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1 | INTRODUCTION

There is substantial evidence that mental health

Abstract

Mental health comorbidities are prevalent and problematic in patients with seizures
but often suboptimally managed. To address common gaps in care, the Integrated
Mental Health Care Pathways Task Force of the International League Against
Epilepsy (ILAE) Psychiatry Commission was tasked with providing education
and guidance on the integration of mental health management (e.g., screening,
referral, treatment) into routine seizure care. This report aims to describe a variety
of established services in this area, with a specific focus on psychological care
models. Services were identified by members of the ILAE Psychiatry Commission
and authors of psychological intervention trials in epilepsy. A total of eight services
met inclusion criteria and agreed to be showcased. They include three pediatric
and five adult services located across four distinct ILAE regions (Europe, North
America, Africa, Asia Oceania). The report describes the core operations, known
outcomes, and implementation factors (i.e., barriers and facilitators) of these
services. The report concludes with a set of practical tips for building successful
psychological care services within seizure settings, including the importance of
having local champions, clearly defining the scope of the service, and establishing
sustainable funding models. The breadth of exemplars demonstrates how models
tailored to the local environment and resources can be implemented. This report
is an initial step to disseminate information regarding integrated mental health
care within seizure care settings. Future work is needed to systematically examine
both psychological and pharmacological care models and to further establish the
evidence base in this area, especially around clinical impact, and cost-effectiveness.

KEYWORDS
anxiety, depression, epilepsy, mental health, psychologist, psychotherapy

Key points

« Detailed description is given of eight established

comorbidities are common and problematic in people
with epilepsy (PWE).!® There is an estimated two- to
fivefold increased risk for developing depression and/
or anxiety disorders, and one in three PWE has a
lifetime mental health diagnosis.3 This is critical, as
mental health comorbidities affect the quality of life,
medical management, self-management, morbidity, and
prognosis of epilepsy, even when symptoms are mild.**2
Furthermore, mental health comorbidities are associated
with higher rates of inpatient and outpatient health care
utilization (e.g., hospitalizations)."*** Similarly, people
with functional/dissociative seizures (FDS; or psychogenic
nonepileptic seizures) are often first diagnosed in seizure
clinic settings, may have coexisting epilepsy, and are at
increased risk for common and burdensome comorbidities
including depression and anxiety."’

Evidence-based recommendations for mental health
care in epilepsy have been published by the International

integrated psychological care models for people
with seizures from around the world.

« Core operations (screening, referral, treat-
ment), implementation (barriers, facilitators),
evaluation, and funding details are provided.

« Practical tips for integrating psychological ser-
vices into seizure care settings are provided.

League Against Epilepsy (ILAE).'**° In general, they ad-
vocate an integrated, multidisciplinary team approach, in
which systematic screening procedures and pharmaco-
logical and psychological care are considered.'®'’"* These
recommendations are consistent with integrated mental/
behavioral health, or collaborative, care models advocated
for within primary health care settings and the comprehen-
sive management of patients with various chronic health
conditions (e.g., diabetes, asthma, chronic pain, cancelr).zo’23
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Psychological care models, which include access to psycho-
logical assessments and/or management via psychological
interventions, are commonly recommended for anxiety and
depression, and broader quality of life (QOL) issues among
people with seizures.’> For instance, a recent Cochrane
Review found moderate-certainty evidence that psycho-
logical interventions can improve QOL outcomes in PWE.
Although the Cochrane Review suggested that psychologi-
cal interventions can be effective, there is also evidence that
these interventions are not available to most PWE.* Even
clinicians and service providers keen to offer such treat-
ments are often uncertain how best to implement services
in view of large patient volume and limited funding.

Additionally, there is a significant translational gap
when it comes to implementation of mental health care
within routine seizure care settings. Crucially, many PWE
continue to report high rates of unmet mental health
care needs and struggle to access psychological care.>*
Highlighting this, a recent ILAE survey of epilepsy health
professionals (N=445), found that >50% were underre-
sourced to manage mental health concerns of their pa-
tients.** Identified barriers included inadequate resources
to assess and treat depression and anxiety (including lack
of standardized procedures), and a lack of integration of
mental health professionals in epilepsy care teams.***’
Not surprisingly, many neurologists identify patient men-
tal health management as a critical training need.”®

In response to these clinical care gaps and providers'
educational and training needs, the Integrated Mental
Health Care Pathways Task Force of the ILAE Psychiatry
Commission was tasked with providing resources to sup-
port the integration of mental health care into routine ep-
ilepsy care. Consistent with recent targets outlined by the
Intersectional Global Action Plan (IGAP) on Epilepsy and
Other Neurological disorders® by addressing both physi-
cal and mental health (i.e., psychosocial) patient needs, we
may further improve comprehensive seizure care and pa-
tient well-being. Thus, the aims of this report are to system-
atically describe integrated psychological care models from
pre-established seizure clinics around the world, including
their core operations, implementation factors, and out-
comes. The report also aims to provide a set of guiding prin-
ciples for seizure settings to assist with the establishment
and maintenance of integrated psychological care services.

2 | MATERIALS AND METHODS

2.1 | Criteria for inclusion of showcased
psychological care services

The included services met the following inclusion criteria:
(1) primary focus on the management of common mental

Epilepsia

health comorbidities, particularly depression and anxiety;
(2) either refer to or utilize a psychological care approach,
defined as one that provides a psychological assessment
and or/management via psychological interventions; (3)
location within a specific established seizure care setting;
(4) permission to publicly share information about the
service. Services that only provided the following were
excluded: (1) mental health medication management,
(2) neuropsychology with a primary focus on assessing
cognitive function, (3) care provision exclusively for
patients with FDS and not epilepsy, (4) psychological
assessment/management restricted to epilepsy surgery
candidates, and (5) broad self-management or educational
programs without a primary focus on managing mental
health.

