceptualises

disability through the interaction of a health condition, personal factors and environmental factors.



Health condition
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Body functioning &
structures
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Environmental factors Personal factors

— Activities < Participation

Figure 1. The International Classification of Functioning, Disability and Health (ICF)

In this model, a health condition (e depressiof can lead to an impairment in functioning (e.g.
cognitive function, which can contribute to activity limitations (edjfficulty completing tasksand
thus participation restrictions (e.@mploymen). The extent of activity and participation restriction
is influenced by environmental factors (eadgtitude of employej and personal factors (e.g. family
support). The components of the ICF model interact with one another to influence the extent to
which aperson will experience disability. In this thesis, | use the UNCRPD definition and the ICF

framework when describing disability actildrenwith disabilities.

1.2. People with disabilities globally

Approximately 16% of the global populati¢h3 billion)has a disability4]. Nearly 10% of children

(240 millior) have a disabilitys]. Estimates indicate that 80% of people with disabilities live in low

and middleincome countries (LMICs), with prevalence higher in LMICs compared tmmbaghe
countries[6]. For instance, the prevalence in West and Central Africa (15%) and Middle East and
North Africa (13%) is more than doukiteat of Europe and Central Asia (6%). Disability is more
common in LMICs due to a combination of factors, including increased mdbiwand infectious
diseases, poorer sanitation and greater exposure to environmental hazards, and lower availability of

healthcare service$].

5AaloAftAGE Oy KIFI@GS | YF22NJI AYLI Ol 2y LIS2LX SQa
poverty[7], less likely to be employd8], and are more likely to experience violence and alj@e

Children with disabilities experience exclusion and deprivattompared to peers without

disabilities, children with disabilities are 34% more likely to be stunted, 49% more likely to never

have attended school, 41% more likely to fdslcriminatedagainst, 51% more likely to be unhappy

and 20% less likely to have expectations of a bettef1i¢

10



1.3. Disability and health

Article 25 0ofthe UNCRRE (0 | 1 S&a GKF G aLISNBR2ya ogAGK RAAaAlFOATAGAS
0KS KAIKSadG FaGdFrAylrotS adlyRFNR 2F KS[if 0K gAGK2C
Althoughimportant to note that they arenot a homogenous group, people with disabilities typically

have greater healthcare needs than people without disabiljiésThey may be at greater risk of

poor health as a result of an underlying health condition. For example, someone who iasénd

result ofdiabetic retinopathy will have diabetes, which may increase the risk of stRéa@ple with
disabilitiesmay also need additional support for their disability, such as rehabilitation services or

assistive technology. Despite this greater need, barriers in society, such as inaccessible health

facilitiesor stigma from health professionals, mean that people with digadsliare less likely to

access healthcare servicgs 11] Poorer acces$o health serviceesults in poorer healthwith
greaterhealthneeds, limited acces$o healthcareexacerbatesiealth inequity forpeople with

disabilities[4]. Health inequities mean that people with disabilities have higher mortality and

morbidity. Mortality among people with disabilities is 2.4 times higher than people without

disabilities people with disabilities have a life expectancy thdtGgo 20 years lowerand children

with disabilities have five times the odds of being seriously ténast yeaf12, 13] In the context

of the global agendahis inequity limitsachievement oSustainable Development Goal@Good

Health and Wellbeing Yy R G KS L2t Rg&E P BIKATHREIOHES cyllddor renewed

efforts to promote disability inclusion in the health sector to alleviate health inequalities

1.4. Mental health

Mental health conditions canegativelyimpactt LISNE 2y Qa Fo0Af AGe G2 LI NGAO
including school, work and local communitig#be 2019Global Burden of Diseases, Injuries, and Risk
FactorsStudyfound depression and anxiety to be the two most common and disabling mental

health conditions globally; they were among the 25 leading causes of heddtted burden15].

Mental health conditions accounted for 125.3 million years lived with disakdlitgt ketween 1990

and 2019, mental health conditions were the second leading cause of years lived with disability
globally[15]. In 2019,21.5 million children and adolescents (<20 years) experienced a mental health
condition[16]. Between 1990 and 201%¢ prevalence of depression and anxiety increasgd

48.19%15]. It is expected that prevalence will continue to increase as the global population grows.

Health systems must be able to address the mental health needs of a growing popati@across
the world, including higlincome countries such as the UK, provision, quality of care and access to

services i®ften poor [17, 18] Service provision is particularly low in LMJC3 20] Key challenges
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include inadequate policy and legislation, limited resourcesfanding(including limited trained
mental health specialistsand limited availability of contextually and culturally adapted evidence
basedmental healthinterventions[20]. The field of®&lobal Mental Healtttlevelopedin the early
2000sto address the mental health treatment gaplaw-resource settingsAt the time 80% of
peoplein LMICsieeding mental health support did not access servj2é$ Ten years on from the
2007LancetSeries on Global Mental Healthe 2018Lancet Commission on Global Mental Health
and Sustainable Developmetdlied for continued expansion ahental health within global health
priorities in order to achieve th8ustainable Development Gofl9]. The Commission called for

continued efforts to reduce the treatment gaps well agiaps in prevention and quality of care.

Global Mental Healtihas traditionally focused on a medical approach to mental health. Given the
gap in service provision, treatment and intervention have been prioritised. However, in recent years,
the fieldof Global Mental Healthas shifted towards human rights approaches, many of which are
founded in the principles of the UNCRREDB)]. Approaches in Global Mental Health are shifting to
address social determinants of mental health conditions, value human rights and better engage
people with lived experience h€ QualityRightsnitiative highlights this recent shift. Téglobal

initiative aims to provide training and guidance on developing health systems that are person

centred and based on humaights, in line with the UNCRRZE2].

In this thesis, | will discuss mental health systems across both high anddourcesettings. Two of
the included papers in this thesis are from a imgource setting. One of my included papers is
conducted in the UK and another is a global systematic review (of which much of the included
research comes from highcome settings). Howevr, my wider research experience has largely
been conducted in LMICs and | hold an MSc in Global Mental Health. Thus, my reflections in this
thesis may at times lean towds discussion in the context of Global Mental Health andresource

settings, although | aim to present reflections applicable to diverse contexts.

1.5. Mental healthand wellbeingf childrenwith disabilities

The UNCRPD definition of disability includes people with-lermg mental health conditions
experiencing psychosocial disability. Mental health conditions are a substantial impact in and of
themselves, but they are also associated with comorbid presematfdiealth condition$23]. It is

on this group that this thesis is focusddresent and discuss findings relevant to the mental health
and wellbeing of children with physical, sensory and intellectual disabiliiesnotdiscuss children
with mental health conditions or psychosocial disability that do not haveraatid physical,

sensory or intellectual disability.

