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CURRENT AWARENESS SERVICE

Fabricated or induced illness and epilepsy 

It is well recognised that there is wide differential 
diagnosis of epileptic seizures in children and particularly 
in young children under five years of age. Most of these 
differential diagnoses will have an organic or physiological 
basis, such as benign neonatal sleep myoclonus, reflex 
anoxic seizures, shuddering spells, hypoglycaemia and a 
cardiac arrhythmia. Non-organic or psychological causes 
are less common, particularly in young children. In older 
children (10 years of age and above), psychogenic non-
epileptic seizures (PNES) are the most common type of 
non-organic causes. In younger children (typically under 
five years of age), fabricated and induced illness (FII) is 
the most common cause although it is probably rare. 
However, it is also probably the most difficult to 
recognise and diagnose. It is obviously an example of 
child abuse and if the seizures are induced, this can lead 
to physical injury and, potentially, even death.

Fabricated and induced illness in children presents in a 
limited number of ways. One of the most common is 
probably with non-epileptic paroxysmal events that mimic 
epileptic seizures. Consequently, seizures or epilepsy is 
one of the more common types of FII. 

Munchausen syndrome by proxy 
Fabricated illness (of epilepsy) was previously called 
Munchausen syndrome by proxy. It is where the parent 
or carer (most often the mother) fabricates or makes up 
a story of events or episodes (‘seizures’) that the child is 
experiencing. Induced illness (of epilepsy) is where the 
parent or carer actually does something to the child that 
causes them to have an event or ‘seizure’. 

In many cases it is likely that the child is subject to both 
fabricated and induced illness. The diagnosis of FII is more 
difficult if the child also has a definite diagnosis of 
epilepsy or if there is a positive family history of epilepsy, 
particularly if it is the mother who has epilepsy.  
However, most children who are subject to FII  
do not have epilepsy.

The two most common active ways of inducing a  
non-epileptic seizure are suffocation and poisoning.

Suffocation  
This is almost certainly the most common behaviour 
used to actively cause (induce) a seizure. The parent will 
partially suffocate the infant or child by holding or 
cuddling the infant’s face or body, or both, very tightly to 
them or by using their hands, a pillow, a towel, a piece of 
clothing or a nappy over their mouth and nose so that 
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they are unable to breathe. The infant may initially 
struggle with vigorous movements but then will become 
hypoxic or even anoxic and then cyanosed. 

If the period of suffocation and consequent hypoxia are 
long enough and the infant is unable to breathe, they may 
then become stiff and have a few irregular jerks, or 
myoclonic and even clonic movements. This may look 
almost identical to a reflex anoxic seizure for obvious 
reasons. The myoclonic or clonic movements usually last 
a number of seconds and rarely more than one or two 
minutes. The more prolonged episodes can resemble an 
epileptic tonic-clonic seizure. 

If the suffocating ‘material’ is then removed, the child will 
start to breathe, initially with some irregular and gasping 
breaths. They will be floppy and pale and may appear 
sleepy. Recovery is then typically relatively rapid over the 
course of the next five to 10 minutes. Infants will rarely 
sleep after these events. 

Clearly, and in contrast, an epileptic tonic-clonic seizure 
occurs spontaneously and without an obvious trigger. It 
starts with stiffening of the body and limbs and is then 
followed by cyanosis and rhythmic jerking movements, 
usually of all four limbs. These initially increase in 
frequency, peak and then decrease in frequency before 
slowly stopping. There is often excessive salivation 
(‘frothing at the mouth’) and urinary or faecal 
incontinence. The tongue may also be bitten. The entire 
epileptic tonic-clonic seizure usually lasts three to four 
minutes. After the seizure stops, the infant or young child 
will be pale and then will usually sleep, which may last 
from 20 or 30 minutes to over many hours. Recovery 
after an epileptic tonic-clonic seizure is much slower 
than after an induced (hypoxic) seizure. 

Poisoning 
This is probably the second most common behaviour 
used to actively cause a seizure. A number of substances 
may be used to do this. Salt is a common ‘poison’, in part 
because it may be difficult to detect. Giving salt can cause 
a hypernatraemic seizure, which can look like an epileptic 
tonic-clonic seizure. Giving insulin may cause severe 
hypoglycaemia, which may then cause a tonic or  
tonic-clonic seizure and, if the hypoglycaemia is profound, 
even death.

When to suspect FII 
As already mentioned, FII is probably quite rare and the 
diagnosis may not be considered for some time. 
Fabricated or induced illness should be suspected in the 
following situations: 

•  Where the history of the child’s events is vague and 
remains repeatedly vague even if the events are 
repeated, frequent and continue to occur over days  
or weeks. 