2.2 | Identification of psychological
care services

First, an ad hoc group of members of the ILAE Psychiatry
Commission and other known leaders of integrated
psychological care models were invited. Second, in March
2022, a call was published in the online ILAE newsletter
to collect information about established integrated
psychological care services (i.e., pathways for treating
depression and/or anxiety) from the ILAE community.
Those willing to share details about how their service
operates were invited to contact M.G. Third, all authors
of psychological intervention trials included in the
recent Cochrane Review of psychological treatments for
epilepsy’”* were contacted with a query about whether
programs had been implemented, followed by inquiries to
determine inclusion.

2.3 | Standardized description of
psychological care services

The following information was collected: (1) methods for
identifying patients; (2) service description; (3) service
implementation, including barriers and facilitators; (4)
evaluation of the service; and (5) financial/funding models.

3 | RESULTS

Figure 1 summarizes the inclusion of the final eight
integrated psychological care services. These included five
adult and three pediatric services located within tertiary
hospitals across seven countries. Figure 2 summarizes the
setting of services and provides an abbreviation for their
references utilized throughout the article.
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FIGURE 1 Inclusion of services flow

ILAE Psychiatry
Commission
Members
N=6

Authors emailed
from Cochrane
review
N=36

ILAE Newsletter
Reply
N=1

Medication management only

(N=1)

diagram. ILAE, International League
Against Epilepsy.

=

Authors replied
N=13

A 4
Interventions

implemented
N=8

Met inclusion
criteria/agreed

l N=2
Final inclusion
N=8

No current implementation N=5
No implementation (N=2)
Future implementation planned (N=1)
Past implementation not current (N=2)

Ineligible N=5
Education intervention (N=3)
Not mental health focused (N=1)
Not located within a specific
established seizure care setting (N=1)

ILAE Psychiatry member already
showcasing service (N=1)

E— FIGURE 2 Glossary of integrated
Abbreviation Hospital Setting Country psychological care services.

ADULT

RHH/EN The Royal Hallamshire Hospital United Kingdom (England)

RIH/USA The Rhode Island Hospital (Brown University) United States of America

Hong Kong
Australia

Germany

South Africa
United States of America
United Kingdom (Scotland)

PWH/HK The Prince of Wales Hospital
RPAH/AU The Royal Prince Alfred Hospital
UKB/DE The University Hospital Knappschaftskrankenhaus Bochum
RCH/SA Red Cross War Memorial Children’s Hospital
CCHMC/USA Cincinnati Children’s Hospital Medical Center
RHCYP/SC The Royal Hospital for Children & Young People
3.1 | Summary of the eight showcased

integrated psychological care services

Comprehensive details of each service are provided
in Tables 1-4, and the core operations of each service
introduced briefly below.

3.1.1 | Adult

Royal Hallamshire Hospital/England (RHH/EN)
The Sheffield Neurology Psychotherapy Service was
established in 2005 to serve outpatients with seizures

from the Neurology Department of the RHH. The
service provides access to comprehensive psychological
assessment and interventions.

Rhode Island Hospital/United States (RIH/USA)

In 2005, a collaboration between the RIH Divisions of
Epilepsy, Neuropsychiatry & Behavioral Neurology,
and Neuropsychology resulted in the development
of mental health care pathways for patients with
seizures. A neuropsychiatry pathway involves access to
specialized neuropsychiatric assessment and treatment.
A neuropsychology pathway integrates mental health
assessments alongside neuropsychological testing. This
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TABLE 1 Core description of seizure care setting and integrated psychological care service.

Adult

Pediatric
6

Seizure care setting

Service

RHH/EN

RIH/USA

PWH/HK

RPAH/AU

UKB/DE

RCH/SA

CCHMC/USA

RHCYP/SC

ILAE region

Europe

North America

Asia and
Oceania

Asia and
Oceania

Europe

Africa

North America

Europe

Hospital type

Tertiary neurology dept in teaching
hospital

Tertiary neurology & psychiatry dept
in teaching hospital

Acute regional (public)/university
teaching hospital

Tertiary epilepsy center in neurology
hospital affiliated with university

Tertiary epilepsy center within
university hospital neurology dept

Tertiary children's hospital

Tertiary pediatric hospital with a CEC

Tertiary pediatric hospital

Average patients served
annually

~7000 PWE and ~1000
patients with FDS

~4000 (90% epilepsy, 10%
FDS)

~600-700 active epilepsy
cases

~2200 (inpatients/
outpatients)

~1100 (inpatients/
outpatients)

~1800 (inpatients/
outpatients)

~3500 (inpatients/
outpatients)

~400

Integrated psychology care service

Patient type

Outpatients only

Inpatients &
outpatients

Inpatients &
outpatients

Inpatients &
outpatients

Inpatients only

Inpatients &
outpatients

Outpatients only

Outpatients only

Current staffing

8 part-time therapists with varied qualifications
(psychology, social work); all with trauma
training!

