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Project aims

* Identify local user-partners working with children with
neurodevelopmental disorders (NNDs).

* Explore research and dissemination priorities

» Build sustainable relationships through engagement (interviews, event,
follow up).

Engagement and showcase event

- showcase the range of School of Psychology NDD research.

- facilitate discussions to further identify research and dissemination needs.
* Identify Research Ambassadors for ongoing partnership with researchers.
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What we did

Applied for ESRC funding: Impact Acceleration (User Engagement) scheme
Interviewed practitioners working in NDD fields.

o Previous experience with research

Main priorities for future research

Areas they think have already been covered by research
Barriers for participating in research

Use of research to inform practice

O O O O O

Research dissemination needs

Lucy Licence Emily Goodman
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Who we’ve seen so far

Teachers/head teachers 4

Clinical psychologists

8
Educational psychologists 4
1

Child and adolescent
psychotherapists
Learning disability nurses

[ERY

Consultants in neurodisabilities |1

Heads of SEND services 2
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Research priorities — what does need

researching

* Mental health in NDD- distinguishing between the two
e Attachment and NDD

* Research on females specifically, particularly with ASD
* Actual implications of research

* Assessments- particularly validation of the
standardised measures for NDD groups and potential
adaptations of assessments

e Outcome measures of interventions
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4 “Methods of communication- NHS )
speech and language support is
decreasing in schools and therefore & “Preparing individuals with
schools need to implement their own Autistic Spectrum Conditions for

ﬁs/interventions” Y, when they get older”
N NJ

“Neurodevelopmental disorders and mental
health difficulties. Also, more research into
how to distinguish between the two”

4 N
“More recognition of the strengths/good

things within neurodevelopmental
disorders”

. w/
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What doesn’t need researching?

e Qver all consensus that there needs to be
more NDD research

But

* Less research on academic issues, more on
translating findings to practice

* Lack of practice informing research
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4 N
“There is too much research currently that

doesn’t involve professionals that work with the
%Iation being researched” »
“Research needs to be more about
what we are seeing on an everyday
basis”

/”There is a lot of findings within the field\
of neurodevelopmental disorders, but
not much on how to translate those

findings into practice” y
== ; )

“Too much research purely points out what is
problematic. Need to know more about the
implications”

. .
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Barriers to research participation

Most people expressed an interest in wanting to be
involved in research in some capacity

Almost everyone said this was limited by:
* Resources — time, financial
* Lack of advertisement/knowledge of opportunities

Plus
e Lack of mutual benefit
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Research dissemination

* Too long and complicated The academic
jargon used isn’t accessible to everyone

* Lack of universal terminology

* |ssues with access to online journals (often
can only obtain the abstract)
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“There is so much conflicting and inaccurate

information of the internet, it would be good

to have a better knowledge of where to get
reliable information about NDDs from”

“It’s hard to get through all the jargon
to the important stuff and therefore
work out how it can be applied”
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Dissemination

Lay research summaries
Guides

Online resources

Social media
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The Cerebra Centre for
Neurodevelopmental Disorders

Anxiety
A Guide for Parents

ceneonn

With broin conefiion
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cerearaX

A Guide for Parents
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‘with broin conditions
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LATEST nel!
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ON THE DIVERSE DIFFICULTIES EXP!RIENCEU.

Research News >
(AS) and (PWS) syndromes are
caused...

\ M &
[eavermonnes v ||
1 you have arvived at FIND you are likely to be a parent, How car s help you? - @
carer ofjand professional who wants o leam more abouta
rare genetic syndrome that affects your child or someone
\you knolw. |

1-‘mot ou+ moye

In our experience...
Families and carers can respond to receiving a diagnosis of a syndrome in
many different ways. Families need to think mmugn whata dlagnos.s means

Salli and Nick talk about their experiences with their son Sam, who has
Smith-Magenis Syndrome. This video focuses on diggnosis and the need
to make professionals'aware of this rare e¢ondition.

JL 5

in their own time Some families mav

Parents, carers, siblings or family members who arrive at this website for the first time may have come here because their child, a relative or the person they
care for has recently received a diagnosis of a rare genetic syndrome. This diagnosis may have been given soon after the person was born or, for some,
receiving a diagnosis may have been a much longer process.

We have spoken to many families who have told us that whilst they want dear, e and. bal d info Hon about the genetic syndromes, it can
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A

Find out move
I'm a...