•  When the reported events are frequent but have only 
ever been witnessed by one person. This is typically,  
but not exclusively, the child’s mother.

•  Where it may be difficult to identify the type of 
epilepsy or epilepsy syndrome from the (repeated) 
history of the events. 

•  Where an epilepsy type or epilepsy syndrome seems to 
have been identified, and the child’s seizures should be 
easy to control but are not. This is even with increasing 
doses of anti-seizure medications (ASMs) or with the 
use of two or more ASMs simultaneously and where 
concordance (compliance) with the medication is felt  
to be good. Childhood-onset absence epilepsy is a  
good example of this scenario.

•  Where the parent or carer is reluctant to, or refuses  
to video their child’s events or repeatedly say that it 
was not possible for a number of reasons including: 
‘There was no ‘phone signal’; ‘The battery was dead’;  
‘It was dark’; ‘I accidentally deleted what was recorded’; 
‘I was so scared that I dropped the ‘phone’; ‘I didn’t 
want to embarrass them’.  

•  Where the child’s parent seems relatively unconcerned 
by the frequency of events in which their child appears 
to have stopped breathing and become cyanosed – and 
particularly if they attend the Accident and Emergency 
Department (AED) very frequently. This is particularly 
relevant if attendances are at different AEDs.

•  Where the child’s seizures have been reported to have 
continued after an appropriate dose of emergency 
(rescue) anticonvulsant (such as rectal diazepam or 
buccal midazolam) has been given. In approximately 
60-70% of cases, a tonic-clonic seizure will stop after  
a single dose of this emergency anticonvulsant. 

•  The events or seizures cease when the child is 
separated from the person reporting or causing  
them, or both.

•  When repeat prescriptions for anti-seizure medications, 
including rescue medications, are not picked up or are 
requested before they are due to be reissued. 

•  Where an interictal EEG remains normal despite  
a prolonged history of frequent and poorly  
controlled seizures.

•  Where an ictal EEG (i.e. an EEG recorded during the 
child’s reported typical events) is normal.

•  Where the child’s episodes suddenly cease if there is  
a suggestion or direct confrontation with the family  
(or parent) that the episodes might be fabricated. 



•  A combination of a number of the above scenarios. 

For obvious reasons, the greater the number of the 
above scenarios, the greater the chance is of the 
diagnosis being FII. Finally, FII is more likely to occur if 
the parent (and nearly always the mother), has had or 
continues to have underlying social or mental health 
problems or both.

One of the main difficulties in making an early diagnosis 
of FII is that epilepsy remains very much a diagnosis 
based on history and a detailed account of a child’s 
episodes given by an eyewitness. When the perpetrator 
of the FII has a nursing, medical or healthcare-related 
background or knowledge, the history may, at least 
initially, seem to be clear and convincing. 

There is no doubt that the use of video or camcorders 
(pre-2005) and then smartphones has significantly 
improved the diagnosis of all paroxysmal events, both 
epileptic and non-epileptic. However, the real value of a 
recording of a child’s events or seizures is when the 
entire event has been recorded, from its beginning to its 
end. If only the middle of an event is recorded, it is 
possible to reach a wrong diagnosis. Specifically, if the 
recording shows only stiffness or jerking and/or cyanosis 
and then stops, the differential diagnosis is wide. It can 
include: reflex anoxic seizures, cardiac syncope, 
hypoglycaemia and a hypoxic seizure due to an induced 
illness. In these conditions, a provoking factor or trigger 
will have caused the stiffness or jerking and cyanosis. 
However, in the absence of a complete and reliable 
history or video footage that did not include the 
situation (circumstances) or trigger at the beginning of 
the event, the conclusion might be that the event was an 
unprovoked epileptic seizure.

There are two further areas of caution in the 
interpretation of events that have been filmed by families. 
The first is that they may video a large number of events 
that are not fabricated or induced but simply represent 
changes in their child’s behaviour. This may simply be 
because they are confused about what might or might 
not be an epileptic seizure or, and in FII, to set up a 
‘smoke-screen’ to try to deflect any suspicion from 
medical and nursing staff. The second is that if the video 
shows a floppy and sleepy child (following a reported 
‘seizure’), this might not be a post-ictal phase but the 
result of the child having being given rescue medication.

Fabricated or induced illness carries a risk of significant 
harm to the child and siblings, with long-term physical 
and emotional consequences. This is particularly the case 

if the diagnosis has been unrecognised. In some  
cases, it has been considered that previous sibling  
deaths may have been due to abuse, including FII  
[Davis et al, 1998].