1 dually boarded neurologist-psychiatrist

2 neuropsychologists with training in health
psychology with additional support provided
by trainee staff (1 resident, 2 postdoctoral
fellows)

20% load of 1 clinical psychologist with training
in neuropsychology

1 part-time clinical psychologist (16 h per week)

2 part-time psychotherapists

All epilepsy clinic staff, 2.5 child neurologists,
2 pediatricians, 2 child psychiatrists, 2
psychologists, 2 neuropsychologists and
child psychiatry fellow, have dedicated
workload attributed to the integrated
psychological care service and are all MH
trained

3 full-time clinical psychologists, 3 psychology
interns, 1 postdoctoral fellow

1 part-time clinical associate psychologist (8 h
per week) assisted by a trainee psychologist
& neuropsychologist; PAVES-related time
is allocated to the workload of 3 consultant
neurologists in the epilepsy clinic

Abbreviations: CCHMC/USA, Cincinnati Children's Hospital Medical Center/USA; CEC, comprehensive epilepsy center; dept, department; FDS, functional dissociative seizures; ILAE, International League Against
Epilepsy; MH, mental health; PAVES, Psychology Adding Value Epilepsy Screening; PWE, people with epilepsy; PWH/HK, Prince of Wales Hospital/Hong Kong; RCH/SA, Red Cross War Memorial Children's
Hospital/South Africa; RHCYP/SC, Royal Hospital for Children & Young People/Scotland; RHH/EN, Royal Hallamshire Hospital/England; RIH/USA, Rhode Island Hospital/USA; RPAH/AU, Royal Prince Alfred
Hospital/Australia; UKB/DE, University Hospital Knappschaftskrankenhaus Bochum/Germany.
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TABLE 2 Identification of patients for the psychological care service.

Automatically Patients ineligible for service and/or subsequent

d3,

Service Identification type Primary referral source allocated management Wait-time from allocation
Adult m
1 RHH/EN Practitioner referral Neurologists, neuropsychologists, None « Live outside local catchment or not wanting ~2months for assessment 'U
epilepsy nurse specialists therapy ~18 months for treatment wn
« Significant addiction or suicidality refereed to I~
community support Q’@
2 RIH/USA Practitioner referral Epileptologists at RIH & around the None « Acutely suicidal patients referred to ED ~4 months for neuropsychology
country « Acutely distressed but not threshold for inpatient assessment
admission triaged to intensive outpatient care viaa ~10.5months for
direct line to a partial hospital program neuropsychiatry
« Those uninterested in MH service supported by ~Additional 2-4 weeks
onsite epilepsy foundation staff for treatment referral
appointment
3 PWH/HK Practitioner referral Epileptologists, neurologists, Presurgical « Live outside local catchment ~2months for assessment &
neurosurgeons patients « Patients with acute psychiatric disorders or suicidal treatment
risk referred to psychiatric clinic
4 RPAH/AU Practitioner referral Epileptologists, neurologists, nurse, None » Language barriers, severe cognitive impairment, ~6 weeks for assessment and
neuropsychologist alcohol/drug dependence, current external MH treatment
clinicians
« Acute psychiatric disorders, risk of harm to self or
others, referred to specialist care
« Patients with FDS referred to psychiatric support
5 UKB/DE Routine screening Elevated symptom scores following FDS patients « Language barriers & severe cognitive impairment, — Assessment management
routine depression & anxiety or impaired consciousness (e.g., delirium) are not following day after
screening screened screening
« Acute psychiatric disorders (e.g., psychosis)
referred to psychiatric clinic
Pediatric
6 RCH/SA Practitioner referral; MDT MDT members, i.e., child neurologist, None « Service only has capacity to take 5-10 patients for =~ ~4 months for assessment/
case review pediatrician, medical officers intensive support management
7 CCHMC/USA Universal & practitioner Automatic referrals or from MDT team All patients « Decline service (e.g., child is doing well or if Same day; occurs during
referral member, i.e., neurologist, nurses insurance/costs prohibit service access) routine appointment
8 RHCYP/SC Routine screening & Electronic screening of select patients None » No formal diagnosis of epilepsy &/or <5years Same day for assessment
practitioner referral or direct referral from MDT « External MH or specialist support (e.g., for ~2.5months for onsite
member learning disability) not screened to prevent support treatment options
duplication
Abbreviations: CCHMC/USA, Cincinnati Children's Hospital Medical Center/USA; ED, emergency department; FDS, functional dissociative seizures; MDT, multidisciplinary team; MH, mental health; PWH/HK, a
Prince of Wales Hospital/Hong Kong; RCH/SA, Red Cross War Memorial Children's Hospital/South Africa; RHCYP/SC, Royal Hospital for Children & Young People/Scotland; RHH/EN, Royal Hallamshire Hospital/ Dz>
England; RIH/USA, Rhode Island Hospital/USA; RPAH/AU, Royal Prince Alfred Hospital/Australia; UKB/DE, University Hospital Knappschaftskrankenhaus Bochum/Germany. E
:
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TABLE 3 Core components of integrated psychological care services. g
Z
q . g
Patients referred externally following =
Service assessment Onsite psychoeducation and psychotherapy Case review/follow-up >
&=
Adult
1 RHH/EN Only for ineligible patients (see Table 2) « Individual outpatient psychotherapy, up to a maximum « Patients readministered symptom measures
of 20 (50 min) sessions (face-to-face, video link, or posttreatment
phone) « Attend a neurology follow-up appointment at discharge
« Treatment modality depends on therapist orientation « Cases discussed at MDT meetings
such as CBT, ACT,*? integrative, & psychodynamic33
2 RIH/USA Outpatient clinical psychologist when « Offered via research programs « Patients & carers seen face-to-face to discuss
requested or MH presentation is clear « Neuropsychiatrist or psychologist provides NBT>* limited assessment results & MH resources available to them to
Telehealth programs (CDC MEW Network) to 12 sessions form treatment plan
« Neuropsychologist offers access to face-to-face « Reports sent to referrers
psychoeducation & 4-8 weeks of self-management « Complex cases discussed in MDT CEP team
interventions via digital research programs aimed at conferences
promoting psychological functioning & reducing stigma/
improving QOL***
3 PWH/HK Patients whose needs (e.g., occupational « Written psychoeducational materials provided « All clinical information typed up in clinical
training) are outside service scope referred to ¢ 3-6 (50 min) individual face-to-face sessions with clinical management system accessible by the referrer
community care psychologist offered « Routine case review only for surgical candidates
« Primary treatment includes psychoeducation,
mindfulness, relaxation training, & CBT
4 RPAH/AU Complex presentations referred to specialized « Patients offered short (1-3) to medium (3-20) term 50- « Letter to referrer with treatment plan, progress, &
psychology/psychiatry (e.g., FDS, trauma) min individual sessions (telehealth or face-to-face) with outcomes
clinical psychologist « Patient discussed via MDT meetings
« Primary treatment includes stress management,
psychoeducation, CBT, emotion regulation
5 UKB/DE Provided information about how to access « For FDS patients, a personalized model of FDS & « MDT case review
external MH services (e.g., websites, service resulting treatment strategies is discussed in 1 session « Consent to contact patients through email &/or phone
phone numbers) with psychotherapist 1, 3, 6, 12month(s) after discharge to inquire about
Free FDS psychoeducational brochures « Motivational interviewing used to increase treatment symptoms & adherence to treatment plan
provided motivation on discharge
Those interested in comprehensive self-help « Up to 2 sessions of resource-oriented counseling to
provided link to purchase privately®’ manage mental health/adjustment issues in epilepsy
Pediatric l"]']
6 RCH/SA Patients requiring ongoing care referred to « For patients most in need (e.g., severe depression) child « Weekly in-house meetings to discuss progress of all i s
P

