Investigating informed choices

Gwen Carr shares an overview of the recently completed National Deaf Children’s Society’s study ‘How

do families in Scotland perceive the impact of the information they receive about language and

communication on their opportunities and abilities to make informed choices?’

Information provision about language and
communication — how and when families receive it, and
how they are supported — both to understand it and to
explore what choices may mean for their children and
family — is vital for enabling informed decision-making. In
turn, available and accessible resources (including skilled,
knowledgeable support from professionals) are crucial in
enabling parents to enact their choices. Much
investigated' over the two decades since the original
United Kingdom (UK) research undertaken by the
National Deaf Children’s Society in partnership with the
University of Manchester as part of the then
government’s Early Support Programme?234, Informed
Choice — as it relates to language and communication —
has become a core consideration in our field; yet it can
remain challenging to enact especially where resources
are scarce or under pressure. A new study commissioned
by the National Deaf Children’s Society and undertaken in
the Scottish context, although with wider relevance, has
sought to investigate ‘'how families experience informed
choice and perceive the impact of the information they
receive on their decision-making about language and
communication for their child’. The focus has been on
exploring (a) the reflections of parents on the information
and advice they have received around language and
communication; the contexts in which they receive it; and
how these may affect their attitudes, feelings and
decisions about language choice, and b) the perceptions
and practice of professionals. In considering these, the
work has aimed to identify factors that may have been
especially helpful, empowering, or influential for parents,
or conversely, found to be unhelpful, restrictive, or
discouraging.

In addition to undertaking an online review of published,
available, and accessible literature relevant to both
professional practice and to parents seeking information
about language and communication in Scotland, the
study sought the views of parents about their experiences
via a questionnaire hosted and promoted by the National
Deaf Children’s Society (Scotland), and held focus groups
and/or interviews with both parents and professionals
from across the care pathway. Fifty-one parents
responded to the questionnaire, with ten families also
accepting the invitation to take part in a focus event or an
in-depth individual interview. Thirty-one professionals, all
fully committed to the principles of informed choice from
audiology; ear, nose and throat (ENT), speech and
language therapy (both at local level and from the
national Cochlear Implant Team), educational audiology,
and deaf education (both peripatetic and special school-
based Qualified Teachers of Deaf Children and Young
People) took part in semi-structured focus groups or
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interviews. Participants — both parent and professional —
represented experience from a wide variety of areas across
Scotland, both urban and rural.

Parents were asked to share their experiences of receiving
information, advice and support in connection to
language and communication in the context of
recounting their ‘journeys’ with their child, from the
beginning of their contacts with services through to the
present time. Professionals’ discussions were loosely
structured around four general areas of focus: perceptions
of the main influences on parental decision making,
primarily in the context of early identification;
professionals’ own beliefs about language and
communication, and how systems and service structures
in which they work impact parents’ opportunities for
informed choice and decision making; perceptions of
barriers and enablers for Informed Choice; and thoughts
about what is ‘'most effective’ practice to support and
enable it.

The study has provided some rich insights, relevant not
only for professional services but also for other
organisations that play a role in informing and supporting
families in relation to helping them understand and make
communication choices. There are implications, too, for
those who plan and resource provision at a strategic level.
Scotland has an overall positive policy climate to support
informed choice for families with deaf children (together
with the recently published updated British Sign Language
(BSL) National Plan®, which has focused renewed attention
on issues of communication support and the Scottish
Sensory Centre’s robust 2011 ‘Standards for deaf children
0-3'¢ in which informed choice is a key value in
information provision). Nevertheless, parents report
experiencing difficulties with the system and how its
different elements combine to affect their opportunities
for informed choice-making, and professionals report
challenges in supporting families to do so.

For professionals, what emerged from the data was a
strong belief in family-centredness and professional
responsiveness, with a commitment to multi-disciplinary
working in which they could benefit from the knowledge
and perspectives of different colleagues to help provide
quality information and consistency for families.
Professionals expressed commitment to informing families
about all options, and indeed described some good
practice in doing so; however, a number of challenges
were also apparent in some settings, which negatively
affected this. These included a tendency to conceptualise
Informed Choice as a binary issue in terms of signed or
spoken language as distinct choices, together with some
unconscious bias in terms of families’ ‘natural preferences’
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for spoken language, feeling that families ‘want what
they know’, that it would be ‘easier’ for them, and
making assumptions about families’ capacity (or lack of)
to take on a 'new’ language in BSL. There was some
reticence, and therefore some selectivity, about informing
families about options that professionals knew could not
be supported locally, feeling not only that they may let
families down by doing so but also being hesitant or even
fearful of going against local policy or beyond what they
perceived as their professional boundaries. There is also
sometimes a lack of awareness and knowledge about the
full range of communication options that may best meet
child needs and family aspirations.