12



Evidencesuggestshat childrenwith disabilitieshavea higherprevalence of mental health

conditions than childrenwithout disabilitieg24-29]. The Lancet Commission on Global Mental

Health and Sustainable Developmeatls fordirectedaction to address the needs of people with
disabilities, who may be at increased risk due to marginalisation, discrimination, isolation and a lack
of access to fundamental rights and servifE3. The Commission notes children and adolescents
with disabilities, and in particular children with intellectual disabilities, who are at risk of forced
detention and denial of mental health care. Although growing, current evidence on the mental
health of dildren with disabilities is of low quality, there is limited literature from LMICs, and there

is limited research into the social and environmental factors that influence poor mental hiedttis

population[24-29].

1.6. Terminology

For the purposes of this thesisuse the followinglefinitionsand conceptualisations regarding

mental health and wellbeing:

f aSyidlf KSFtGKY ¢KS 22NXR ISFHEGK hNBFYATFGAZY

well-being that enables people to cope with the stresses of life, realize their abilities, learn

gStt YR 62N)] 6Stfs | yRBOP2YGIGNAOGdzGS (2 GKSANI
f aSyidlf KSFHtUiK O2yRAUGUAZ2Yy&AaY aSyidlt KSIHf{iK O2yR;

YAfR RSLINB&aarzy YR FYEASGEO yR 4aSOSNB¢

disorder, schizophrenid}1]. Severe mental health conditions are less prevalent and may

NB&dA G Ay Y2NB ESOSNB AYLIANYVSydGo L das GKS
O2YY2y Ay GKS fAGSNI GdNBZ AyOf dzRAYI GRAZ2NRS

be consistenin my use of mental health conditions, as other language may be inappropriate

or stigmatising.

~

f  Wellbeing: The World Health Organization defines wellbeing (orav&lIA y 30 & I aLJk2 a.

state experienced by individuals and societies. Similar to health, it is a resource for daily life
and is determined by social, economic and environmental conditMelbeing

encompasses quality of life and the ability of people and societies to contribute to the world
gAGK | aSyasS 2F [FFyAy3a FyR Llz2N1]2 &aS¢

In this thesis, | use mental health in the context of alleviating mental health conditions or promoting
good mental health. The range of mental health conditions is broad and dj\ersm this thesis, |
use the term tarefer to common nental health conditions, including depression and anxiety, rather

than severe conditions, such as psychotic disorders. Severe mental health conditions are important

13



to consider, but they have not been the focus of my research and are not discussed inl distail.
wellbeing to describe a state of psychosocial wellbeing that encompasses good mentakinealth
positive emotions, as well as feelings of sal€eptance, purpose, autonomy and positive

relationships.

2. Overview of thesis

2.1. Aimofthesis

In this thesis, | present a portfolio of four published articles that explore mental haattiwellbeing
amongchildren with disabilitie$33-36]. The four articles were derived from two research projects
conductedin the Gaza Strip and the UK during COMDI heanalytic commentarypresented
alongside these articles/nthesisathe findings angresents my discussion tife research in the
context of existing literatureln this analytic commentary, | examine factors that contribute to the
mental health and wellbeing of children with disabilities and | discuss how my research has
contributed to understanding on this topichighlight gaps in the evidence and directions for future

research, policy and practice.

It is important to note that my research focused on deaf and hard of hearing children and youth with
intellectual disabilities. Portions of my discussion will focus primarily on these groups, although |

present discussioand draw from relevant literaturen children with disabilities more broadly

2.2. Research presented in the thesis

This thesis includes the followiffigst-authored, peesreviewed articles

9 Paper 133]: Scherer N, Bright T, Musendo DJ,adn T, Kubwimana C, Eaton J, Kakuma R,
Smythe T, Polack Blental health support for children and adolescents with hearing loss:
scopingreview.BJPsych Opdg021) 8 (1), €9 10.1192/bjo.2021.1045

1 Paper Z35]: Scherer N, Smythe T, Hussein R, Wapling L, Hameed S, Eaton J, Kabaja N,
Kakuma R, Polack@Gommunication, inclusion and psychological wellbeing among deaf and
hard of hearing children: A qualitative study in the Gaza Fi@S Global Public Health
(2023) 3 (6), €0001635 10.1371/journal.pgph.0001635

9 Paper 334]: Scherer N, Hussein R, Eaton J, Kabaja N, Kakuma R, Smythe T, Polack S.
Development of mental health and psychosocial support (MHPSS) guidelines for deaf and
hard of hearing children in the Gaza St#Rh.OS Global Public Hegl#923) 3 (10), e0002427
10.1371/journal.pgph.0002427
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1 Paper 436]: Scherer N, Wiseman P, Watson N, Brunner R, Cullingworth J, Hameed S,
Pearson C, ShakespearéDo they ever think about people like us?': The experiences of
people with learning disabilities in England and Scotland during the CI3\fiBndemic.
Critical Social Poli¢®2022) 43 (3), 42347,10.1177/02610183221109147

Section22.2.1. and 22.2. provide an overview of thievo research projectghat these papers relate

to. The published articles are presented immediately atbefore the analytic commentary.

2.2.1. Mental healthsupport fordeaf and hard of hearing children in the Gaza Strip

There are 70 million deaf and hard of hearing children world8d¢ Deaf and hard of hearing
children are at increased risk of mental health conditif8& 39] butthere is a dearth of high
quality evidenceexamining this relationshignd intervention/promotion strategiegarticularly in
LMIC428].

Papers 13 come froma collaborativaesearch projecin the GazaStrip betweer2020-2022, on

which | was lead researchérhis project aimed to understand the factors that influence mental
health and wellbeing among deaf and hard of hearing children in the Gaza Strip, explore mental
health and psychosocial support (MHPS8)tegiesand develop schodbased guidelines on MHPSS
for deaf and hard of hearing childrefhe projectwas conducted byhe London School of Hygiene &
Tropical Medicine (LSHTMtfaluna Society for Deaf Children and CBM Internationabhdead
researcheat LSHTMThe Gaza Strip is a Palestinian Territory under Israeli occupAtitime time of
study,availableevidence showed thatouth in the Gaza Strip experienced high rates of depression,
anxiety and postraumatic stress disorder, yet faced difficulties accessing serfdfeg1] In a 2019
Multiple Indicator Cluster SurvéMICS) disability prevalenceamong children aged-57 in the Gaza
Stripwasestimated to be high at2.8% 7.4% had anxiety and 0.8% (~50,000 children) had difficulty
hearing[42].