RCH CAMHS
Families referred to dept of education, social
welfare, & Epilepsy South Africa for support

psychologists provide individualized CBT & family
therapy (~6 sessions over year); with consent, all staff
engaged with care

CWE as well as those comanaged with child psychiatry
service

(Continues)
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TABLE 3 Continued

7

8

Service

CCHMC/USA

RHCYP/SC

Patients referred externally following
assessment

High-risk patients too complex for
management in clinic visits referred to
outpatient therapy or community agencies
close to the patient's residence

Those with significant learning/academic
issues referred for further evaluation

Neurologist signposts families to community
resources using a directory based on needs,
with high-risk families directly referred, such
as parenting interventions, self-management,
youth groups, and anxiety management
Freely available, age-appropriate problem-
specific self-help material (e.g., dealing with
behavioral/cognitive difficulties) sent to
families

Following tirage with psychologist, referrals
to CAMHS for neurodevelopmental issues or
at-risk patients

Onsite psychoeducation and psychotherapy

« Low-risk patients (i.e., mild or no MH) seen 6 months

during epilepsy clinic visits & provided psychoeducation
& basic skills for managing adjustment, ASM adherence,
& other issues (e.g., sleep, stress)*® for prevention
Subclinical/mild patients (i.e., subclinical, or mild
internalizing or externalizing symptoms or learning
difficulties) seen every 3 months, receive strategies to
address symptoms, &/or aid schooling

High-need patients aged between 12 and 18 years
offered a psychosocial group support program of 6
weekly 2-h sessions covering psychoeducation, CBT, &
mindfulness®

Moderate-high-need families can be offered a 2-session
parenting workshops (2 x 2-h group workshops) to
increase understanding of the impact of epilepsy,
increasing support and well-being; separate primary and
secondary school age workshops

Case review/follow-up

« Patients readministered measures to monitor progress

« Follow-up assessments every 3—6 months based on
patient need

« Psychosocial progress notes entered in electronic
medical record & discussed at MDT clinic

« MDT debriefs about patients following routine visits

« Letter sent to family with treatment plan

« Schools can also be sent information & tips for
managing issues

Abbreviations: ACT, acceptance and commitment therapy; ASM, antiseizure medication; CAMHS, Child and Adolescent Mental Health Service; CBT, cognitive behavior therapy; CCHMC/USA, Cincinnati Children's
Hospital Medical Center/USA; CDC, Centers for Disease Control and Prevention; CEP, comprehensive epilepsy program; CWE, children with epilepsy; dept, department; FDS, functional dissociative seizures; MDT,
multidisciplinary team; MEW, Managing Epilepsy Well; MH, mental health; NBT, neurobehavioral therapy; PWH/HK, Prince of Wales Hospital/Hong Kong; QOL, quality of life; RCH/SA, Red Cross War Memorial
Children's Hospital/South Africa; RHCYP/SC, Royal Hospital for Children & Young People/Scotland; RHH/EN, Royal Hallamshire Hospital/England; RIH/USA, Rhode Island Hospital/USA; RPAH/AU, Royal Prince
Alfred Hospital/Australia; UKB/DE, University Hospital Knappschaftskrankenhaus Bochum/Germany.
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Implementation considerations of the integrated psychological care service.

