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Mental health in a children's hospital detection and access to effective care
– with some examples from epilepsy
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Summary
• Mental health needs of children with long term health
problems are elevated:
– Common psychiatric disorders are even more common in this
population

• We have to be creative and flexible about how we
detect and treat these mental health problems
– Some research examples with potentials for community roll-out

Some tips along the way of how to do research as a
full-time clinician and have fun……..
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Tip 1
• Find great mentors

3

10/06/2019

4

10/06/2019

Background: Isle of Wight, 1970
• Epilepsy and CNS disorders are major risk factors
for psychiatric disorders.

Developmental Medicine and Child Neurology 2003, 45: 292–295
complicated epilepsy

emotional disorders
conduct disorders

ADHD
autism spectrum

no disorder

controls

emotional disorders
conduct disorders
ADHD

autism spectrum
no disorder
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Zima, B. T., Rodean, J., Hall, M.,
Bardach, N. S., Coker, T. R., &
Berry, J. G. (2016). Psychiatric

Disorders and Trends in
Resource Use in Pediatric
Hospitals. Pediatrics, 138(5),
‘The 10-year rise in pediatric
hospitalizations in US children’s
hospitals is 5 times greater for
children with versus without a
psychiatric diagnosis. Strategic
planning to meet the rising
demand for psychiatric care in
tertiary care children’s
hospitals should place high
priority on the needs of
children with a primary medical
condition and cooccurring
psychiatric disorders.’

Presence of a
psychiatric disorder
at 5 year follow-up
associated with
reduced quality of
life

Presence of
seizures not
associated with
reduced quality of
life
Baca C B et al. Pediatrics 2011;
128:1532-1543)
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Educational
consequences
Physical
consequences

Psychopathology/

mental illness
Personal and
social
responses

Brain
illness

Poor self-image
Adverse family consequences
Adverse social consequences
Adapted from Heyman, Goodman and Skuse (2016)

Tip 2
• Find a focus – but don’t be scared of
changing
• You will have interesting groups of
patients who will give you ideas and can
help you discover things

7

10/06/2019

43

40/60 (67%)
children had
one or more
psychiatric
diagnosis
pre-operatively
41/57 (72%)
postoperativelysome gained
and some lost a
diagnosis

31/71 (44%)
children had
one more more
psychiatric
diagnosis
pre-operatively

32/71 (45%)
post-operatively
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Mental health disorders in children
and young people with epilepsy:

Identification and
treatment

The
context

Prevalence estimates of mental health disorders
in young people with neurological conditions
such as epilepsy 50% or greater compared with
10%. (Sillanpää et al., 2016)

“The psychological
needs of young
people
Mental
health problems can impact more on
with epilepsy
should
quality
of life than physical health problems
always be considered”
(Baca et al., 2011)

Mental health problems may impact upon
the physical health problem itself (e.g.
Thapar et al., 2005)
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The problem
•

‘Contemporary standards of practice fail to integrate screening

and treatment of the comorbidities into routine clinical care’
(Asato, Caplan & Hermann, 2014)
•

Mental health disorders in the context of neurological illnesses
often remain undiagnosed and under-treated (e.g. Ott et al., 2003)
• Community epilepsy sample
• 60% had DSM-IV diagnoses
• >60% received no mental health treatment

•

Paediatricians are said to ‘despair’ at accessing psychological
therapies (Smpokou et al., 2015) despite such interventions being
paramount to optimising outcomes

And…
• There are no strong evidence-based interventions for
mental health disorders in this group of young people
• There are only 10 studies in children with mental
health disorders and physical illnesses

• Only 2 of which were with children with neurological
conditions (epilepsy)
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Tip 3
• You have identified a problem from your
clinical work
• It can be a long road to design and
implement a research plan…..

• ….find great colleagues and get
some money
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The solution?
No reason to assume that standard evidence
based protocols won’t work
So start with these……
Start with a case series to determine feasibility/acceptability

Progress to pilot trial

Then full RCT
Can decide if or how to adapt after this using quantitative and qualitative data

Automation……
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How do we identify them? A
modernised screening process
Using The Development and Wellbeing
Assessment (DAWBA; Goodman et al., 2000) in
GOSH neurology clinics

Thank
you very
much

Progress to
full DAWBA
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What is the DAWBA?
• DAWBA = Development and Well-Being Assessment
• Standardised assessment of mental health and well-being
• Incorporates an emotional and behavioural symptom screen:
the Strengths and Difficulties Questionnaire (SDQ)
• Generates DSM and ICD psychiatric diagnoses
• Validated in epidemiological and clinical settings
• www.dawba.info
for a demonstration of the online DAWBA system

Searchable database of DAWBA publications
343 publications from 29 countries:
http://dawba.info/py/dawbainfo/e0.py

Main findings
•

High rate of uptake for screening 639 SDQs were completed

•

353 (55%) of these met criteria for continuation to the full online
mental health diagnostic assessment
Progress to
(DAWBA)
full DAWBA

•

In those who progressed to the DAWBA:
69% had at least one mental health disorder
- 170 DAWBAs were completed
(48% of those eligible)

14

10/06/2019

Tip 4
• Don’t give up on getting published

Treatment
•

Evidence-based protocols
with clinical judgment using
an empirically derived
algorithm