The process to develop the guidelines was collaborative and particip&ttly.local partnersye
formed a local steering committee, comprised of Deaf adults, family members, members of an
organisation of deaf and hard of hearing people, teachers, mental health spe@alisgpovernment
officials | worked with this committee and Atfaluna develop the research priorities and methods,
to analyse and interpret findings, and to develop guideline cont@msultation with local Deaf
leaders, international deaf and hard of hearing people with expertise on mental healthhend
World Federation of the Deaf further supported development of these evidéased guidelines.
Research to inform the guidelines includgdstematic review (paper 1), qualitative reseafphper

2) and pilot study (paper 3).
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Paper lpresentsa systematic review afiental health support for deaf and hard of hearing children
worldwide [33]. Findings identify MHPSS strategies and considerations for inclusive service
provision. Thisvasthe firstglobalreview to synthesisevidence on mental health support for deaf
and hard of hearing childre.aper 2 used qualitative methods emderstand factors thainfluence
the mental health and wellbeingf deaf and hard of hearing childrem the Gaza Strip. idepth
interviews were conducted ith deaf and hard of hearing children, caregivers and teachers in
mainstream and special scho@85]. Factors that negativelynfluencedmental healthand wellbeing
included lack of accessible communication, social excluaiamegative attitudesPaper 3
describeghe process oflevelopingthe MHPSS guidelingimcludinginformation on ce
development,additionalfindings from the qualitative research and resdftsm two pilot studies

[34]. Briefly, te pilot studiesdlemonstrated feasibility and acceptability of the guidelin@&achers
said they would needupportfrom the school administratioto implementover the longterm. The
researchprojectwas conducted during the COVID pandemic, impacting data collection methods,

as described in papers 2 andTdhe guidelines are freely available onlindcimglisrand Arabic

At the time of writingthis thesis thereis majorcrisis and conflict in the Gaza Stighen conducting

our research in 202@he Gaza Strip was a humanitarian setting, given the occupation and blockade
by Israel, which limited economic opportunities and access to daily rjd8lisHowever, the region

had notexperiencednajor armed conflicfor some yearscertainly not at the current leveArmed
conflict was noteported by partners and participans a major influenca relation to the mental
health of deaf and hard of hearing childrétindingsin papers 13 andreflections inthe analytic
commentaryare relevant to the time of our resear¢d020-2022 and thedata obtained Discussion

in this thesigmay not be relevant to the current context in the Gaza Strip, where children and

families are experiencing increased conflict, trauma and psychological stress.

2.2.2. Children withintellectualdisabilities and their caregivers in the UK during CQ¥ID

In the UK, people with disabilities were three times more likely to die during the CIO\iBndemic
than people without disabilitiept4]. Risk of death involving COVID was 1.41.6 greater for people
with disabilitieg44], and people withntellectualdisabilities experienced a 7#&2-fold higher rate
of COVIPrelated death[45].

Paper 4 presents qualitative research into the experiences of adults and children with learning
disabilities (globally termed intellectual disability) and their caregivers in England and Scotland
during the COVI29 pandemid36]. The research was conducted in collaboration with the
University of Glasgow in response to rapid funding calls at the start of the pandémdmgs

showed thatadults and childremvith intellectualdisabilities and caregivers felt abandoned by the
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https://www.lshtm.ac.uk/sites/default/files/2023-07/English%20version_0.pdf
https://www.lshtm.ac.uk/sites/default/files/2023-07/Arabic%20version_1.pdf

government As a result, ldldren and caregiversxperiencedstrain on their mental health and
wellbeing. The project elicited other published works, to which | arauthor and to which | refeto
throughout the thesig46-48]. The research findings have been used by disability researchers and
advocates in th&JKCOVIEL9 Inquiry, outlining the structural inequalities that contributed to
increased risk of mortality, morbidity and hardship for people with disabilities during the pandemic
[49]. The pandemiexacerbatecdexisting exclusion and inequities for people with disabilites
such,there have beertalls for a pospandemic response that better includes people with

disabilities in policy and programme development and implementg&®h

Note that paper 4 focuses on both adults and children with intellectual disabilities. The sample
comprised of adults with intellectual disabilities, caregivers and family members of adults and
children with intellectual disabilities, and representativeanfrorganisations supporting adults and
children with intellectual disabilities. In the analytic commentary, | draw on findings relevant

specifically to children with intellectual disabilities and their family members
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SCOPINg review
Ritsuko Kakuma, Tracey Smythe and Sarah Polack

Background

Children with hearing loss are at increased risk of mental health
conditions, including behavioural problems, but there is limited
evidence about available mental health support.

Aims
We aimed to map the evidence on mental health support for
children and adolescents with hearing loss.

Method

Medline, Embase, PsycINFO and grey literature databases were
searched until April 2021. Articles of any study design were eli-
gible if they described an intervention supporting the mental
health of children with hearing loss. No restrictions were placed
on geography or publication date. Four reviewers independently
screened results by title, abstract and full text. Study character-
istics and outcome data were extracted, with results narratively
synthesised.

Results

From 5629 search results, 27 articles were included. A large
majority of the studies (81%, n = 22) were from high-income
settings, with two-thirds (67%, n = 18) conducted in the USA. Less
than half (41%, n =11) of the articles adopted experimental
research designs, and the majority of studies included small
samples. The interventions presented were diverse, with the
majority either therapy based (30%, n = 8) or skills training (30%,

Mental health support for children and
adolescents with hearing loss:

Nathaniel Scherer, Tess Bright, David John Musendo, Timothy O’Fallon, Chris Kubwimana, Julian Eaton,

n=28). Interventions included ice-skating, parent-child inter-
action therapy and resilience training. When measured, inter-
ventions demonstrated at least some evidence of effectiveness,
although this was not always assessed with gold-standard
methodology.

Conclusions

The evidence is lacking in breadth, study quality and geograph-
ical spread. That said, what is available indicates a range of
effective approaches to support the mental health of children
with hearing loss. Additional research is needed to improve the
breadth of evidence on mental health support for this
population.

Keywords

Childhood experience; outcome studies; psychosocial interven-
tions; rehabilitation; primary care.
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Background

As of 2019, an estimated 20% of the global population (or 1.57
billion) have hearing loss, with 430 million having moderate-to-
complete hearing loss." This is a 79% increase in reported rates
from 1990, and by 2050, an estimated 2.45 billion people are esti-
mated to have hearing loss, with 698 million having moderate-to-
complete hearing loss. Although hearing loss is more common
among older adults, there are approximately 70 million children
aged 0-15 with hearing loss across the world."

Children with hearing loss may experience language depriv-
ation, impacting development, communication and socioemotional
skills.>* As a result, children with hearing loss are at increased risk
of mental health conditions, such as anxiety and depression, with
several studies demonstrating significantly higher prevalence of
these conditions among children with hearing loss, compared
with children without hearing loss.*~ Evidence also shows that chil-
dren with hearing loss are more likely to experience behavioural
problems, including conduct and hyperactivity disorders."*'" Half
of mental health conditions start by the age of 14, yet these often
go undetected and untreated.'”> Among the general population,
these conditions in childhood are associated with an increased
risk of mental health concerns in adulthood, lower family income,
lower probability of employment and lower probability of being
married.'>"* Mental health conditions may also further disrupt
ongoing child development, a challenge already present for children
with hearing loss. Addressing mental health concerns, while

promoting emotional, behavioural and psychological well-being,
is imperative among children with hearing loss, in order to
support a healthy childhood and reduce the risk of adverse experi-
ences in adulthood.