Formal service evaluation

TABLE 4
Funding models
Uptake
Service peryear®  Costs to patient
Adult
1 RHH/EN n=300(90% None;covered via
FDS) NHS
2 RIH/USA =*25% Via state or
commercial
insurance
3 PWH/HK n=30 Fees subsidized by
public health;
waived for
disadvantage
4 RPAH/ n~80-100  None
AU
5 UKB/DE  68%" None
Pediatric
6 RCH/SA =%5% Children <6years
old free; older
children means
tested
7 CCHMC/ >75% Pay via billing
USA insurance;
both public &
private

Staff funding
covered

Via billing for
service via
NHS

Via dept of
psychiatry
top up
funding &
via grant
support

Via public sector

Via local health
district
budget

Via dept of
neurology;
~50% of staff
funded by
research
grant

Via public sector

Patient billing
covers staff
salary

Clinical efficacy

Published

eVidenC632,40.41,42

Ongoing collection

None

Ongoing collection

Treatment plan
adherence
(>95%)*

None

Published

evidence12,46,47

Cost-effective

Published
evidence*

None

None

Ongoing
collection

Ongoing
collection

None

Published
evidence*®

Top 2 barriers to
establishment

1.

Absence of integration
guiding models

. Securing funding

. Variable funding for MH

epilepsy research

. Reduced MH insurance

reimbursements

. No routine MH

screening

. MH in PWE not

recognized &/or
stigmatized

1. Limited funding

. Limited staff

(psychologist) capacity

. MH staff not included in

neurology staff plan

. Billing for MH care

restricted; limits funding

. No routine screening
. Limited capacity restricts

access to small numbers

. Medical team

reluctance; lack of
psychiatric knowledge

. Mismatched psychiatric &

medical productivity goals

Top 2 facilitators of
establishment

1.

1.

1.

2.

1.

2.

1.

28

Local champions
overcame funding
challenges

. Advocated for growth

to meet demand

Unique cross-
funding, between
neuropsychiatry &
psychology

. Integration of MH

with neuropsychology

. Awareness of

importance of
managing MH in PWE

. Budget for

psychological services
for PWE

Service research
highlighted need***
Epilepsy team value
clinical psychology

Local champions assist
funding, staffing, &
implementation

Free screening

& standardized
interviews

Limited alternative
MH services in SA
University training
internships assist
staffing

. Local champions
. Hospital values MDT

care

Top 2 barriers to
maintenance

. Long waitlists may

increase MH & FDS
complexity

. Significant trauma

of patients requires
specialist care

. Limited MH staff trained

in epilepsy/ FDS

. Patients need to

proactively follow

MH treatment plan &
uncertainty whether they
do

. Orientating health

providers to integrated
care model

. Depends on referrers’

ability to detect MH
difficulties

. Risks clinician burnout

due to high demand

. MH complexity can

extend beyond scope of
service

. Lack resources to meet

MH needs of people
with cognitive/language
barriers

. FDS patients often

ambivalent about
psychological care

. High rates of MH

problems in caregivers,
especially low SES

. COVID-19 stress

. Orienting new epilepsy

providers & families to
integrated care takes time

. Navigating billing

changes

Top 2 facilitators of
maintenance

. High demand

recognized by referrers
& funders

. Gaps in psychotherapy

provision for seizure
patients elsewhere

. Strong need for service

by referrers & patients

. Remote interventions;

CDC MEW Network

. Dedicated staff
. Integration of MH with

neuropsychology

. High demand
. Support from MDT

. Scientific output

facilitates research
grants

. Master level

psychology students
assist staff

. MDT approach
. Partnership with

neuropsychology

. Cost-effective®®
. Service valued by

families, patients, &
providers*®
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GANDY ET AL.

Psychology Adding Value Epilepsy Screening (PAVES).
Patients are screened for mental health and behavioral
difficulties and referred to appropriate external support
services and resources. High-risk patients also have the
option of accessing an on-site adolescent psychosocial
support group and parenting workshops.

3.2 | Procedures for identifying and
allocating patients for the psychological
care service

The methods utilized to identify patients for the service,
including ineligibility criteria, are outlined in Table 2 and
Table S1.

3.2.1 | Adult

All adult services were reserved for select patients only. Only
one service, the UKB/DE, utilized routine standardized
screening to identify patients. In this service, all seizure
inpatients are given measures for depression and anxiety
(Table S1). Those scoring above clinical cutoffs, and all FDS
patients regardless of scores, are allocated to members of the
psychotherapy team to arrange further assessment.*’

All other adult services were allocated patients directly
from concerned practitioners' referrals, usually in relation to
concerns about depression, anxiety, posttraumatic distress,
and poor adjustment to seizures/epilepsy. The RHH/EN
service and the neuropsychiatry pathway at the RIH/USA
primarily serve FDS or mixed epilepsy/FDS patient presen-
tations. The remaining adult services primarily serve PWE.

3.2.2 | Pediatric

The CCHMC/USA is the only universal service whereby
all patients are automatically allocated to psychological
screening/care.”®® All new pediatric patients and their
families are seen by a licensed psychologist or trainee
specializing in pediatric epilepsy 1month following
diagnosis, and for ongoing assessment and care at least
twice annually, with additional visits as clinically needed
during quarterly epilepsy follow-up visits. In contrast,
the RHCYP/SC and the RCH/SA are reserved for “most
in need” patients. For the RHCYP/SC, this was broadly
defined to include all children (5-17years old) who
are in mainstream education, and not already seen by a
psychologist externally. These children are screened using
an electronic web-based questionnaire (approximately 400
per year). In contrast, the RCH/SA only has capacity to
service between five and 10 high-need patients each year.

Epilepsia*

These patients are identified by epilepsy practitioners and
members of the multidisciplinary care team.

All three pediatric services had procedures for con-
cerned practitioners to allocate patients, usually following
multidisciplinary case reviews. Common referral reasons
included anxiety, mood concerns, low confidence, and be-
havioral issues.

