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Addressing Disparities in Paediatric Genetic Testing

A Systematic Review of Engagement with Underserved Communities and
Barriers to Access
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‘Underserved populations’ as per the NIHR definition are groups that are less well-represented in research than would be expected or
desirable from population prevalence and healthcare burden.

Background & Aims

Genomic testing is a key driver of precision medicine. Despite increasing uptake of genomic testing, there remains a problem of inequitable
access particularly in underserved communities.! To understand the issues of disparity in access, we performed two systematic literature
reviews with the following aims,

1. To evaluate the extent of genomic testing engagement in underserved communities within community /outpatient paediatric settings.

2. To identify barriers and facilitators to engagement with genomic testing in underserved communities.
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Figure 1 PRISMA flowcharts for the systematic reviews undertaken. A: Records screened for the evaluation of the
extent of genomic testing reported in community or outpatient Paediatric settings. B: Records screened in the
evaluation of barriers and facilitators for genomic testing in underserved communities.

Author Year Country Ethnicity SES Education Location

Symondsetal. 2021 Scotland

Downieetal. 2019 Australia
. . Forbesetal. 2021 USA
e Aim 1: 17 articles met
. . . . Hardingetal. 2022 UK
the inclusion criteria.
Kim et al. 2023 South Korea .
Our results show Communication
) Zanonietal. 2023 Switzerland (Improved communication, Local
sparse reportlng of LR E LIRS
.. Ibrahimetal. 2023 Egypt
cohort characteristics
. . L. Durandetal. 2023 USA
in the existing Innovative
) Sebastinetal. 2023 USA h
literature (Table 1). R » e
t al. i
aneta Knowledge and Education )
. . . Brozouetal. 2018 Germany (Parent education, Training improvements,
e Aim 2:12 art|C|e5 _ Workforce capacity) Psychological and
. . Yanes et al. 2023 Australia I I
met the inclusion . Cultural "
) ) ) Ververietal. 2023 UK, Switzerland, Norwa e e
criteria. Barners and Vo y ---- Transparency)

- Costainetal. 2020 Canada
facilitators from our ----

. Figure 2: Thematic analysis of codes generated
. . Hou et al. 2023 China
analysis are shown in ----

Figures 2 and 3.

across 12 papers relating to facilitators for

Paolaetal. 2024 Italy L.
engagement Of underserved communities..

Knightetal. 2019 USA

Table 1: Characteristics included in 17 articles used for the
evaluation of the extent of genomic testing in underserved

communities. Green: adequate reporting, Yellow: inadequate Research
- reporting, Red: no reporting, Grey: not applicable organisations
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» Solutions to increasing uptake could include strategies as highlighted (Figure 3).

Figure 3: Meaningful steps to improving uptake
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