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Philosophy of the treatment

We know that children with epilepsy and their families are regularly coping with challenges
and stressful situations. Children may be taking many medications and have lots of medical
appointments. For many, there could be uncertainty around treatment and prognosis.
Epilepsy and seizures can be frightening for both the child and their family. We therefore try
to be as flexible with families as schedules allow. For example, most sessions are delivered
over the telephone to minimise travel time and we try to tie face-to-face appointments in
with other hospital visits. Although the treatment was designed to be delivered over the
telephone, it can be delivered over Skype/video conference or face to face if this is needed.
If a child has just had a seizure, or there is another medical or family emergency, we will try
to reschedule the appointment for another time the same week if possible. Many families
prefer to have calls in the evening when work or school has finished. If this will fit in with
your own work schedule then evening calls can work well and increase the chances that two
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at the assessment and throughout treatment. We may not know exactly why a child
presents with particular difficulties, but we do know what strategies can work to improve
them.

The child and parents are the true experts of the difficulties and often know what
strategies work and do not work for them. The purpose of the therapy is therefore to work
together, collaboratively with families, to find new strategies that may work, or to tweak
existing ones. If a family has tried a strategy before and it hasn’t been successful, you may
work together with the parent to find a way to implement it in a way that fits around their
life and circumstances. It is important to emphasize to the parent that he or she provides
the perspective of a caring adult who knows the child much better than you ever will.

Practical issues

Supervision and consultation

You will be allocated a clinical supervisor at your site who will meet with you regularly to
discuss your clinical cases. You will also receive fortnightly consultation sessions with the
research team. Iheir
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Pauses in a telephone conversation often indicate misunderstanding, hesitation or not
listening, therefore a clear explanation of pauses should be given to the person, for
example: ‘Throughout the call there may be a few pauses, these silences indicate that | am
thinking, or writing something down and do not mean that | don’t understand or have not
heard you’. Whenever you find yourself nodding in agreement or understanding, you need
to replace this with a verbal cue (such as aha, mmhmm, very true, etc.). Similarly, if you find
yourself with a questioning look on your face you need to replace that with a verbal cue
(e.g., I'm thinking about that).

Measures

Families will be asked to complete questionnaires before and after the intervention
(DAWBA, SDQ, RCADS, PEDS-QL) and briefer questionnaires every week during the
intervention (‘Weekly Questionnaires’). We understand that there are a lot of
questionnaires but It is very important that they are completed — both so that we can find
out whether the treatment works for the research study, but also because they are a key
part of success of psychological therapy.

The questionnaires before and after the intervention are being used to work out if the
intervention helps and are the main outcomes that will be analysed at the end of the study.
The research team will help families to complete them.

Weekly measures will be completed during the therapy. Research has shown that people
who complete weekly measures have better outcomes than those who do not. They enable
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achieve what you set out to, then ask what you could do differently, what would make it
more likely to succeed next time?

7 REALISTIC & RESOURCED - Is this achievable with the resources you have? Are there any
other resources you need before you can, or to help you, achieve your goal? How can you
access these resources? What problems might you have? What can you do to minimise
those problems?

¢ TIME LIMITED - Set a reasonable time limit to achieve your goal. Ideally it should be
achievable within the course of treatment.

Some example SMART goals of families who have been through this treatment:

Monitoring

In the first session, families should be encouraged to monitor the particular difficulties
associated with the identified goals throughout the therapy. They should detail the
day/time, event/what happened, the parent or child’s response and what worked/didn’t
work. Columns should be deleted/amended/added as appropriate, relevant to the needs of
the particular family and the goals (for example, if a child has a lot of seizures, you may
want to monitor seizure activity; if the goal is around anxiety then anxiety levels should be
monitored). Monitoring enables you and the family to get a fuller picture of what is going on
and what the particular difficulties are. It can also help to step back and notice patterns in
the difficulties (for example does the child only get very anxious about something when
they are very tired?) and the strategies that work best or less well. An example monitoring
sheet is below and there are more in the therapy manual.

Monitoring does take time and it can be overwhelming for families. As with the rest of the
protocol, the key part is remembering to be flexible whilst sticking to the aims of the
strategy. If families prefer to write paragraphs in a notebook to photograph and send you,
that is fine. Some families may find it easiest to just tick a box for which strategy they used,
rather than giving lots of detail.
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family). However, the therapist should carry out every exercise with the family. The
content should be delivered flexibly, with the needs of the individual family at the centre.
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Recommendations for adapting CBT for children with ASD from NICE guidance (CG170
2013, p.22)

. Greater use of written and visual information and structured worksheets
. A more cognitively concrete and structured approach
. Simplified cognitive activities, for example, multiple choice worksheets

Involving a parent or carer to support the implementation of the intervention, for
example, involving them in therapy sessions

Maintaining attention by offering regular breaks

Incorporating the child or young person’s special
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Working with schools

This therapy does not involve direct work with schools. However, some parents have found
it useful to share the strategies/worksheets with their child’s Teaching Assistant, A Special
Educational Needs Coordinator (SENCO) or teacher and families should be encouraged to do
so if appropriate.

Risk
Risk in work with children and families may take different forms, for example:
- Risk of harm to self or others (e.g. cutting, other forms of self-harm, suicidal thoughts
or ideation, violence)
- Risk taking behaviour in young people, including use of drugs and alcohol
- Self-neglect (e.g. not eating)
- Risk of harm from others — physical abuse, sexual abuse, emotional abuse, neglect

All therapists should make sure that they have completed appropriate risk training before
delivering this treatment (for example, the ‘Assessing and Managing Risk’ e-learning session
through the minded website (https://www.minded.org.uk).

Self-harm should be taken seriously. It is an identified risk factor of death by suicide and
accidental death. The nature of self-harm (e.g. depth of cutting) does not predict underlying
intent.

If you identify a risk issue, you should contact your clinical supervisor as soon as possible.
For immediate risk, you may need to direct the family to emergency services, such as A&E.
Risk management should follow your individual trust policy.

During the therapy trial, adverse events, including risk, need to be reported to the study
team. The study team will discuss this with you in more detail.

Where can | get more information?

If you have a clinical question, the first person to contact should be your supervisor. If they
are unsure, you can also contact the MICE team using the following details:

Professor Roz Shafran (Chief Investigator & Consultant Clinical Psychologist)
Dr. Anna Coughtrey (Clinical Psychologist)

Dr. Sophie Bennett (Clinical Psychologist)

Fahreen Walji (Research Assistant)

Alice Welch (Research Assistant)

UCL Great Ormond Street Institute of Child Health
30 Guilford Street

London

WCI1N 1EH
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