3.3 | Procedures for psychological
assessment within the
psychological service

Table S1 outlines detailed procedures used for assessment.

3.3.1 | Adult

The RHH/EN was the only service to utilize an intake
screening procedure following practitioner referral and
prior to official allocation into the psychological care
service. Intake required people to return standardized
symptom measures (Table S1) and undertake a 50-min
screening assessment to assess suitability for outpatient
psychotherapy.

Once allocated, all five adult services arranged patients
to undergo a formal mental health assessment performed
by a specialist staff member, with all services having ac-
cess to a psychologist or psychotherapist. The RIH/USA
and PWH/HK integrated mental health assessment with
neuropsychological testing of cognitive functioning. The
RIH/USA also had unique access to a dually boarded
neurologist/psychiatrist who performed comprehensive
neuropsychiatric evaluation, with a psychological focus.
Among the sites, the median wait time for assessment was
2months (range =0days-10.5 months).

Across all adult services, mental health assessments
were designed to gather information about the patients’
presenting problem(s), determine presence of mental
health diagnoses, establish a case formulation, and de-
velop a treatment plan. All services used standardized
symptom measures, with two services (UKB/DE, RIH/
USA) also utilizing a semistructured psychiatric diagnos-
tic interview to aid this process.

3.3.2 | Pediatric

In two of the services, specialist mental health staff perform
comprehensive mental health/behavioral assessments. At
CCHMC/USA, a psychologist administers standardized
measures, including the Behavioral Assessment Schedule
for Children-3" to establish a patient's level of risk and
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triage to appropriate care (Table S1), as well as specific
measures of anxiety, depression, and behavior, as needed.
Similarly, at the RCH/SA, a structured assessment is
performed by either a psychologist or a psychiatrist.

In contrast, the RHCYP/SC uses a more neurology-
led approach. In this service, patients attending routine
epilepsy clinic appointments are directed to complete
the PAVES web-based questionnaire, which includes the
Strengths and Difficulties Questionnaire (SDQ), before
their appointments. The SDQ scores are then calculated
automatically via the PAVES website. This produces a re-
port indicating a level of need using a traffic light met-
aphor, namely, red, amber, and green suggesting high,
moderate, and low risk of mental health needs, based on
standardized cutoff ranges.*’ The outcomes of the screen-
ing reports are emailed to a shared inbox of the epilepsy
clinic neurologists and psychology team. Neurologists then
use these reports to raise topics around mental health/be-
havioral difficulties, within routine clinical visits.*’

3.4 | Procedures for referrals to
external services

Table 3 outlines procedures for referring patient to
external services following assessment.

341 | Adult
The primary purpose of RIH/USA and UKB/DE services is to
facilitate referrals to appropriate external supports. The RTH/
USA has a direct referral pathway to a specialized outpatient
clinical psychologist and facilitates referrals to telehealth self-
management programs available from the CDC Managing
Epilepsy Well Network, which provide access to evidence-
based programs to improve everyday functioning and QOL
in PWE.***? Similarly, the UKB/DE provides inpatients with
information for accessing external mental health services
once they are discharged. This is facilitated by providing links
to websites with lists of regional psychotherapists and service
phone numbers. Those who are interested in more in-depth
self-help materials are also provided website links for how to
purchase these materials privately.*”>*

The remaining three adult services only refer patients
to external services when they are ineligible for on-site
psychotherapy (Table 2).

3.4.2 | Pediatric

The RHCYP/SC signposts most patients to high-quality
voluntary services in the community by providing families

a custom community resource directory, while also
providing self-help materials for managing symptoms.*
Similarly, the RCH/SA refers patients to external supports
like Epilepsy South Africa. In contrast, the CCHMC/USA
only refers patients outside of their immediate service area
for outpatient therapy services, so services can be provided
closer to where families live. They also facilitate support via
the local epilepsy foundation, Epilepsy Alliance of Ohio.

3.5 | Keycomponents of
psychological interventions offered by
psychological services

Table 3 describes the core components of psychological
interventions offered by each service.

3.51 | Adult

Four of the adult services offer on-site or outpatient
integrated psychological intervention via individual in-
clinic and/or telehealth sessions with a mental health
specialist. However, the intensity of treatment, targets,
and modalities offered varies. For instance, the UKB/
DE only offers inpatients low-intensity psychoeducation
sessions provided by a psychotherapist (1-2 sessions),
primarily around understanding FDS, and resource-
oriented counseling to manage mental health/adjustment
issues in epilepsy.””>> Similarly, the PWH/HK primarily
provides psychoeducation sessions and materials with
access to three to six sessions of psychotherapy by a clinical
psychologist. More intensive psychotherapy (average
of 15 sessions) is offered at the RPAH/AU, focused on
mental health management and adjustment offered via
a clinical psychologist. The RHH/EN offers the most
intensive outpatient psychotherapy of up to 20 sessions
with one of eight dedicated psychotherapists with varying
qualifications (e.g., social work, clinical psychology).