IMPRO.{\__ 'THE QUALITY/OF LIFE" OPLE WITH RARE
DROMES BY SHARI WLEDGE.. |

GENET
“ Key Topics >

if you have aived at+ FIND you are likely o be a parent,
caver oy/and. professional who wants to leam more abouta
Yare genetic syndrome that affects your child of someone
Yyou know.

In our experience...
Families and carers can respond to receiving a diagnosis of a syndrome in
many different ways. Families need to think through what a diagnosis means
in their own time. Some families may prefer to learn everything they can

Introduction to FIND

about a syndrome straight away, whereas others may prefer to gather =l . W “r »
information as they go as having too much information can feel
overwhelming. Many families have described feeling split between these two

nncitinne and mavina hack and farth hatwean them
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LATEST news

Concrete and relational
vocabulary:
Comparison between

Williams and Smith-
Magenis Syndromes

A new study has compared the

)

¥ey Fact

Dr Lucy Wilde talks about the behavioural characteristics of Smith- eyt Smith Magen's

Key Facts

History & Prevalence

Diagnosis

Physical Characteristics

Magenis syndrome syndrome s an individual.

Behavioural Characteristics

When people have a di is of Smith is synd it means that they are more
likely to in certain behaviour than people without this syndrome. This is known as a
‘behavioural phenotype".

If 2 narean hac a diaanacic af Smith-Mananic cundrama it dnac nat maan thau will chaw all hahavinire acenriatar with




Select a4 topi

Please select
Autism Spectrum Disorder
Behavioural Phenotype Research
Challenging behaviour
Changes with age
Genetics

s Health [ssues
Owveractivity & Impulshvity
Physical characteristics
Repetitive Behaviour
Sleap
Social Skills

Angelman Cornelia De Lange ==

Angelman (AS) and Prader-Willi (PWS)
syndromes are caused by missing Researchers at the Cerebra Centre for

genetic information on the... Neurodevelopmental Disorders,
University of Birmingham have
discovered that...

© ©

Cornelia De Lange = General

The challenge of understanding
autism in genetic syndromes

We still need to learn much more

about Autism Spectrum Disorders in
Researchers have identified genetic syndromes...

differences in the way in which people
with different genetic syndromes...

© ©
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LATEST news

Concrete elational

voc ary
Comparison between
willlams and Smith

Magenis Syndromes

A new study has compared the

Dr Caroline Richards introduces the term ‘challenging behaviour’, Ohaiaruteg bohmetr e W mok
2 mean that & wmnm
challen;

_ Challenging Behaviour in Smith-Magenis Syndrome

Challenging behaviour Is a phrase that refers to any behaviour that has a negative impact on
_ a person's well-being and/or leads to exclusion from the community.
EErETT— e

GET INVOLVED ©
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Interactive Database

An Infuitive Database

Select a topic’

Cornelia de Lange v 6-11 years v Walking/Mobility v

trow many individuals can walk with help?

Data shows that out of 51 children with Cornelia de Lange syndrome aged 6 to 11 years,
» 72% could walk with help and could get upstairs,
» 20% could walk with help but could not walk upstairs,
» 8% could not walk with help.

This information was collected using a questionnaire called the Wessex Scale (Kushlick, Blunden & Cox, 1973).

You can read more about living (adaptive) skills in Cornelia de Lange syndrome by clicking here.

This information was taken from a wide scale questionnaire study conducted at the Cerebra Centre for Net It is important to remember that this is only one study and that
another study might produce slightly different estimates. Each age bracket contains different individuals who took part at one point in time; therefore, this does not represent change over time.

ital Di:

How many individuals can walk by themselves?
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Project aims

* Identify local user-partners working with children with
neurodevelopmental disorders (NNDs).

 Explore research and dissemination priorities

» Build sustainable relationships through engagement (interviews, event,
follow up).

Engagement and showcase event

- showcase the range of School of Psychology NDD research.

- facilitate discussions to further identify research and dissemination needs.
* Identify Research Ambassadors for ongoing partnership with researchers.
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‘Research Ambassadors’

Ongoing partnership with researchers

Including:

- Consulting about planned research projects and how we
can design these to best meet the needs of individuals
with NDDs

- Updates about relevant upcoming research projects
- Dissemination of relevant research findings

UNIVERSITYOF Dahetat
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Thank you

Interviewees

Lucy Licence and Emily Goodman
Funder: ESRC

Cerebra, University of Birmingham
Presenters

Today’s attendees
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