Managing FII 
The management of FII is difficult, as might be predicted. 
As with PNES in older children, the management of FII 
tends to be somewhat easier, and the outcome more 
favourable, the more quickly it is considered and 
diagnosed. One of the key difficulties in FII is thinking 
about the diagnosis in the first place. Intuitively, 
healthcare professionals are ‘programmed’ to believe the 
parent or carer and also that someone in this role would 
not deliberately harm their child. While this is entirely 
appropriate, it must not cloud their objectivity and result 
in failure to acknowledge all the potential warning signs 
described in this article. 

Decades of experience, including at the current time, 
have shown that early suspicions of child abuse may be 
minimised or ignored. As healthcare professionals 
working with children, we must never forget that their 
safety is our priority. Fabricated and induced illness often 
requires overt or covert CCTV undertaken in hospital. 
This must be to record the onset of at least two of the 
child’s reported episodes to confirm the diagnosis of 
fabricated and certainly induced seizures. 

As most children subject to FII that present with 
seizures are under five years of age, it will be important 
to liaise with other healthcare professionals, specifically 
the child’s GP and health visitor, and also nursery 
schools. Clearly, social services must be involved as soon 
as it is felt appropriate, because FII is a form of child 
abuse. The approach to management must be holistic and 
with the prime objective being the safety and wellbeing 
of the child. The specific management process is identical 
to that of any child with suspected or proven child abuse 
[Barber and Davis, 2002].

Richard Appleton 
Co-Editor
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Forthcoming courses and conferences

The following are details of forthcoming conferences and 
courses in epilepsy and general paediatric neurology.

September 2023 
2-6 
35th International Epilepsy Congress 
Dublin, Ireland 
bit.ly/3S5ANDj

October 2023 
2-4 
ILAE British Branch Annual Scientific Meeting 
Gateshead, UK 
ilaebritishconference.org.uk

November 2023 
11 
ILAE British Branch Clinical Epilepsy Course  
for Doctors in Training 
Birmingham, UK 
bit.ly/45kfy7E

March 2024 
3-8 
4th International Training Course on Neuropsychology  
in Epilepsy 
Lyon, France 
bit.ly/3VvHu2Z

May 2024 
5-8 
Seventeenth Eilat Conference on New Antiepileptic  
Drugs and Devices (EILAT XVII) 
Madrid, Spain 
bit.ly/3fdKAbT

September 2024 
7-11 
15th European Epilepsy Congress 
Rome, Italy 
ilae.org/congresses/15th-european-epilepsy-congress

Madrid

Dublin
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Your child and epilepsy
Grow your confidence managing 
epilepsy in your family

epilepsy.org.uk/yourchild

Your child and epilepsy is a new 
online course for parents and carers of 
children with epilepsy. It’s been developed 
with parents, epilepsy nurses and 
psychologists.

This course is a helping hand to support families 
on their epilepsy journey. It’s full of advice and 
stories from parents. It aims to give parents and 
carers the confidence, skills and knowledge to 
support their child to manage their epilepsy. 

There are eight parts that cover: 

• Understanding epilepsy

• Supporting your child with their epilepsy

• Keeping your child safe

• The impact of epilepsy on family life

• Your child’s wellbeing

• Learning and behaviour

• Growing up and independence

• Sources of help and support

The course is free and flexible.  
It can be accessed at any time on 
a computer, tablet or smartphone 
with internet access. 

Leaflets about the course to give to families can be requested by 
emailing nurseorders@epilepsy.org.uk

To view the course go to: epilepsy.org.uk/yourchild
Get in touch learning@epilepsy.org.uk

Registered charity in England and Wales (No. 234343)   © Copyright Epilepsy Action 2020

Free 
course

Epilepsy Action
Information you can trust

epilepsy.org.uk/trust
Find out more



Page 3Page 6

The psychological and cognitive wellbeing  
of children and young people with epilepsy 

Dr Victoria Gray, Consultant Clinical Psychologist and Dr Cathy Grant, Consultant Clinical 
Neuropsychologist, Clinical Health Psychology, Alder Hey Children’s NHS Foundation Trust, Liverpool 

Overview
The aim of this brief article is to provide an overview of the 
current literature regarding the psychological and cognitive 
wellbeing of children and young people (YP) with epilepsy. It 
will summarise key points from the literature on mental 
health, quality of life (QoL) and cognitive difficulties for YP 
with epilepsy. It will explore the terminology used around 
mental health and psychological wellbeing and key guidelines 
that support the provision of integrated psychological 
services within physical health settings. It will also consider 
the move towards proactive screening and identification of 
mental health needs and the provision of targeted 
interventions in this population and in so doing will highlight 
the multifaceted needs of YP with epilepsy and their families. 
Finally, the paper aims to encourage services, policy makers 
and commissioning bodies to continue to move towards an 
end goal of preventative and systemic services that meet 
the needs of this group of YP and their families and, 
ultimately, improve holistic outcomes.  