In contrast, the RIH/USA neuropsychiatry service only
offers psychotherapy to select patients via research pro-
grams, and via clinical psychologist in an outpatient pro-
gram using neurobehavioral therapy (NBT). This treatment
commonly addresses depression, anxiety, and related psy-
chosocial issues detracting from QOL.>**>* In contrast, the
RIH/USA neuropsychology pathway offers access to online
psychoeducational and CBT-informed self-management.*

3.5.2 | Pediatric

All three pediatric services base treatment decisions on
the level of patient needs. The CCHMC/USA utilizes
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a risk-based approach to triage patients into three
different pathways of psychological care based on their
assessments.*® Low-risk patients are seen every 6 months
and subclinical/mild patients every 3months, during
their routine epilepsy clinical visits, by a member of
the psychology team. Sessions last about 30-45min,
and patients are provided with psychoeducation and
basic skills for managing adjustment to epilepsy and
subclinical mental health symptoms. High-risk patients
are seen more frequently in clinic and/or referred for
outpatient therapy with one of three epilepsy psychology
providers. In contrast, the other two services only offer
on-site interventions to high-risk patients. The RHCYP/
SC offers high-need patients, aged between 12 and
18years, and their caregivers the option of a psychosocial
group program focused on psychoeducation and coping
skills.*** In addition, caregivers of moderate/high-need
youth have the option of parenting workshops.*’ The
RCH/SA offers only a small number of carefully selected
at-risk children (e.g., severe depression) appointments
with a child psychologist or psychiatrist who provides up
to six individualized CBT and/or family therapy sessions.

3.6 | Service implementation factors

Table 4 outlines the top two facilitators and barriers to
service establishment and maintenance and the funding
models used by each service. Adult and pediatric services
have been described together, given the overlap in findings.

3.6.1 | Key facilitators of service
establishment

Three of the eight services reported that a top facilitator
in the establishment of integrated psychological services
was having a local champion on the epilepsy team who
strongly advocated for integrated mental health care
and took responsibility for setting up the program. In
addition, two services reported it was important that the
overall seizure care setting valued psychology and/or
multidisciplinary care. Other top facilitators endorsed by
three services were utilizing training or internship models
for staffing and securing initial funding supplemented by
charity, research, or community funding.

3.6.2 | Key barriers to service establishment

Four services reported that challenges in securing funding
and limited funding availability were key barriers to
establishing the service. There were several different

Epilepsia=

models of funding utilized, consistent with the varying
complexities of country-specific health systems. Similarly,
four services noted staffing and/or resourcing barriers,
which restricted the scope of services and capped patient
numbers that could utilize the service. Two services
also reported attitudinal barriers related to medical staff
and patients initially not seeing the value or priority of
integrated mental health care, noting the need to provide
ongoing education in this area.

3.6.3 | Key facilitators of service
maintenance

Four services noted that demand for the integrated
psychological care service was a key driver of maintenance
and growth. For instance, the RHH/EN and CCHMC/
USA services originally started with the employment of
one or two therapists and now each employ eight part-
time therapists. The high demand for the service was often
related to limited and/or costly alternative options for
psychological care within the community and the strong
value that patients and referrers find in the service. For the
RCH/SA and RPAH/AU thiswasassisted by strong ongoing
partnerships across the multidisciplinary team, and for
the CCHMC/USA it was assisted by service evaluations
that revealed the acceptability, clinical efficacy, and cost-
effectiveness of the integrated service. Four services also
noted staffing-related facilitators, including the benefits of
expanding existing neuropsychological services to include
mental health management and assistance from trainee
staff members.

3.6.4 | Key barriers to service maintenance

Four services reported barriers related to meeting the high
demand for the service and/or serving complex patient
presentations. This resulted in lengthy waitlists in the
RHH/EN and RIH/USA and risk of psychologist burnout
in the RPAH/AU. Two services reported barriers related
to the process of epilepsy health practitioners allocating
patients into the service. The PWH/HK noted it relies
heavily on referees having the ability to detect mental
health difficulties themselves, with both PWH/HK and
CCHMC/USA noting the process of orienting new health
professionals to integrated care takes time and energy.

3.7 | Service acceptability/
clinical efficacy

Table 4 also outlines service evaluation models.
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3.7.1 | Adult

Two of the five adult services routinely assessed and
have published data on the acceptability/efficacy of
the services. Across several publications, the RHH/
EN has demonstrated that patients attending the
service experience significant improvements in their
mental health symptoms (e.g., trauma, depression)
that remain at follow-up.*****' The UKB/DE recently
published data demonstrating that >95% of consenting
participants adhered to mental health treatment plan
recommendations 1month after discharge.* The UKB/
DE is actively collecting follow-up data on depressive and
anxiety symptoms, as well as QOL, which is currently
unpublished. One service, the RIH/USA neuropsychiatry
division, is in the process (under review) of publishing
data on PWE using NBT, which demonstrates reduction in
epileptic seizures and improvements in neuropsychiatric
aspects of epilepsy. The remaining two services reported
anecdotally that their psychological pathways led to
improvements, but this remains unpublished.

3.7.2 | Pediatric

Two of the three pediatric services routinely collect data
to evaluate the service. Across several publications, the
CCHMC/USA has demonstrated that the service is highly
valued by families and results in improved depression
and QOL outcomes in patients.'>***’*8 The RHCYP/
SC has recently published data on a small pilot sample
of children and young PWE passing through the PAVES
screening and intervention pathway.* This report found
high rates of acceptability and improvements in measures
of self-esteem and peer acceptance. The RCH/SA reported
anecdotally that families and youth value the service, but
specific supportive data are not available.

3.8 | Service cost-effectiveness

Only one adult and two pediatric service have published
data on the cost-effectiveness of their integrated service.
The RHH/EN has reported evidence the service is cost-
effective and can result in decreased health care utilization
costs.*” The CCHMC/USA service has been found to add
negligible health care costs to patients and the overall
health care system and thus is considered cost-effective.*®
Health Improvement Scotland hasindependently analyzed
data collected by PAVES. This analysis demonstrated an
overall cost savings due to decreased referrals of PWE
to Child and Adolescent Mental Health Service.” The

remaining five services were not actively collecting cost-
effectiveness data.

