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ABSTRACT

Background: Parents of children with intellectual and neurodevelopmental disorders (IDD) often
experience traumatic events in the care of their children. This leads to comparatively high numbers
of mental health problems such as posttraumatic stress disorder (PTSD) in those parents.
Intervention approaches for parents of children with IDD are scarce and many parents remain
without support.

Objective: This study aims to test the feasibility and efficacy of online Narrative Exposure
Therapy (eNET) with parents of children with IDD.

Methods: The study follows a randomized waitlist-control design. eNET is an exposure-based
PTSD intervention and includes 8-12 90-minute sessions. All sessions will be conducted via
video calls with trained paraprofessionals. We aim to include 50 parents, approximately 25 in
the immediate intervention group and 25 in the waitlist group. Waitlist participants will receive
the same intervention after a three-month wait period. All participants need to either fulfill full
or subclinical PTSD symptoms according to DSM-5. Feasibility and efficacy of the intervention
will be measured with pre, post, and 2 and 6 months follow-up surveys focusing on PTSD
symptoms. Secondary outcomes include other health-related outcomes such as physical
symptoms, depression symptoms, anxiety symptoms and functionality.

Conclusions: The proposed study allows us to test the feasibility and efficacy of eNET in
a sample of parents of children with IDD. There are so far no published studies on the evidence
of eNET; this study is one of the first randomized controlled trials investigating the feasibility
and efficacy of eNET and therefore will have implications on further research and practice.

Clinical trial registration: NCT04385927
Date and version identifier: 22 July 2021

Terapia de exposicion narrativa en linea para padres de nifios con
discapacidades del neurodesarrollo que padecen de sintomas de estrés
postraumatico - Protocolo de estudio de un ensayo clinico aleatorizado

Antecedentes: Los padres de niflos con trastornos intelectuales y del neurodesarrollo (TIND)
experimentan con frecuencia eventos traumaticos durante el cuidado de sus hijos. Esto lleva
a cifras relativamente altas de problemas de salud mental, tales como el trastorno de estrés
postraumatico (TEPT), en estos padres. Los abordajes para intervenir a los padres de nifios con
TIND son escasos y muchos padres contindan sin recibir soporte.

Objetivo: El objetivo de este estudio es evaluar la viabilidad y la eficacia de la terapia de
exposicion narrativa en linea (eNET, por sus siglas en inglés) en padres de nifios con TIND.
Métodos: El estudio sigue un disefo aleatorizado con el grupo de control asignado a una lista de
espera. La eNET es una intervencion para el TEPT basada en exposicion que incluye 8 a 12 sesiones
de 90 minutos cada una. Todas las sesiones se realizaran mediante videollamadas con paraprofe-
sionales entrenados. El objetivo es incluir a 50 padres, aproximadamente 25 en el grupo de
intervencion inmediata y 25 en el grupo de lista de espera. Los participantes en la lista de espera
recibiran la misma intervencion luego de un periodo de tres meses de espera. Todos los partici-
pantes deben cumplir los criterios para el TEPT segin el DSM-5, ya sea de manera completa
o subclinica. La viabilidad y la eficacia de la intervencion se mediran con encuestas enfocadas en
los sintomas del TEPT tomadas antes de la intencién, inmediatamente luego de concluirla y a los 2
y a los 6 meses de seguimiento. Los resultados secundarios incluyen a aquellos relacionados con
otros factores de la salud tales como sintomas fisicos, sintomas de depresion, sintomas de ansiedad
y funcionalidad.
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HIGHLIGHTS

« Online Narrative Exposure
Therapy (eNET) is a new
approach to reduce PTSD
symptoms in one-on-one
video sessions.

« This study examines the
feasibility and efficacy of
conducting eNET with par-
ents of children with neu-
rodevelopmental disorders
in a randomized controlled
trial.
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Conclusiones: El estudio propuesto nos permite evaluar la viabilidad y la eficacia del eNET en una
muestra de padres de nifios con TIND. Al momento, no existen estudios publicados sobre la
evidencia de la eNET; este estudio es uno de los primeros ensayos aleatorizados que investigaran
la viabilidad y la eficacia del eNET y, por tanto, tendrd implicancias para ulteriores investigaciones
y para la practica.