Other issues arising from the professionals’ data were the
significant variations in resources and team configurations
(and expertises), together with a general unawareness of
language and communication resources elsewhere and
what might be beneficially shared through more
systematic networking. There emerged also significant
reliance on the National Deaf Children’s Society’s general
information about language and communication, which
although a highly regarded source by both parents and
professionals, was instead of, rather than in addition to,
locally contextualised information. Professionals also
identified the need for recognition at a strategic level of
workforce challenges (training, capacity, and
sustainability) if families” informed choices were to be
meaningfully empowered and enacted.

For parents, perceptions of their experiences were framed
in terms of their hopes for their child’s future,
emphasising the importance of inclusion. This was less
about mainstream education, however, and more about
their child’s opportunities to reach their potential and to
play a full part “as an equal” in their families,
communities, and society. Although for some families,
spoken language was perhaps viewed as a natural
progression from early identification and the fitting of
amplification, something they felt the diagnostic process
itself perhaps assumed, most expressed the desire to
explore and experience different communication options,
with their child’s ability to communicate effectively being
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paramount, regardless of language approach.

In describing the experience and impact of information
provision on language and communication considerations,
parents emphasised the importance of the individual
characteristics of professionals and the significance of
meeting “the right people” who had the skills and
knowledge to support them, and of being “lucky” or
“unlucky” depending on which professionals they had
encountered. Also, whilst appreciating professionals’
commitment to being family-led as regards information,
they pointed out that as they did not know what to ask,
this tended to limit their knowledge of what was
possible. Some key factors identified as important for
parents were:

® having information about all options (including those
not locally available), with the opportunity to discuss
them both with supporting professionals and with an
independent person who could help them weigh up
the benefits and practical implications of the choices in
their particular family contexts

® more and better information of how the support
pathway works at local level

® the need for more knowledge about deaf children’s
needs within mainstream provision and at local
authority level

® easier and more equitable access to resources for
learning BSL, including financial support to do so, and
an equal focus on access to skills and resources to
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support spoken language development

® support from experienced professionals, qualified and
knowledgeable about language and communication
development in deaf babies and young children

® more systematic access to D/deaf people using a range
of communication approaches and to parent peers, to
deepen their understanding and experience

® more recognition of and support for parents’ emotional
needs as they navigate the system and consider their
options, within a better co-ordinated pathway in which
they have information about what to expect and when.

In effect, identified enablers and barriers in Informed
Choice are actually two sides of the same coin with

® practices being enabling when offered, available, and
implemented, and impeding when not

® parents reporting that they wanted to be aware of
the wider picture of provision and support across

Scotland so that they were aware of all possibilities
and the regional differences that exist.

The need for a national overview and the mapping of
what is available across the country to support families in
their informed choice-making was echoed by
professionals also. Importantly, the study has been
endorsed and supported by the Hearing Impaired
Network for Children and Young People (HINCYP),
Scotland’s multi-disciplinary strategic forum established
in 2019 to focus on supporting services and families to
achieve optimum outcomes for deaf children. Its Clinical
Lead, Jane Gallagher, whose active involvement in the
project was crucial for its delivery, welcomed the learning
from the study, commenting that “the contributions from
parents and professionals throughout Scotland shed new
light on experiences, attitudes, and practices — both
positive and negative” and that recommendations will
support “driving forward positive change for both
families and professionals”.

early intervention services.

Gwen Carr is an independent Consultant in Early Hearing Detection and Intervention. Previously
Head of Sensory Services in a metropolitan local authority, and then Deputy CEO of the UK
National Deaf Children's Society, she subsequently became Deputy Director of the England
Newborn Hearing Screening Programme, and then National Programmes Lead for NHS England
antenatal and newborn screening programmes. Retiring from Public Health England in summer
2014, she now focuses on training and service development and evaluation work internationally
and in the UK, which actively promotes family-centred provision in screening, diagnostic, and
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