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__ Background W Methodss

o . . : . First survey Second survey
% The James Lind Alliance (JLA) brings patients, carers Py ot i e
and clinicians together in JLA Priority Setting - Six versions of an online survey - 59 summary questions were presented in an online
. . (for adult, older and younger children, in English and in BSL) survey in English and in BSL
Pa rtnerShlpS (PSPS)- PSPs use a well-defined and asked the respondents to submit their ideas of research - 395 respondents picked their individual Top 10
transparent process to identify and prioritise duesen: il o

- 1252 suggested questions submitted by 453 respondents

unanswered questions in the topic chosen.
o . Children's workshops v
++» Permanent childhood hearing loss affects around 2.2 June - July 2024

21 most popular summary gquestions |

. . . - Three child-friendly workshops were
in 1000 children at birth. The prevalence rate Feldin Bristol and Lancastar to hear |

increases with age during childhood, due to later whatiesearcheevinkisinnoran:

acquired and progressive hearing loss?2. %
¢ InJune 2023, a PSP in Childhood Deafness and

Grouping of guestions and evidence check

Children's workshop
12 July 2025
- Half day
- The wording of the 21 shorlisted

Adults' workshop
21 June 2025

- Full day

Hearing Loss was registered with the JLA, and the ‘August - December 2024 : '2:;'12?5 !:;; rZEZ" tc::'fc;a;sr s ra ity sl
whole process of identifying the Top 10 research bbb e children, and deaf young them more child-friendly

from the children's workshops, were collated into 59
priorities was launched. summary questions

- Systematic reviews, scoping reviews and meta-analysis
(since 2014) were consulted to make sure the questions

¢ In this PSP, the term ‘deaf’ refers to all types and At faal UEnGWne
degrees of hearing loss. This includes deafness in one w

ear or temporary hearing loss such as glue ear.

people < Attended by ten children aged 7,

Topl0
agreed
by adults

59 summary questions F—

Top 10 priorities agreed by parents/carers, young persons and professionals

1 What are the best ways to support the special educational needs of deaf children, including 1 How does it affect deaf children when they miss out on hearing things going on around
children with multiple special education needs, to improve educational outcomes; what them? Like during play with their friends.
support is being provided currently in different school settings, and how effective is it? 2 How can families communicate well and have a good relationship with their deaf child?
2 How can deaf children be empowered to advocate for themselves, understand their deafness, 3 What kinds of help do deaf children need at school, especially if they have other
develop confidence and independence, and be prepared for adulthood? learning needs too? Are they getting this?
3 How can families be supported to build positive relationships and communicate well with their 4 If a child is a little bit deaf or deaf in one ear, do they still need help? If so, what works?
deaf child, and how does this affect language, cognition and social-emotional development? 5 RIEnaTaerTonaeaieraranTney oo eommine e AT e vesZ
a4 What is the impact of mild fieafness or unilateral deaf‘ness‘on the otftcomes of children and p What needs to happen to help deaf children make and keep good friends?
young people, and do hearing technology and educational interventions help?
5 How can deaf children develop a positive Deaf identity/sense of self, feel accepted in both the 7 How can we tell what sort of schools are best for deaf children? e.g. a school with just
Deaf and hearing communities, and what is the impact of Deaf culture and role models? deaf children, a school with deaf and hearing children, or a school with a special team
6 How can language deprivation be identified early, what are its impacts, and what interventions to help deaf (?hlldren? - - -
can help? 8 How does being deaf change the way children think, learn, pay attention, understand
7 What are the availability, barriers and enablers to learning and using British Sign Language (BSL) :)ther per(:ple:lfeellngs, a}r:d feel :elnsfa‘tl?nsdln tfher:leOdyZ What would help?
for deaf children of all ages, their families and professionals across the UK? 9 s speech and language therapy helpful for deaf children?
8 How do communication choices, like British Sign Language (BSL), spoken language, or a 10 What migh: help a deaf child feel proud and more confident about growing up to be a
combination of both, affect deaf children's mental health, education, and well-being, and how deaf adult?
i i ili i i ? . . . . .
3:: this behcomm””'“ted ro fam'l'eds to e”S“'f '{‘fo"”ed CZO'C:(S:' e & The questions that are highlighted in colour appear both in the adult and
9 at are the causes, prevalence and impact of glue ear, and which interventions and clinica . D . . . . .
pathways are most effective in supporting families and improving outcomes? the children’s Top 10. Those that are not h'ghhghted are unique in their
10 Which interventions are the most effective in developing speech and/or language skills in deaf own list.
children?
References
1 Bussé AML, Hoeve HLJ, Nasserinejad K, Mackey AR, Simonsz HJ, Goedegebure A. (2020).
CO nc | us i ons an d futu re d i rectio ns Prevalence of permanent neonatal hearing impairment: systematic review and Bayesian
meta-analysis. International Journal of Audiology, 59(6):475-485.
> A UK-wide collaboration with deaf children and adults with lived 2 Uhlén, I., Mackey, A., & Rosenhall, U. (2020). Prevalence of childhood hearing impairment

in the County of Stockholm — a 40-year perspective from Sweden and other high-income
countries. International Journal of Audiology, 59(11), 866—873.

Acknowledgments
> With the ‘Top 10’ research priorities identified, we will work with different  This research was funded by National Deaf Children’s Society, National Institute for Health
stakeholders to he|p shape these into research projects; and to engage and Care Research (NIHR) Senior Investigator award, NIHR Manchester Biomedical Research

Sralers. eelliarialars, anel resEarahers i 2edmeesing ihese researdh @z Centre, PF Charitable Trust, Research England’s QR Participatory Research Fund to Lancaster
' P A\ ’ & gaps. University, and UKRI Future Leaders Fellowship MR/X035999/1.

experience was established to reach consensus on the research priorities
in childhood deafness.

> A new legacy group, the Childhood Deafness Research Network, was (-,@J
formed following the completion of the JLA exercise to optimise future OHEY Dea
opportunities for collaboration among different stakeholders. Learn more 7 )ES EA RCH NETWORK
and join us at https://childdeafnessresearch.co.uk/ R’
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