Registro de ensayo clinico: NCT04385927

Fecha e identificador de la version: Julio 22 del 2021
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1. Introduction

Parents of children with intellectual and neurodevelop-
mental disorders (IDD) face considerable challenges in
caring for their children. Their children’s health condi-
tions can lead to life-threatening situations, causing
harm to both the children and parents (Miodrag &
Hodapp, 2010). Being repeatedly exposed to traumatic
events in the care for their children can lead to
higher rates of posttraumatic stress disorder (PTSD).
Previous studies indicate high rates of PTSD of around
20-30% in these groups (Cabizuca, Marques-Portella,
Mendlowicz, Coutinho, & Figueira, 2009; Craig et al.,
2016; Goldberg, Morris, Simmons, Fowler, & Levison,
1990). Chronic courses of PTSD are common; up to
40% report symptoms 10 years after onset (Kessler,
Sonnega, Bromet, Hughes, & Nelson, 1995). In the
long-term, PTSD can diminish physical health, impair
functioning, and decrease quality of life (Erbes, Meis,
Polusny, & Compton, 2011; Magruder et al., 2004; Shea,
Vujanovic, Mansfield, Sevin, & Liu, 2010). A large num-
ber of parents with PTSD also experience comorbid
disorders such as depression, anxiety, and substance
abuse (Keane, Brief, Pratt, & Miller, 2007; Perkonigg,
Kessler, Storz, & Wittchen, 2000).

Evidence-based interventions, such as exposure-based
approaches, play a vital role in the remission of PTSD
symptoms (Katzman et al, 2014). However, there are
several barriers to access treatment within existing health-
care systems and interventions; for example, difficulties
to afford services, limited access to care, shortage of
services and health professionals, long wait lists, logistical

challenges (e.g. travel, time oft work), and stigmatization
(Collins, Westra, Dozois, & Burns, 2004).

A trauma-focused intervention approach addressing
repeated and continuous trauma exposure has been
developed by Schauer et al. (2011): the Narrative
Exposure Therapy (NET) aims to process multiple trau-
matic events chronologically throughout the client’s
lifetime. NET has proven effective in a great variety of
cultures (Lely et al., 2019; Siehl, Robjant, & Crombach,
2020). A reduction of PTSD symptoms as well as
comorbid symptoms such as depression and physical
symptoms were found in previous studies (Robjant &
Fazel, 2010; Siehl et al., 2020). Furthermore, NET was
developed to be pragmatic and easily learned by para-
professionals. Several studies have shown that parapro-
fessionals can be effectively trained to administer NET
(Jacob, Neuner, Maedl, Schaal, & Elbert, 2014; Kobach,
Schaal, Hecker, & Elbert, 2017; Neuner et al., 2008).
Most recently, recommendations have been published
how to use NET via video calls (eNET; Kaltenbach et al.,
2021). However, studies showing the efficacy of eNET
still need to be conducted.

1.1. Objectives

To our knowledge there are so far no interventions focus-
ing on addressing PTSD in parents of children with IDD.
Studies examining the feasibility and efficacy of eNET are
also still outstanding. The present study aims to test the
feasibility and efficacy of eNET, an innovative distance-
delivered, exposure-based intervention for PTSD that



addresses the above-mentioned limitations. First, by
offering the intervention online, it increases accessibility
for those who live in remote regions or lack access to
transportation and it reduces participants’ fear of stigma
(Lingley-Pottie, McGrath, & Andreou, 2013). Meta-ana-
lyses show that distance-delivered interventions can
reduce PTSD symptoms (Olthuis et al., 2016; Wozney
et al., 2017). Second, the intervention has been especially
adapted for parents of children with IDD. NET is an
intervention that has been developed with the intention
to be used and adapted to different populations. Finally,
the intervention will be conducted by paraprofessionals
under close supervision of a psychologist to address the
extreme shortage of health professionals.

To achieve these objectives we intend to examine
the following research questions:

Primary research question 1: Is eNET efficacious in
reducing PTSD symptoms? The efficacy of eNET is mea-
sured through self-ratings of PTSD symptoms before,
after, and 2 and 6 months after the intervention.
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Immediate and waitlist group are compared to investigate
the efficacy of eNET.

Primary research question 2: Is eNET feasible in
general as well as for parents of neurodiverse children
experiencing PTSD symptoms? Feasibility is measured
through dropout rate and reasons, symptom dete-
riorations, and adverse events.

Secondary research question: Does eNET reduce phy-
sical symptoms, depression symptoms, anxiety symp-
toms, and increase functionality in the participants?
These secondary outcomes are measured through ques-
tionnaires before, after, and 2 and 6 months after the
intervention.

2. Methods
2.1. Study design

Figure 1 illustrates the flow of participants through the
study. At the beginning of the study, all participants