Mental health 
Children and YP with epilepsy are at a significantly increased 
risk of experiencing mental health problems. About 37% of 
children with epilepsy have a co-existing mental health 
disorder, a higher prevalence than is found in other  
long-term childhood conditions and two to three times 
higher than that reported in the general child population 
[Davies et al, 2003; NHS Digital, 2022]. The relationship 
between seizures and mental health is complex and 
multifactorial. The development of anxiety, for instance, may 
relate to dysregulated neurobiological mechanisms, fear of 
seizures themselves, stress directly related to the 
consequences of seizures, such as injury or exclusion from 
activities or peer relationships, feelings of being different or 
cognitive difficulties making school life more stressful. 

Comorbid mental health problems have a number of 
serious implications for people with long-term conditions. 
These include poorer clinical outcomes (mediated by a 
number of mechanisms, such as reduced ability and 
motivation to manage health conditions, medication  
side-effects and poorer health behaviours) and lower QoL. 
Overall, comorbid mental health problems are reported to 
have a greater effect on QoL than physical comorbidities 
[Naylor et al, 2016].  

Quality of life
Individuals with epilepsy have a lower health-related QoL 
than healthy individuals and individuals with other chronic 

illnesses [Wang et al, 2012]. Health-related QoL trajectories 
for newly diagnosed children followed over a two-year 
period suggested that better outcomes were related to less 
severe seizures, no cognitive and behavioural problems, 
lower parental depression scores, adaptive family functioning 
and fewer family demands [Sajobi et al, 2017]. Sillanpaa and 
Cross [2009] report that in addition to the medical impact 
of epilepsy with respect to loss of control, medication side-
effects and comorbidity, epilepsy has a marked impact on a 
child’s life. They highlight that population-based studies 
indicate that 70-76% of children with epilepsy have some 
type of disability that affects their daily life and choices for 
the future. They propose that supporting the development 
of acceptance, self-reliance, self-respect and self-
empowerment of children with epilepsy is crucial to  
them achieving a place in the community that is equal  
to their abilities. 

Cognitive dysfunction
Another major contributor to the burden of epilepsy is 
cognitive dysfunction [Lodhi and Agrawal, 2018]. Epilepsy 
affects cognition through a number of mechanisms in a 
complex interrelationship. There is considerable overlap in 
the cognitive difficulties seen across the epilepsy syndromes, 
with executive function, working memory and attention 
difficulties being particularly common [Hermann et al, 2021]. 
Aldenkamp [2006] stated that the prevalence of memory 
disorders in people with epilepsy is between 20% and 50%; 
more than half of these individuals have memory difficulties 
in daily life. It goes without saying that memory is crucially 
important for the acquisition of skills and knowledge, but it 
also plays an important role in personal identity and sense 
of self. Understandably, individuals with epilepsy frequently 
find these cognitive consequences more debilitating than the 
actual seizures themselves. It is no surprise that people  
with epilepsy often report a poor QoL resulting from the 
complex interactions between the physical and psychosocial 
factors related to their condition. 

Children with epilepsy are at a higher risk of academic 
underachievement, performing below what would be 
expected for intellectual function [Reilly & Neville, 2011]. 
This has implications for access to higher education, future 
career and income potential, placing people with epilepsy at 
a major disadvantage in terms of life outcomes. 

Effect on family 
Epilepsy does not just affect the individual, but also their 
family. The witnessing of seizures is experienced as 
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traumatic, especially when they are seen for the first time. 
Family members can be fearful of seizures and may 
inadvertently model fear to the child having seizures. Reilly 
[2018] reports that mothers of young children with epilepsy 
are at a high risk of mental health difficulties, and that all 
should be screened for such difficulties. They suggest there  
is a need to explore what parent- and child-focused 
interventions might be useful to reduce the mental health 
difficulties reported by mothers of young children  
with epilepsy. 

Ellis et al [2009] reported that children and adolescents with 
epilepsy were at a greater than average risk of having 
increased dependence on parents. Rodenburg et al [2005] 
highlighted that family functioning, including communication, 
social support, adaptation, mastery and conflict, is often 
impacted by epilepsy. As epilepsy often co-occurs with 
heritable neurodevelopmental conditions, such as attention-
deficit/hyperactivity disorder (ADHD) and autism spectrum 
disorder (ASD), families may already have an increased 
burden of care through other family members having a 
neurodevelopmental condition that requires a high level  
of support.  