Youth mental health has received growing attention in recent
years, as evidenced by the inclusion of 104 network meta-analyses
and meta-analyses of randomised controlled trials (RCTs) on
mental health interventions for children and adolescents in a
recent umbrella review published in 2021."° However, there is
limited synthesised evidence on interventions and types of
support available for children with hearing loss that promote psy-
chological, emotional and behavioural well-being, prevent mental
health conditions and treat conditions that do arise. In 2019, a sys-
tematic review on the assessment and treatment of behavioural dis-
orders in children with hearing loss found limited evidence of
interventions to address behavioural problems.'! Evidence on inter-
ventions available for other mental health conditions is lacking.
Information on the types of interventions applied, their characteris-
tics and evidence of their effectiveness is needed to inform support
programmes for children with hearing loss, whether these be in
school, the community or delivered through the healthcare system.

Aims

This study aimed to systematically identify and map the evidence on
mental health support for children and adolescents with hearing
loss. We aimed to answer the following questions.
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What are the characteristics of the available literature describ-
ing mental health support for children with hearing loss?
What mental health interventions and support have been pro-
vided or evaluated for children with hearing loss?

What evidence is available on the effectiveness of these
interventions?

What are the current gaps in the available evidence?

(a

Rl

(b

<

(c

—
(=N
e 2

Method

With expected limited and heterogeneous data, we chose to conduct
a scoping review, rather than an alternative evidence synthesis, in
order to map the available evidence.'® The protocol for the review
was registered on the Open Science Framework on 3 March 2020
(osfio/8qdbz/). Ethics approval was obtained from the London
School of Hygiene & Tropical Medicine Research Ethics
Committee (Ref: 19144).

The scoping review has been conducted and reported according
to the PRISMA Extension for Scoping Reviews (PRISMA-ScR)
guideline and followed Arksey & O’Malley’s framework for
scoping reviews.'”'® We conducted the review across five stages:
(a) identifying the research question; (b) identifying relevant
studies; (c) study selection; (d) charting the data; and (e) collating
and summarising the results.

Eligibility criteria

(a) Population: children aged 6-18, with diagnosed, proxy-report
or self-reported hearing loss, of any severity. Included partici-
pants did not need to have a diagnosis of a mental disorder.
Intervention: any initiative designed to improve the mental
health and well-being of children with hearing loss, including
interventions developed specifically for children with hearing
loss or those adapted from interventions aimed at the general
population. Interventions promoting developmental skills
and protective factors, such as emotional regulation, resilience
and self-esteem, were included if connection was made to child
mental health and well-being. Interventions were also included
if they addressed behavioural problems or disorders, such as
hyperactivity or aggression. Activities could be focused on pro-
motion, prevention or treatment, such as social interventions,
skills development, targeted recreational activities and therap-
ies. They could be delivered by any personnel in any setting.
Interventions for parents, caregivers or other adults (for
example teachers) were included if children with hearing loss
were an intended beneficiary. Similarly, interventions were
included if provided to a diverse group, as long as children
with hearing loss were one of the beneficiaries.

Comparator: studies with and without a control or comparison
group were included. If a control or comparator is present, they
must also be children with hearing loss of the same age, but
who have not received the intervention.

(d) Outcomes: studies with or without assessment of any outcome
were included. Where applicable, outcomes of interest
included scores on mental health screening tools, acceptabil-
ity/feasibility, cost-effectiveness and other reasonable data.
Study design: published literature of any study design (quanti-
tative, qualitative and mixed methods). Descriptive literature
(i.e. without research methods applied) was included, if suffi-
cient detail was provided on the intervention(s) available for
children with hearing loss. Reviews and opinion pieces were
excluded. There were no restrictions placed on geographic
location, although articles needed to be in English. There
were no limits placed on publication date. Grey literature,

(b

(c

(e

including dissertations and conference presentations, was
included. Only articles with an available full text were included.

Search strategy

Articles were identified through a systematic search of Medline,
Embase and PsycINFO. The search was initially conducted on 27
April 2020 and updated on 27 April 2021. An example of the
search strategy is available in Supplementary File 1 available at
https:/doi.org/10.1192/bjo.2021.1045. Reference lists of each
included study were examined in search of additional articles for
inclusion.

The search for grey literature was conducted through OpenGrey
and Google Scholar. Additionally, experts in this field were con-
tacted for recommendations of known reports, and the websites
of notable disability and hearing loss organisations were manually
searched (Supplementary File 2).

Study selection

Authors N.S., T.B., D.JM. and T.O.’F. independently screened all
titles and abstracts against the eligibility criteria. Each record was
screened by two reviewers. Eligible full-text articles were then inde-
pendently reviewed by two reviewers. Although excluded from the
final synthesis, systematic reviews and full-length books identified
in the database search were manually screened by full-text, with
included articles and book chapters selected for full-text screen, if
relevant. Records identified from the reference lists of included arti-
cles were also filtered into the full-text screening. Discrepancies at
any stage were discussed between the two reviewers, with a third
and fourth reviewer consulted if needed. This review process was
conducted using Covidence software.

Data extraction and charting

N.S. extracted the data for each study, using a custom form, devel-
oped in Excel. This extraction form was first piloted on three
included articles, with amendments made as necessary. T.B., D.J.
M. and T.OF. each independently reviewed one-third of data
extracted. Discrepancies were discussed and resolved with N.S.,
with support from a third reviewer if needed. Data extracted
included:

(a) Publication details: author, year of publication, title, country,
aims/objectives, study design.

(b) Characteristics of mental health support: type (promotion, pre-
vention, treatment), intended outcome, setting, delivery agent,
intervention components.

Outcomes: type (effectiveness, feasibility, acceptability, service-
delivery related), measurement tools, findings (both narrative
and statistical).

(c

<

Quality assessment

For an assessment of risk of bias, we used the critical appraisal tools
from the Joanna Briggs Institute (JBI). There are various tools pro-
vided by JBI, designed for use with different designs, such as case
report or RCT. Each tool can be used to determine the extent to
which a study has addressed the possibility of bias in its design,
conduct and analysis, via a series of relevant questions and standar-
dised responses.'”

Studies were assessed by N.S., with scores reviewed by S.P. Based
on the assessment against a JBI checklist, each study was rated as
having high, medium or low risk of bias.

(a) Low risk: all or almost all of the criteria were fulfilled, and those
that were not fulfilled were thought unlikely to alter the
conclusions.
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(b) Medium risk: some of the criteria were fulfilled, and those not
fulfilled were thought unlikely to alter the conclusions of the
study.