4 | DISCUSSION

This report describes eight established approaches to
integrated psychological care models for PWE and
common mental health comorbidities. All increase access
to psychological care, which is often considered first-line
treatment for depression and anxiety in PWE and FDS.
There is now a growing literature on the evolving mod-
els that can be utilized to facilitate the integration of men-
tal/behavioral health care within primary care and other
specialized care settings for people with chronic health
conditions.”"** Within epilepsy care, the spectrum of in-
tegrated mental health care may include, at the lower end,
recognition of mental health comorbidities via screening,
provision of self-help materials, and/or referrals to exter-
nal services. On the higher end, it may involve embedded
and/or highly accessible psychologist- or mental health
specialist-delivered care for appropriate patients. The suc-
cessful implementation of these types of services is com-
plex, and the level of integration will differ depending upon
local resources available in each country. The breadth of the
integrated psychosocial care service examples described
demonstrates the potential to develop models tailored to
the local environment and resources, and this report is in-
tended to serve as an initial practical source of information
for seizure care settings seeking to implement integrated
psychological care. To assist this, below is a summary of
key learning from the showcased services and practical tips
toward building successful integrated mental health (psy-
chological) care services. These have been split into (1) key
tips we recommend all services aim to adopt; and (2) addi-
tional tips, which are ideal to adopt where plausible.

4.1 | Key practical tips for integrating
psychological care services

o Identify local champion(s) with enthusiasm for inte-
grated psychological care and the ability to formulate
a strong rationale for the service and facilitate its estab-
lishment and ongoing maintenance.

« Identify and describe the gaps in mental health provi-
sions for people with seizure disorders in the local area.

« Identify external services with relevant and poten-
tially overlapping skill sets for signposting or collabo-
ration (e.g., psychology, psychiatry, social work). This
may involve having a directory of local mental health
specialists.
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« Consider integration with existing external services or
creating new services with appropriate level and extent
of integration based on the local setting's resources. For
instance, screening and referral to external services may
be more feasible than adopting new pathways to on-site
psychological interventions.

« Identify sustainable funding sources to assist with ser-
vice establishment/maintenance. This may include tra-
ditional hospital-based funding, as well as sources of
community, charity, and research funding. It may also
include methods of patient billing.

 Clearly define the scope of the service and provide on-
going education to practitioners allocating patients to
the service, as well as patients and families, to facilitate
appropriate referrals.

« Establish clear procedures for identifying and manag-
ing those who are ineligible for the service, such as rela-
tionships with mental health crisis teams.

« Identify service exit points (e.g., number of maximum
sessions). Seek collaboration with longer term mental
health and community service providers for those re-
quiring additional care.

4.2 | Additional practical tips for
integrating psychological care services

« Adapt existing models of integrated mental health care
within other health care settings,*"** including seeking
guidance from integrated psychological care models in
local hospital settings for patients with other chronic
health conditions (e.g., oncology and diabetes) that may
already be established.

« Consider sustainable and scalable staffing models
that assign mental health workload for established
neuropsychology staff, employ dedicated mental
health staff, and/or utilize internship, residency, or
fellowship programs for trainee psychologists and/or
psychiatrists.

« Identify high-quality available local psychoeducational

materials about mental health, such as that published

by local epilepsy foundations.

Identify and/or establish educational materials to in-

crease mental health providers' knowledge of epilepsy

and its comorbidities. This may be facilitated via part-
nerships between local epilepsy and mental health
organizations.

Identify and/or establish training models for mental

health therapists to effectively work with PWE and/or

FDS (e.g., Gandy,”” Myers et al.*®).

Evaluate and address potential patient-related attitudi-

nal (e.g., stigma) and practical (e.g., costs, transporta-

tion) barriers to mental health care engagement.

Epilepsia-*

« Establish ways to incorporate mental health feedback
into patient case notes and feedback reports to the epi-
lepsy team and/or referring practitioner.

« Build in ongoing service evaluation for the clinical and
cost-effectiveness of the service, which may be assisted
by incorporating implementation science models.***

4.3 | Limitations and future directions
Despite contacting authors of psychological trials, and
our open call in the ILAE newsletter, we were only
able to identify a small number (n=8) of representative
established programs. We were unable to showcase
examples from ILAE regions in Latin America or the
Eastern Mediterranean area, and the integrated care
programs included in this report are by no means all the
current existing programs. Hence, the findings might
not be representative of the experiences of other seizure
care settings. Moreover, five have published evidence
for clinical efficacy, with only three reporting on cost-
effectiveness. Future work in this area is critical to
quantify the potential impact of integrated care, including
measures of clinically meaningful symptom change.

5 | CONCLUSIONS

Mental health comorbidities are highly prevalent and
problematic in PWE but often go suboptimally managed
within seizure care settings.”* To address common gaps
in care, the Integrated Mental Health Care Pathways
Task Force of the ILAE Psychiatry Commission
developed this report to provide education and guidance
on the integration of mental health management into
routine seizure care, which may inform development
of psychological care clinics internationally. This work
supports the World Health Organization recommendation
for more integration of mental health care within health
settings and targets of IGAP for greater psychosocial and
patient-centered care initiatives.**®" Finally, the report
may also assist with competencies for epileptologists,
outlined in the ILAE educational roadmap for screening
and referral of patients with depression and anxiety.**
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