Neurodevelopmental comorbidities
In children with ADHD, approximately 14% have or will 
develop seizures. In addition, ADHD occurs more frequently 
in children with epilepsy than in the general population, with 
30-40% of children with epilepsy having comorbid ADHD  
or attention deficit disorder (ADD). Inattention is more 
common than hyperactive and impulsive symptoms [Dunn 
and Kronenberger, 2005]. ADHD is associated with a range 
of cognitive, behavioural and mental health difficulties and is 
independently associated with poorer long-term outcomes. 
In children diagnosed with ASD, estimates of the prevalence 
of developing epilepsy in a lifetime range from  
2.7% to 44.4%. 

A recent US population sample reported a sevenfold 
increase in the risk of epilepsy in individuals with ASD 
relative to the general population [Thomas et al, 2017]. The 
presence of intellectual disability was a clear risk factor that 
increased the risk of epilepsy developing in children with 
ASD by three to five times. ASD also occurs more 
frequently in children with epilepsy than in the general 
population, with a prevalence of 6.3% compared to 1% in 
the general population [Strasser et al, 2017]. ASD is a 
complex condition that presents with social communication 
difficulties that often require intervention and additional 
support in their own right.  

Intellectual disabilities
Around a third of people with an intellectual disability have 
epilepsy. The risk of epilepsy increases in those with severe 
to profound intellectual disability to approximately 50% 
[Robertson, 2015]. Intellectual disability occurs more 
frequently in epilepsy than in the general population, with 
about 20% of children with epilepsy having an intellectual 

disability [Camfield and Camfield, 2013]. Children with 
epilepsy and intellectual disability have a high level of care 
needs due to the likely increased presence of additional 
medical conditions (e.g. congenital heart conditions, cerebral 
palsy, constipation and reflux), disordered sleep and 
limitations in communication, and increased family stressors 
(e.g. need for adapted equipment and housing, poorer access 
to community resources). 

Given the comorbid intellectual disabilities and 
neurodevelopmental conditions common in children with 
epilepsy, it is important for teams that treat children with 
epilepsy (and their families) to be able to discuss and 
support potential difficulties beyond epilepsy. Service 
organisation often means that the child is seeing multiple 
specialists separately for different aspects of their  
condition. This adds further to the burden of care  
and consequently stress. 

NICE guidelines
The complex challenges for YP who live with epilepsy is now 
clearly recognised in national guidelines. In 2022, the 
National Institute for Health and Care Excellence (NICE) 
published guidance for “Epilepsies in children, young people 
and adults”. A section highlights the higher prevalence of 
psychological, neurobehavioural, cognitive and developmental 
comorbidities in epilepsy and recommends coordinated care 
for people with epilepsy who have a mental health condition 
or intellectual disability and are using a multidisciplinary 
team approach. 

The guidelines recognise that a diagnosis of epilepsy can 
have a significant adverse impact on a person’s mental  
health and that people with epilepsy may feel socially 
excluded and stigmatised. They recommend that epilepsy 
services should review neurodevelopment, cognitive 
function, mental health, social and emotional wellbeing, and 
intellectual disability as part of the routine management for 
people with epilepsy. 

Epilepsy12 was established in 2009 with the aim of helping 
epilepsy services, and those who commission health services, 
to measure and improve the quality of care for children and 
YP with seizures and epilepsies. The audit is commissioned 
by the Healthcare Quality Improvement Partnership (HQIP) 
as part of the National Clinical Audit and Patient Outcomes 
Programme (NCAPOP) and is delivered by the Royal 
College of Paediatrics and Child Health (RCPCH). 

The most recent results published in 2021 report that only 
15% (18/119) of health boards and trusts facilitate mental 
health provision within epilepsy clinics and 17% (20/119) of 
health boards and trusts have formal screening for mental 
health disorders. It is recommended that health board and 
trust managers should ensure that all children and young 
people with epilepsy are provided with psychosocial support 
and signposting to help them manage their condition and 
their related worries or anxieties. 

Dr Victoria Gray, Consultant Clinical Psychologist and  
Dr Cathy Grant, Consultant Clinical Neuropsychologist, 
Clinical Health Psychology, Alder Hey Children’s  
NHS Foundation Trust, Liverpool
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It is also recommended that all YP with epilepsy have 
ongoing screening for mental health problems using a 
validated tool as part of their routine epilepsy care. It is 
advised that where there are concerns about mental health, 
children and YP are referred to an appropriate mental 
health service via an agreed pathway and there should be 
timely access to diagnosis and treatment. The report 
concludes that hospital and community commissioners 
should commission increased integrated psychosocial and 
mental health support for children and YP receiving care for 
long-term conditions and that this should be co-located 
within the epilepsy clinic and inclusive of comorbidities.