(c) High risk: few or no checklist criteria were fulfilled, and the
conclusions of the study were thought likely to alter if these
had been met.

Synthesis of results

Under the umbrella of mental health, the focus of this review, we
have grouped articles by interventions that address psychological
well-being and behavioural problems. Psychological well-being, in
this instance, refers broadly to emotional well-being and mental
health, and includes diagnosis or symptoms of mental health condi-
tions, as well as related domains, such as resilience and self-esteem.
Behavioural problems include disorders and concerns relating to
disruptive and challenging behaviours, such as aggression, impul-
sivity and defiance. Specific behavioural disorders include atten-
tion-deficit hyperactivity disorder or oppositional defiant disorder.

Under these two subheadings, we grouped articles by interven-
tion type. Findings have been summarised narratively, with the
focus on the characteristics of the interventions. Information on
effectiveness has been narratively presented, where this information
was available.

When data presented in an article is disaggregated by age, with
participants older or younger than the inclusion criteria included,
only that attributable to children within the age range of 6-18
years was included in the synthesis.

Results

The database search generated 5629 results, from which 1253 dupli-
cates were removed. In total, 4376 records were screened by title and
abstract, from which 4245 were excluded based on the criteria above
(Fig. 1). There were 130 full-text articles that were eligible for
screening, with 6 additional records included from systematic
reviews screened at full text (n = 3), records identified via the refer-
ence lists of included articles (n = 2) and the grey literature (n=1).
From 136 full texts assessed, 27 articles were included in the synthe-

Sis.Z()f46

Study characteristics

Of the 27 included articles, 18 (67%) come from North America,
and specifically the USA (Table 1). Of the remaining, four (15%)
were conducted in Europe, four (15%) the Middle-East, and one
(4%) in Asia. None were from Africa, Latin America or
Australasia. Nine (33%) were published after the year 2010, with
18 (67%) prior to 2010. Eleven (41%) were published prior to the
year 2000.

Eighteen (67%) provide information on support focused on psy-
chological well-being, and related domains. Of these, four (15%) tar-
geted protective psychological factors (such as resilience and
emotion management), one (4%) social anxiety disorder, one
(4%) substance misuse disorder and one (4%) obsessive-compulsive
disorder. Fourteen (52%) of the 27 included articles focused support
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Table 1 Summary of article characteristics

Variable and category n %
Region
Asia 1 4
Europe 4 15
Middle-East 4 15
North America 18 67
Country
Finland 1 4
India 1 4
Iran 3 "
Poland 1 4
Turkey 1 4
UK 2 7
USA 18 67
Country income status
High 2 81
Upper-middle 4 15
Lower-middle 1 4
Study design
Before and after 3 "
Case report 4 15
Case series 5 19
Pilot study 2 7
RCT 6 22
Qualitative 1 4
Descriptive 6 22
Decade of publication
1970 4 15
1980 1 4
1990 6 22
2000 7 26
2010 7 26
2020 2 7
Source
Journal 23 85
Book 2 7z
Thesis 2 7
Mental health domain
Psychological well-being 18 67
Behavioural problems 14 52
Sample size
<10 9 33
11-20 4 15
21-50 4 15
51-100 2 7
>100 2 7
N/A 5 19
Risk of bias
Low 7 26
Medium 10 37
High 4 15
N/A (description only) 6 22

RCT, randomised controlled trial; N/A, not applicable.

on behavioural problems, such as conduct disorder. Some articles
focused on both psychological well-being and behavioural problems
and the percentages presented therefore total greater than 100%.

Twenty (74%) of the interventions included treatment options,
17 (63%) promotion activities and 7 (26%) prevention techniques.
Eight (30%) interventions were therapeutic in nature, nine
(33%) were a structured training programme, two (7%) based on
physical exercise, and one (4%) medical. Seven (26%) others
were intervention packages, comprised of multiple single
interventions.

Eighteen (67%) described activities delivered in schools, nine
(33%) of which were special schools, three (11%) special education
classrooms in a mainstream school and one (4%) a mainstream
school. Four (15%) were conducted in residential settings, with
schooling on site. Six (22%) were conducted in healthcare facilities,

one (4%) a community setting, and two (7%) artificial/research set-
tings. One (4%) study did not provide information on the setting.

Nine (33%) of the included articles presented a case report or
case series, six (22%) conducted randomised controlled trials, five
(19%) used quasi-experimental methods (of which two were pilot
studies) and one (4%) qualitative. Six (22%) of the articles described
an intervention or support structure, without any research methods
applied. One-third (33%) of articles included a sample size of less
than ten participants, with only two studies (7%) including more
than 100 participants.

Summarising the ages and degree of hearing loss among parti-
cipants included presented a challenge. Studies provided various
classifications on the severity of hearing loss, and we have converted
these under the same terms in Table 2. The ages of participants and
severity of hearing loss overlapped across studies, and summary sta-
tistics were difficult to present with much coherence.

Quality assessment

The six (22%) articles that describe (rather than evaluate) an inter-
vention were not included in the quality assessment. Of the 21
remaining, 7 (33%) were rated as having a low risk of bias, 10
(48%) medium and 4 (19%) high. Potential sources of bias among
those rated to have a medium or high risk, included: inappropriate
statistical analysis, including the absence of statistical power or
sample size calculations in RCTs; no clinical information provided
for participants in a case series; and unsuitable measurement of out-
comes, including collection time points and screening method.

Types of support
Psychological well-being

As seen in Supplementary Table 1, 17 articles targeted psychological
well-being and related factors (for example resilience).

Five (29%) of these focused on forms of counselling, psycho-
therapy or group support.”**"¥”**** Examples included peer-
support groups and therapeutic play. Four (24%) provided struc-
tured training and skills-based programmes, including group assert-
iveness training for social anxiety disorder.”***>%* Two (12%) were
focused on physical exercise and related activities, including ice-
skating and dance lessons.”** One (6%) study investigated the
impact of hearing aids on psychological well-being.*®

The remaining five (29%) articles provided information on
intervention ‘packages’ that included more than one intervention
approach.*>**4%454¢ These were typically delivered in healthcare
or residential settings. Individual interventions described in the
packages were typical of those provided in mental health pro-
grammes for the general population, and included cognitive-behav-
ioural therapy, medication, art therapy and peer-support groups.

Behavioural problems

Fourteen articles provided support for behavioural problems. In
four articles, the intervention or support provided addressed both
psychological well-being and behavioural problems.