•

Designed to be adapted for a
diverse range of children and
problems and has a modular
design

•

Suitable for guided self-help
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Guided self-help
• Easier for families who already have a lot of medical
appointments
• Economical and increases access
(Williams & Martinez, 2008)
• With guidance, as efficacious as face-to-face therapy
for anxiety and depression
(Cuijpers et al., 2010)
• Effective in adults with physical illnesses
(Cuijpers et al., 2008)
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Case 1
•

12 year old boy. Focal epilepsy. Autism spectrum disorder

1.
Not having a tantrum or
being able to accept
when you say no

•

2.
Being able to stop
things mid-routine
without having a
tantrum/getting upset

3.
Being able to choose
food or have food
chosen) from a menu at
a restaurant without
getting upset

Strategies:
– Behaviour

Results: Goal Based Outcomes
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Impact of intervention on goals
(n=28)
8
7

Mean goal rating

6
5
4
3
2
1
0
1

2

3

4

5

6

7

8

9

10

Week

Qualitative results
(n=27 interviews)

• “I found the phone
interviews fine, it didn’t
take up too much time and
I could carry on with my
life after”

Practicalities
of telephone
treatment

• “honestly it’s changed our
lives”

• “obviously they don’t need
to know the ins and outs of
epilepsy but… got to
understand that having
epilepsy must be like
you’re walking on a frozen
lake, waiting for it to crack”

Outcomes of
the
intervention

Extent of
adaptation
needed
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Summary so far…
• Standard psychological/behavioural interventions
have beneficial impact on diagnosis, goals and
symptoms
• No need for major adaptation of standard evidence
based treatments and families considered the
strategies to be suitable
• These methods are adaptable to the specific needs in
even a severe epilepsy surgery group
• 5yr year NIHR Programme Grant

The MICE Study (Mental health
Intervention for Children with Epilepsy)
• As a result of pilot: intervention telephone based but fully
integrated within epilepsy services
• Who can deliver the intervention and knows about
epilepsy?
• As not previously trained in mental health intervention,
need to make tailoring to epilepsy explicit – epilepsy
specific module/examples
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Design
• 4 phases:
– 1. Development of epilepsy-specific module
– 2. Training services to deliver the intervention
– 3. Randomised Controlled Trial, with quantitative and
health economic evaluation
– 4. Qualitative outcome and process evaluation

Development informed by…
• Theory/literature, Patient and Public Involvement
Research Advisory Groups, Health Professionals Advisory
Groups, Qualitative interviews
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Tip 6
• Make as many friends as you can along
the way – but don’t occasionally be afraid
of being bloody-minded……

Psychological Wellbeing and Mental
Health Drop-In Centre at Great
Ormond Street Hospital for Children
Research project funded by
Beryl Alexander Trust
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BACKGROUND
AIMS
• Evaluate the usefulness of a
Psychological Wellbeing and Mental
Health Drop-In Centre at GOSH
• Evidence-based interventions for
emotional and behavioural
difficulties
• Children, siblings, parents and
carers at GOSH only
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BACKGROUND
FOCUS:
– Early intervention
– Subthreshold cases
– ‘Low intensity’ evidence-based,
stepped care
– Liaison and referral
– Integration with existing services
not duplication of involvement
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•

Progress: evaluation of need
cont.Booth purchased
Symptom severity:
– 75% young people in clinical
range on SDQ
– 50% parents – caseness for
anxiety
– 30% parents – caseness for
depression

•

Conclusions:
– Unmet need
– Common mental health
difficulties (anxiety, sleep, behaviour)
– Potential for low-intensity
interventions

Progress: total numbers for phase 1
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Progress
•

https://gospsychmed.wixsite.com/drop-in-centre

Official Project
Launch
On the 22nd January we officially launched the Lucy Booth Drop-In Centre
with a grand opening in the reception of GOSH.
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Tip 6
• Have fun

Progress: feedback to date
“Great initiative”
(Paediatric
Endocrinology)

“This is fantastic”
(Dermatology)

“I believe this service to
have an immense positive
effect.”
(Parent)

PARENTS

“It sounds great”
(Clinical Genetics).

INSIDE THE
HOSPITAL
“A wonderful initiative”
(Developmental Epilepsy
/ Sturge Weber clinics)
“Good luck… Let me know
if there are any issues
arising that I can help with”
(Psychological Services)

“I believe this service is
an exceptional idea to help
children move forward.”
(Parent)

OUTSIDE THE
HOSPITAL
“I imagine it would be of
interest to other families I
am in touch with […] Are
you looking to only recruit
families known to GOSH?”
(Stroke Association)

27

10/06/2019

Present focus: main phase of
study
– Treatment outcomes
– Impact on mental and physical health
– Participant satisfaction
– Cost-effectiveness

2018
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Conclusions
• Integrating physical and mental health care
optimises early detection and intervention
– Emotional & behavioural problems are common
– Mental health problems contribute to overall level
of disability
– All children must have easy access to effective,
evidence based treatments for psychiatric
disorder
– Preliminary evidence suggests detection and
integrated treatment in childhood improves
prognosis
– Need for further research and treatment trials

•

Detection, engagement and early treatment
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