Integrating services
The PAVES project (Psychology Adding Value – Epilepsy 
Screening) is an example of a pilot project integrating 
psychological services into a paediatric epilepsy clinic. The 
PAVES team recognised that children and YP with epilepsy 
are particularly vulnerable to developing social, emotional, 
behavioural and learning difficulties. If not identified or 
addressed at an early stage, these can impact adversely on 
QoL and long-term psychosocial outcomes. 

The group developed a screening protocol and a pathway  
of early, ‘stepped’ intervention, with the aim to address this 
issue. The Strengths and Difficulties Questionnaire (SDQ) 
was completed by YP and their parents prior to routine 
epilepsy clinic appointments. A traffic light system was 
devised to indicate the reported level of concern and a 
potential route through an early intervention pathway.  
Self-help materials were offered to all families scoring within 
the amber or red range, as were parent workshops. Those 
scoring in the red range were also offered the opportunity 
to attend a psychosocial intervention group for children 
with epilepsy, which was aimed at improving epilepsy 
knowledge, self-management skills and QoL. Of all those  
YP screened, 53% were found to be experiencing elevated 
levels of mental health difficulties, which had not previously 
been identified. Initial feedback on the PAVES pathway is 
reported to have been positive, with high levels of feasibility 
and acceptability indicated by YP, parents and clinicians 
[George et al, 2021]. 

Screening
The recommendation of screening for mental health 
disorders encourages healthcare providers to move 
towards a proactive model of care, ensuring mental health 
needs are identified in a timely manner. Epilepsy12 
recommends screening for mental health disorders using a 
‘validated tool’. The approach to ‘screening’ and the choice 
of tool will vary across different healthcare providers and 
settings, as will the personnel available to complete screens, 
score them, complete appropriate onward referrals or 
provide the required follow-up. Some services may consider 
a questionnaire that measures anxiety or depression an 
appropriate way to identify mental health needs, as mental 
health difficulties have been identified as the most prevalent 
in the epilepsy population. 

The anxiety and depression scales from the Beck Youth 
Inventory (BYI) are well-validated measures that are 
commonly used within mental health. Another alternative is 
the Paediatric Index of Emotional Distress (PI-ED), which 
aims to screen for emotional distress in YP, modelled on the 
Hospital Anxiety and Depression Scale (HADS). BYI and 
PI-ED questionnaires focus on a specific aspect of mental 
health and provide a clinical cut-off. They are targeted and 
specific but will not capture all aspects of difficulties for  
YP with epilepsy, such as impact on QoL, behavioural 
dysregulation or impact on the family. Other services may 
opt for more generic measures of wellbeing such as the 
SDQ (as used by the PAVES pilot) or a QoL measure. These 
will provide broader information on several aspects of the 
YP’s life but do not specifically measure mental health 
difficulties per se. 

Alternatives to standardised measures include using simple 
Likert scales, asking about key areas of holistic care including 
emotional wellbeing, family wellbeing, behaviour, school 
performance and impact of seizures. Such scales aim to act 
as an aid to guide discussion in medical clinics so that 
holistic aspects of need are reviewed and considered. 
Whichever way services approach screening, it is important 
to remember that it is not a ‘catch all’ for identifying 
difficulties or accessing intervention.

Mental health services
Once mental health difficulties in YP with epilepsy have 
been identified through screening, it is important to 
consider what services are, or are not, currently available to 
accept referrals and provide psychological intervention. 

YP with very severe presentations of depression, anxiety or 
trauma will meet the threshold for Child and Adolescent 
Mental Health Services (CAMHS). During the PAVES pilot, 
some YP screened were identified to have significant mental 
health difficulties and referred to local CAMHS services, 
supported with the early intervention resources until they 
were seen. However, some generic mental health teams can 
be reluctant to accept a referral for children with epilepsy 
presenting with mood problems as they may attribute the 
presentation to being related to uncontrolled seizures. It is 
often more challenging for generic mental health teams to 
link directly with the medical MDT to offer holistic care, as 
recommended by NICE. 