Five of the 14 (36%) provided counselling or variations of psy-
chotherapy, including video-counselling.”>*****>** Three (21%)
provided parents with training, and typically included skills-build-
ing exercises, using role-play and similar techniques.*****! Three
(21%) focused training efforts on children.”?**** For example, the
PATHS (Promoting Alternative Thinking Strategies) curriculum,
which includes daily activities at school, delivered by teachers.*
One (7%) supported physical activity, in this instance, ice-
skating™ A further two (14%) articles described a support
package including various activities.”"”” This included Walden
House, a residential programme for children with hearing loss
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First author (year)

Ahmadi et al (2017)%
Altshuler & Spady (1978)*'
Anonymous (1978)%

Ashori & Najafi (2021
Bernstein & Denno (2005)**
Boham & Selkowitz (1981)%
Borowiec et al (2019)%
Burnes et al (1992
Chapel (2005)%

Donovan (2003)%°
Dursun et al (2015)*

Elkayam & English (2003)*"
Forehand et al (1974)*?
Garcia & Turk (2007)*
Greenberg & Kusché (1998)**
Hatamizadeh et al (2020)*

Johnson & Sandberg (1992)*
Lasanen et al (2019)*

Nehra et al (2001)*

Osborne (1977)*

Sarti (1993)*°

shinn (2013)""

Sullivan et al (1992)*

Tinsley & Jedlicka (2012)*
Troester (1996)*

Vreeland & Tourangeau (2003)°
Wright et al (2012)*

Country

Iran
USA
USA
Iran
USA
USA
Poland
USA
USA

USA
Turkey

USA
USA
UK

USA
Iran

USA
Finland
India
USA
USA
USA
USA
USA
USA

USA
UK

Mental health domain

Social anxiety disorder
Behavioural problems
Psychological well-being
Emotional regulation
Obsessive—compulsive disorder
Behavioural problems
Self-esteem
Behavioural problems
Psychological well-being and
behavioural problems
Behavioural problems
Psychological well-being and
behavioural problems
Psychological well-being
Behavioural problems
Behavioural problems
Behavioural problems
Resilience and behavioural
problems
Substance abuse disorder
Psychological well-being
Psychological well-being
Behavioural problems
Psychological well-being
Behavioural problems
Behavioural problems
Psychological well-being

Psychological well-being, resilience

and behavioural problems
Psychological well-being
Psychological well-being

RCT, randomised controlled trial; Y, yes; N, no; N/A, not applicable.
a. Description of an intervention with no research methods applied.

Study design
RCT

Case series
Descriptive®
RCT

Case report
Descriptive
RCT
Descriptive
Case series

Case series
Before and after

Pilot study
Case report
Case report
RCT

RCT

Descriptive
Qualitative
Before and after
Before and after
Case series
Case report
RCT

Pilot study

Case series

Descriptive
Descriptive

Control group

2 2 X222 &2 =X

= e

HEEE

Z2Z2KZ2Z22R22

=

Age, years
12-16
4-10

12+

15-19
3-21

619

9-13

Not stated
Not stated

4-7
8-16

12-18
74

10
6-12
12-15

11-12
7-17
15-19
2-21
10-13

9

12-16
7-19

Not stated

8-21
8-18

Degree of hearing loss

Moderate to profound
Profound

Moderate to profound
Mild to severe

Mild to profound
Moderate to profound
Severe to profound
Moderate to profound
Moderate to profound

Moderate to profound
Not stated

Mild to severe
Moderate to severe
Profound

Severe to profound
Mild to severe

Mild to profound

Mild to severe
Moderate to profound
Mild to profound

Mild to profound
Moderate

Mild to profound

Not stated

Moderate to profound

Mild to profound
Not stated

Participants
(male/female)
48

3(2/1)

N/A

34 (0/34)
1(0/1)

N/A

28 (16/12)
N/A

4(3/1)

3(2/1)
40 (24/16)

15

1(1/0)
1(1/0)

57 (27/30)
122 (74/48)

N/A

16 (4/12)
14

280

5 @)
1(1/0)

71 (51/21)
20

3 (3/0)

N/A
N/A

Table 2 Individual article characteristics

Risk of bias

Medium
Medium
N/A
Medium
Low
N/A
Medium
N/A
Low

Medium
Medium

Medium
Medium
Low
Low
Low

N/A
Low
Medium
High
High
Low
Medium
High
High

N/A
N/A
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and behavioural problems, providing problem-solving skills, family
therapy and role-play exercises.””

Theoretical underpinnings

Twenty three of the 27 articles provided information on the theory
or evidence used to develop the intervention. The remaining four
articles provided descriptions of logic-based arguments for the
intervention model, without substantial information on evidence
or theory. Of the 23 articles providing this information, 12 (52%)
provided evidence of previous use or effectiveness of the interven-
tion among children without disabilities or hearing loss, four pro-
vided (17%) evidence of its use with children with and without
hearing loss, and four (17%) articles provided evidence of the inter-
vention among children with hearing loss only. Four (17%) based
the intervention on theories developed for children without
hearing loss, such as the ABCD (Affective-Behaviour-Cognitive-
Dynamic) model of child development.

Adaptations made to interventions

Of the 27 articles, 16 described specific considerations and adapta-
tions made to the intervention to accommodate the needs of chil-
dren with hearing loss, particularly when the support provided
was initially developed for the general population.

Of these, 13 (81%) described considerations of communication
methods and needs, such as reading ability. Nine (56%) used sign
language or provided sign language interpretation. Three (19%)
made adaptations to the physical environment in which the inter-
vention was delivered. For instance, seating groups in a circle to
maximise visual contact, or providing pictures and posters to facili-
tate understanding. Three (19%) adapted the core structure, compo-
nents, tools and methods of established interventions. For example,
established programmes for the general population, such as D.A.R.E.
and the PATHS curriculum were adapted and prepared with support
from hearing loss specialists.

Outcomes
Effectiveness

In total, 19 articles provided information on the effectiveness of the
intervention or programme.

Eleven of these presented outcomes with regards to psycho-
logical well-being, with all but one finding some evidence of a posi-
tive impact of the intervention. Specifically, three (27%) provided
evidence on the effectiveness of training programmes for children
with hearing loss, including resilience training. One of these, target-
ing social anxiety disorder, reported no significant differences in
symptomology between intervention and control groups in children
with profound hearing loss, but did see a difference for those with
moderate hearing loss. Two (18%) demonstrated the positive
effect of physical activity interventions; dance lessons and ice-
skating. Therapy-based interventions were found beneficial by
two (18%) studies, one of which, a qualitative study, provided evi-
dence of the positive perceived benefit from participants of
regular peer-support groups, although changes in well-being were
not measured nor observed with other standardised methods. One
(9%) other found no difference in participants pre- and post-inter-
vention after receiving child-centred play therapy. One demon-
strated significant improvements in well-being, including reduced
symptoms of anxiety and depression, after children had used
hearing aids for 6 months. Two studies (18%) provided evidence
on the effectiveness of intervention packages comprised of various
approaches, including a package for obsessive-compulsive disorder.
Of those described, five (45%) demonstrated improvements in
scores on quantitative standardised measurement tools (such as
the Strengths and Difficulties Questionnaire) after the intervention

was implemented, of which four (36%) RCTs showed significant
improvement in the intervention group and not the control group.