In developing pathways of care for children with epilepsy, 
referral routes to community services must be based on 
the mental health needs rather than the severity of 
presentation. If the mental health presentation is related  
to the physical health condition, the YP is likely to benefit 
from integrated paediatric psychology. Joint working  
would be appropriate in some cases to ensure the YP  
is accessing appropriate care to meet their needs.  
YP receiving mental health care in co-located or integrated 
physical health services are provided with more focused  
and targeted provision. The epilepsy team has a clear line  



of communication, which allows the YP seamless care. 

Epilpesy12 refers to screening for mental health disorders. 
Many YP with epilepsy who have mental health issues have a 
mild or moderate presentation with lower clinical risk, and 
are unlikely to meet the threshold for a mental health 
disorder. However, these YP have mental health difficulties 
that are severe enough to cause a significant level of 
disruption to their day-to-day function. This is of concern 
for their families and epilepsy teams, but they are unlikely  
to meet the threshold for CAMHS, often representing  
an unmet need. 

Naylor et al [2018], in the document Bringing Together 
Physical and Mental Health: A New Frontier for Integrated 
Care, commissioned by the Kings Fund, recognised that the 
need to integrate support for mental and physical health is 
not limited to those people meeting formal diagnostic 
criteria. They report that all physical health problems have a 
psychological dimension, particularly when they involve 
learning to live with a long-term condition, which may 
require a profound process of internal adaptation and can 
be accompanied by significant functional impairment, 
economic disenfranchisement and social isolation. It is 
argued that failure to provide integrated psychological 
support to help people adapt and manage their health 
effectively can be associated with poor outcomes and faster 
disease progression [De Ridder et al, 2008]. 

There are also additional benefits of co-located psychology 
services to the physical health team in terms of skill sharing, 
teaching, consultation and liaison. Christie and Khatun 
[2012] reported that psychologists working in paediatric 
and adolescent medicine services have the specialist skills to 
understand the complex relationship between physical and 
emotional wellbeing. However, all healthcare professionals 
can help families identify strengths, abilities and resources to 
contribute to positive adjustment and healthy outcomes. 
They highlight that healthcare professionals can also make a 
significant contribution to positive adjustment by ensuring 
they offer timely, thoughtful, effective and accurate 
information, communicated at the time of diagnosis but also 
reviewed and repeated at different developmental stages. 
They propose that successful adjustment is the 
responsibility of everyone in the YP’s support network.

Support networks
Often the most important people in a YP’s support system 
are parents, siblings and peers. NICE guidelines recommend 
increased psychological provision for YP with epilepsy, but 
this should also extend to the YP’s family, taking a systemic 
perspective. There is a recognised impact on parents, and 
indeed siblings, of YP with chronic conditions and, as such, 
services should consider provision of resource that includes 
parents and siblings, as well as screening that encompasses 
the family system. The PAVES pilot recognised the needs of 
parents, utilising the SDQ impact supplement to identify 
impact of problems in the systems around the child. 

Workshops were provided for parents and had a 
psychoeducation and behaviour management focus. It is 
likely that parents would also benefit from workshops or 
groups focusing on supporting their own psychological 
needs in relation to caring for a YP with epilepsy, 
incorporating parents of pre-school children and those with 
special educational needs (who were unable to participate 
in the PAVES pilot). 

Moving towards proactive identification and referral for 
mental health difficulties, or the psychological aspects of 
physical health for YP with epilepsy and their families, 
requires considerable work. However, there is also an 
opportunity to start to move towards a preventative model 
and improved QoL at the point of diagnosis for YP with 
epilepsy and their families. In the PAVES pilot, those YP or 
families identified to be in the amber or red ranges were 
offered self-help material or parent workshops. To further 
build on this pilot project, it is worth considering what 
could be offered to all groups, including those screened to 
fall in the green range. These YP and families may have had 
no additional needs and may not go on to develop any. 
However, some may not show any increased need at the 
time of screening but may develop difficulties further along 
their chronic health journey. The needs of some YP and 
families may also be missed due to the screening tool used. 
Workshops targeting this ‘no current concerns’ group could 
help prevent the development of psychological difficulties 
related to physical health. 

Christe and Kahtun [2012] highlight a risk-resistance-
adaptation model proposed by Wallander that determines a 
child’s physical, neurocognitive and psychosocial adaptation 
[Wallander et al, 1989]. When risk factors (disease/disability, 
functional independence, psychosocial stressors) are 
excessive, and resistance factors (intrapersonal, socio-
ecological, stress processing/coping strategies) are low, there 
are difficulties in emotional, physical and psychosocial 
function and adaptation [Brown et al, 1993]. The impact of a 
diagnosis of a chronic illness on families, children and young 
people, and the adjustments that they make to overcome 
future challenges, are dependent on many interrelated 
factors. These factors are both internally and externally 
determined, and the role each factor plays in enabling 
positive adjustment is complex. Many young people draw on 
a range of strengths and abilities, and parents and families 
can act as significant resources [Christie and Kahtun, 2012]. 
Resources or workshops aimed at building strengths and 
resilience in relation to chronic illness will support improved 
outcomes for YP and their families.