With regards to behavioural problems, 11 studies reported on
outcomes, of which all but one found some evidence of a positive
impact of the intervention. Five (45%) found evidence on the
benefit of training programmes, including parent behaviour train-
ing and teacher delivered resilience behaviour training for children.
Three (27%) demonstrated the positive impact of therapy-based
interventions on behaviour, although one (9%) showed no benefit.
One study (9%) showed improvements among children on the
Strengths and Difficulties Questionnaire, including the behavioural
domain, after regular ice-skating sessions. One (9%) showed the
benefit of a triadic intervention model for behavioural problems,
focused on a core of reinforcement in schools. Seven (64%) reported
positive improvements in behavioural outcomes, assessed through
standardised measurement tools. Three RCTs (27%) demonstrated
significant improvement in the intervention group and not the
control, after delivery.

Other outcomes

Four articles provided evidence about the acceptability of the inter-
vention to participants, delivery agents and/or parents. In one pilot
study, this was the primary outcome that was measured quantita-
tively by questionnaire, with participants reporting good acceptance
of the counselling method provided to support psychological well-
being. In another, teachers reported feeling motivated to deliver
the functional communication training for behavioural problems,
and were happy with the training provided. In the third, both
parents and delivery agents (clinicians) provided positive feedback
in a directed workshop, with regards to the structure and compo-
nents of the Webster-Stratton programme for behavioural pro-
blems. In the final case study of parent—child interaction therapy
for behavioural problem, the mother expressed the value of learning
to play with her child and manage their behaviour in a way that was
fun and engaging for them.

Discussion

Summary of evidence

To the best of our knowledge, this is the first attempt to systematic-
ally identify and map the evidence on mental health support for
children and adolescents with hearing loss. The scoping review
identified 27 articles, two-thirds of which were conducted in the
USA and two-thirds published before 2010. A number of interven-
tions and support initiatives were described in the literature, includ-
ing a broad range of therapy and counselling, and targeted training
programmes, for both children and caregivers.

The interventions identified were, by and large, found to be
effective at supporting the mental health and well-being of children
with hearing loss. Although not all articles provided information on
outcomes, nor all via quantitative assessment, those that did offered
some encouraging signs as to the benefits of mental health support
for children with hearing loss. Dance lessons, resilience training
programmes and hearing aids demonstrate the diverse gamut of
effective interventions that can be utilised to support children
with hearing loss. Interventions provided treatment, prevention
and promotion options in various settings, supporting recent advo-
cacy for population- and community-level support for child mental
health.*” As the evidence suggests, an effective and sustainable
approach to child mental health includes support from an early
age, improving information and awareness, providing social and
emotional learning activities, increasing detection and identifica-
tion, and improving access to treatment and rehabilitation. The
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interventions in this review provide some examples of interventions
that may be effective within such a system, although as we will go on
to discuss, the strength of the current evidence is limited.

Most of the interventions identified in this review were provided
in school, which follows evidence from among the general popula-
tion as to the benefits of integrated mental health provision within
education systems.*® Interventions at school level provide a con-
tinuum of care that benefits a child’s mental health, as well as
their educational attainment. Only one identified intervention was
conducted within a mainstream classroom, despite the recent
global movement towards inclusive education.” That said, a
recent report outlines the limited transformations in education
systems across the world, with most countries facing difficulties in
inclusive provision, with understanding of what this means, and
resources and evidence on good practice variable across regions.”
As reform continues to spread, there will need to be evidence gath-
ered on appropriate mental health interventions in inclusive class-
rooms, to ensure children with hearing loss are not excluded.

When considering interventions for children with hearing loss, it
is important to note components and delivery methods unique to this
group. Many of the interventions were initially developed for use in
the general population, and more than half of the included articles
described interventions that had been developed from evidence for
children without hearing loss and adapted for the needs of children
with hearing loss. Adaptations were most commonly focused on
communication, and often sign language. Communication is often
cited as a major barrier and facilitator to accessing healthcare for
people with hearing loss, and it is appropriate to see this as the
focus of many adaptations.”’ In some settings (typically high-
income settings) such as the UK, and as seen in the included article
from Wright et al (2012), specialist mental health services exist for
children with hearing loss, where sign language and other accommo-
dations are embedded in the service provided."® However, in other
settings, provision of communication technologies and sign language
interpretation may not always be possible, given restricted resources.
Often, and especially in low- and middle-income countries, mental
health interventions are adapted from one context to another, in
order to meet the culture, needs and resources of a population. In
low- and middle-income countries, this often includes adapting inter-
ventions developed in high-income settings, although there are good
examples of adaptation in the other direction, in which we see novel
and effective mental health interventions developed in low-resource
settings and adapted to those in high-income settings (an example
being the Friendship Bench, developed in Zimbabwe and adapted
to New York City in the USA).”> Adaptation is common and
needed, and the well-evidenced stages of this process should be
noted by those looking to adapt mental health interventions for chil-
dren with hearing loss, in order to ensure appropriate intervention
components and delivery mechanisms. This will include standard
adaptations to the context, but also specific adaptation to the needs
of children with hearing loss, such as those seen in this review. We
did not find any studies that provided evidence of an adaptation
process through formative research, theory of change workshop,
feasibility study, or similar methods, and this would be a useful
area of research going forwards, to promote interventions for children
with hearing loss that are contextually and culturally appropriate, and
hopefully then effective and sustainable. These approaches also
promote the participation of stakeholders, including those with
hearing loss and/or mental health conditions.

Evidence gap

Although 27 articles were identified, there is concern about the
breadth, scope and strength of the evidence within the literature
available. With two-thirds (67%) of articles published before 2010,

Mental health support for children and adolescents with hearing loss

and 41% pre-2000, it is evident that the published literature on
this topic is not growing at a fast rate. Interest and research in dis-
ability has steadily increased since the United Nations Convention
on the Rights of Persons with Disabilities (2008), and calls for
further evidence on scalable mental health interventions have
been delivered by leading figures for many years.”® Despite an
increased focus on global mental health and disability rights, this
review suggests that mental health support for children with
hearing loss is not gaining sufficient interest in the research commu-
nity. The Lancet Commission on Global Mental Health and
Sustainable Development, published in 2018, may stimulate add-
itional research in the future, calling as it does for a focus on cultur-
ally appropriate and participatory approaches to translating
evidence for promotion and care in mental health across diverse
populations.”® Our approach to classification using a continuum
from well-being to mental health diagnosis draws on these ideas.
Exploring the evidence among adult populations is also needed
given the higher prevalence of hearing loss in this age group.

Furthermore, nearly all (81%) of the included articles come
from high-income settings, with two-thirds (67%) conducted in
the USA. Just one (4%) was conducted in a lower-middle or low-
income setting. There are no articles from Latin America or
Africa, and just one study from Asia. The geographical scope of
study into appropriate interventions for children with hearing loss
must increase. Given that 80% of the world’s population and
people with disabilities are living in low- and middle-income coun-
tries, there is an urgent need for evidence on contextualised inter-
ventions.” Relying on data from high-income settings has caused
concern in the field of global mental health, as doing so reduces
long-term effectiveness and sustainability of mental health interven-
tions, especially when biomedical models of care are transferred to
settings where they may not be culturally accepted, contextually
feasible or appropriate.”* There is growing evidence on new and
adapted mental health interventions for the general population in
low- and middle-income settings, and as shown in this review,
there is the possibility of adapting these to suit the needs of children
with hearing loss (for example sign language provision). Evidence is
needed on the process of adaptation and contextualisation, in order
to inform delivery in the given country, and to provide a research
framework for others.

Most of the studies were assessed to have medium or high risk of
bias. Just six (22%) of the studies available and included are RCTs.
The majority of included articles offer interesting case reports, but
these provide the rationale for larger-scale trials, rather than high-
quality evidence in and of themselves. Most of the studies included
have also been conducted with very small sample sizes. Nearly half
(48%) of studies contained a sample size smaller than 20, increasing
to two-thirds (67%) when including those articles with no sample
size available. To improve the evidence base with which to stimulate
service provision and policy, there needs to be experimental
research, with large samples, with which to build confident conclu-
sions and inform scalable interventions. Potential sources of bias
must be addressed, including appropriate statistical methods,
including sample size calculations for sufficient power.

Limitations

There are several limitations to this review. First, we excluded arti-
cles that were not in the English language, and there may well be evi-
dence missed that has been published in other languages. This is
particularly important when considering the limited evidence
from South America and East Asia. Our age range, 6-18 years, is
broad and although not necessarily a limitation, it is important
that readers of this review pay close attention to the targeted age
range of interventions of interest. Younger children and older
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adolescents will respond differently to interventions, and will have
different mental health needs, and not all interventions will be applic-
able across age groups. Second, we could not source 19 full-text arti-
cles, in which there may have been relevant and included studies. We
contacted authors directly and utilised various institutional access
agreements, but still could not find these for assessment. Third, we
did not assess publication bias. When interpreting the results on
effectiveness, readers should be conscious of the risk of positive pub-
lication bias and a potential lack of interest to publish results on inef-
fective interventions. Finally, in their framework for scoping reviews,
Arksey & O’Malley recommend an optional sixth step; consultation
with stakeholders.'® Such consultation is time-consuming and
costly, and was not feasible when undertaking this study, and may
be an important area to address in any future and updated reviews.

Implications

This review has identified a number of articles and interventions,
which generally showed positive results, but there are concerns
over the breadth of the evidence available. There is evidence of
some effective interventions, such as dance lessons and resilience
training, but the applicability of the available evidence is limited
by geographic location and publication date, and there is a need
for more studies applying high-quality research methods. To
improve the current evidence base, we must strengthen the
quality of the research methods used and provide further research
from low- and middle-income countries on adapting interventions
to local contexts and on interventions tested at scale. Having a com-
munity of researchers set future research priorities, as informed by
practitioners and people affected, will focus and strengthen research
activities going forwards.

Recommendations on mental health support for
children with hearing loss

Based on the findings of this review, we have listed below a number
of considerations for delivering mental health support for children
with hearing loss, including adaptations to existing mental health
interventions.

(a) Consider the intervention models identified in this review,
including the following.

(i) Peer-support: children with hearing loss can benefit
from interaction with peers, reducing isolation, while
helping them learn more about themselves and their
experience as a child with hearing loss. Peer-support
can act as both a treatment and health promotion
option.

(ii) Resilience training: identified by a number of studies in
this review, resilience training may be an effective way of
preventing mental health conditions, especially if imple-
mented at an early age. This type of training may be par-
ticularly appropriate to integrate into schools.

(iii) Emotional and behavioural management training: this
type of structured training programme can be provided
for both parents and children. Helping parents learn the
tools with which to support their child’s emotional regu-
lation and behaviour may help create a home environ-
ment that promotes well-being and positive coping
strategies. Training children themselves, possibly in
school, will further help children with hearing loss
build the toolkit with which to understand and approach
the challenges they face.

Physical activity: physical activity is a simple way to
build well-being and promote mental health. In this
review, the physical interventions identified were

(iv,

specialist in nature - ice-skating and dance therapy are
not necessarily available in all settings - but adapting
these techniques and principles to a different context
may prove effective.

(b) Consider the following when adapting or developing an
intervention.

(i) Knowledge and awareness: it is important that the deliv-
ery agent is given appropriate training and sensitisation
on disability and hearing loss. There may also be cause to
provide information to children without hearing loss in
the same setting, in order to reduce any apparent stigma
or discrimination; for example, to hearing children in a
mainstream classroom.

(i) Communication methods: each child will have different
communication needs, depending on their severity of
hearing loss and personal preferences. Include appropri-
ate training for delivery agents on communication
methods, including clarity of speech and the language
used. Where necessary, provide sign language interpret-
ation, and where relevant provide training on hearing
aid or cochlear implant use, as this knowledge will facili-
tate improved communication and reduce stigma.

(iii) Physical environment: consider the environment in which
the intervention is delivered. This may be a mainstream
classroom, for instance, that is not set up to accommodate
the needs of children with hearing loss. Considering the
configuration of seating in a group is one example; chil-
dren sitting in a circle may help improve visual contact
and support those who lipread. Keeping the environment
quiet and free from distractions will also help children
with hearing loss, as might keeping the door closed and
adding soft material to the underside of chairs.

(iv) Intervention materials and techniques: where suitable,
use visual aids and cues to support the intervention com-
ponents. One example may include pictures matched to
emotions, to aid the understanding and communication
of feelings. Other techniques to reinforce behaviours and
actions may include role-play, storytelling and peer-
feedback.

(c) Consider the following during intervention development and
implementation.

(i) Interventions identified in this review benefitted from clear
communication and coordination between different groups
involved. For instance, interventions in schools were
strengthened when teachers and parents worked together.

(ii) Conduct feasibility studies and pilot studies, where pos-
sible, in order to make any necessary amendments early
in the implementation process. This will also help
inform others in the future.

(iii) Providing a range of interventions within a service or
facility (such as a school), where this is feasible, may
provide the best model with which to support a persona-
lised approach for each child.

(d) Consultation and coordination may help promote feasible,
acceptable and sustainable intervention programmes.

(i) Consult the children, their parents, mental health and
hearing specialists, and the delivery agents (such as tea-
chers). Understand their needs and context in the adap-
tation or development phase.

(ii) In all, talk to the children who are the intended target of
the intervention about their own needs and preferences
for intervention components, including communication
methods.
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