Cognitive screening
It is also important to remember that cognitive difficulties 
are inextricably linked to mental health, behaviour, social 
development, educational difficulties and QoL. Cognitive 
difficulties in epilepsy are likely to be caused by multiple 
factors, including underlying brain pathology, seizures, 
interictal activity, sleep disturbance and the medications 
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used to treat seizures. Although the drive within Epilepsy12 
to screen for mental health in children with epilepsy is an 
important step forward, there is an equal need to screen for 
cognitive difficulties. Good control of seizures is associated 
with a positive effect on cognition. However, anti-seizure 
medications can negatively impact on attention, working 
memory, processing speed, verbal fluency and language, and 
exacerbate pre-existing neuropsychological difficulties 
[Operto et al, 2020; Reuner et al, 2016]. 

In newly diagnosed epilepsy, cognitive screening  
pre-medication and post-medication is warranted to inform 
medical management [Witt and Helmstaedter, 2012].  
As neuropsychological functions continue to develop 
throughout childhood, regular screening is necessary to 
ensure that any cognitive difficulties are identified and well 
understood by both the family and educational 
establishments. Attention and executive function are strong 
predictors of educational achievement. The importance of 
maximising function and supporting difficulties should not 
be underestimated. Epilepsy-specific screening tools have 
been developed for this purpose and are freely available 
(e.g., Epitrack Junior, eisai-epitrack.com). However, the 
practicalities around the added time required to screen 
within clinics means that screening is not standard practice 
within the UK. Moreover, clinical psychology time is not 
routinely part of epilepsy clinics to advise on how best to 
support identified difficulties. 

Conclusion
In conclusion, a move towards recognising the need for 
integrated and co-located physical and mental health 
services for YP with epilepsy is welcomed. However, 
practitioners, services and commissioning groups need to 
continue to develop and explore models of care that will 
improve lifelong outcomes for YP with epilepsy and their 
families. Bringing Together Physical and Mental Health [Kings 
Fund, 2018], states that efforts to develop integrated care 
should focus more on the integration of physical and mental 
health to address high rates of mental health conditions 
among people with long-term physical health problems. The 
document highlights that failure to address these issues 
affects outcomes for patients, but also increases the cost of 
providing services. They recommend that NHS England 
support and encourage vanguard sites and other areas to 
develop integrated approaches towards physical and mental 
health as part of efforts to build new models of care. 

What this looks like will vary across healthcare providers 
and settings. Medical teams based in hospitals that have not 
previously employed mental health practitioners for physical 
health-related care will need support to establish 
appropriate governance around the role, access specialist 
supervision and provide a peer network to support safe and 
effective practice. Establishment of such posts does not 
need to be condition-specific and a clinical psychologist 
could work across a number of different conditions or 
across some lifespan services. 

With appropriate funding, regions could look at ways to 
provide some cross-regional access to workshops and 
groups, as well as targeted integrated support in each 
epilepsy MDT. As the number of new psychological 
professions continues to evolve, it will be appropriate to 
look towards a skill mix to ensure a cost-effective but 
robust care team. Paediatric psychology needs to be 
integrated into regional networks to support the 
development of new posts. Services may be commissioned 
and implemented in different ways across regions, but all 
services will have the shared aim of improving holistic 
outcomes for YP with epilepsy and their families. 

Take home points
•  National guidelines support the need for timely 

assessment and intervention of mental health needs  
in YP with epilepsy.

•  Services should provide intervention for mental health 
disorders as well as psychological aspects of physical 
health conditions.

•  Services should move towards preventative as well as 
proactive models of care.

•  YP with epilepsy would benefit from cognitive screening.

•  Models of care should be systemic and include parents.

•  ‘PAVES’ provides a model for identification of psychological 
needs and providing targeted intervention. Future projects 
can be creative if offering an increased range  
of interventions.
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This section highlights recently published 
papers.  Hopefully this will be very useful to all, 
helping to keep everyone up to date with the 
latest developments.  It will certainly save you 
research and reading time, not having to 
search so many journals. 

There are many (often more than 300) 
epilepsy papers published every three months, 
so what follows has been edited. All animal 
papers have been excluded and as many 
review papers as possible have been included. 
We hope you find the papers of interest in 
your pursuit to keep abreast of the very latest 
knowledge. 
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