Figure 1.
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take part in the initial survey ‘Survive and Thrive’. This
survey was specifically designed for parents of children
with IDD; parents with and without traumatic experi-
ences and PTSD symptoms are asked to fill out this
survey. It is a Canada wide cross-sectional survey that
was developed by the researchers to get a better under-
standing about the traumatic experiences and mental
health challenges parents of children with IDD face. It
aims to have an approximately sample size of around
500-800 participants. It also functions as a screening
survey for the eNET study. Researchers and parent part-
ners advertise for this survey via social media channels,
email lists, websites, support groups, or other venues
where parents of children with IDD have a presence.
Our parent partners are people with lived experience as
caregivers for children with IDD. They provide valuable
input at all stages of the project and help to ensure
research is done in a manner that values and is of use
for the unique experiences of this population.
Participants who completed the initial survey
‘Survive and Thrive’ and who agreed to be contacted
for future studies are invited to get more information
and check their eligibility for the eNET study.
Interested parents are then invited to take part in
a consent call where additional eligibility questions
are asked. Trained paraprofessionals, explain in detail
the purpose of this study, the risks and benefits, what
their participation involves and their rights as
a research participant. Participants give their approval
for participation via recorded verbal consent. Parents
of the same child are allowed in the study; in such
a case those parents would be with different parapro-
fessionals. No exception would be made for the ran-
dom allocation; both parents would be randomized as
per protocol. Following consent, parents are asked to
fill out another short baseline survey that finalizes
their eligibility. After this, they are randomized into
one of two groups following a waitlist control design.
One group receives the intervention immediately after
randomization, while the other group waits approxi-
mately three months before beginning the interven-
tion. Block randomization with randomly varied
blocks is used to ensure equal size of each group.
Intervention allocation is 1:1, there is no stratification,
and randomly varied blocks of 2 and 4 are used. The
randomization process is conducted by an indepen-
dent statistician through REDCap. Both groups com-
plete assessments directly following the end of the
intervention as well as two and six months after the
end of the intervention. Additionally, waitlist partici-
pants are asked to fill out the initial questionnaire
again after their 3-month wait period and before start-
ing the intervention. Their eligibility is assessed again
to ensure the intervention is still appropriate. For
comparison, dropout participants are asked to fill out
the follow-up surveys as well. In an effort to reduce
dropout rates and accommodate the time restrictions

parents face, we enable parents to stop during the
survey and return at a later time (via email link).
Furthermore, each question entails an answer category
‘prefer not to answer’. For their time commitment
participants receive a $25 gift card for completing
the surveys 2nd T1C, T3, T4, and T5.

2.2, Study setting

The research study is being conducted at the Centre
for Research in Family Health at IWK Health in
Halifax, Nova Scotia, Canada. The paraprofessionals
conducting the intervention sessions do so offsite at
their homes due to COVID-19. Paraprofessionals are
defined as university graduates (in a relevant field such
as psychology or social work) who have undergone
extensive training in eNET and an understanding of
the unique experiences and traumas that parents/care-
givers of neurodiverse children may face. They are
closely supervised by a psychologist throughout the
intervention (regular group and individual supervi-
sion). In addition, randomly selected video recordings
of the sessions are checked and rated for quality assur-
ance throughout the study. All contact with study
participants takes place virtually. The sessions are
delivered via secure videoconferencing on Cisco
Webex which is approved for the use in healthcare
settings. All surveys as well as the randomization is
done with REDCap. The study was approved by the
Research Ethics Board at the IWK Health Centre in
Canada (REB Ref. 1,025,577) and is registered on
www.clinicaltrials.gov (identifier: NCT04385927).

2.3. Online narrative exposure therapy (eNET)

Table 1 outlines the major components of each inter-
vention session. All participants receive the eNET
intervention consisting of approx. 8-12 weekly 60-
90 minute videoconference sessions between the par-
ticipant and a paraprofessional. Those in the waitlist
group receive the same intervention, except three
months later. Depending on the amount of relevant
traumatic experiences, the length of the intervention
can vary slightly.

NET is a well-established exposure-based intervention
for PTSD (Schauer, Neuner, & Elbert, 2011). eNET is
adapted for the use in a video call setting (Kaltenbach
et al, 2021; Robjant, Meyer, Kaiser, Kaltenbach, &
Schauer, 2020). Adaptations are mainly made in order
to provide comparable content via video calls (e.g. con-
ducting the interactive lifeline session with an online
programme). Additional adjustments are made to fit the
intervention to the target group of parents of children
with IDD (mainly in the psychoeducation and final ses-
sion). During the first session (i.e. psychoeducation), the
participant and the paraprofessional look at the partici-
pants’ symptoms and discuss general information about
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Table 1. Content of the intervention.
Session

Main components

Session 1: ® Getting to know each other
Psychoeducation ® Information about PTSD symptoms and eNET
® Discussion about participants PTSD symptoms
and triggers
® |ntroducing and practicing dissociation exercises
® Establishment of emergency plan (e.g. if par-
ticipant dissociates, shows suicide risk)

Session 2: Lifeline  ® Creating an overview of all important events
in the participants’ life; characterized by
stones (traumatic), candles (sad), flowers
(positive), and sticks (harms against others)

Sessions 3-11: ® Traumatic events are exposed in chronological
Exposure order

® Sensory, cognitive, emotional, physiological
and meaning of the event are explored
repeatedly as participant describes event (for
the exposed event as well as the present)

® Narration (written testimony of the exposed
event) is read to the participant in the fol-
lowing session (not in session 3)

Session 12: Final ® Reading the final narration
Session Reflecting on the events and the intervention
® Discussion of the tools for managing the
return of memories
® Discussion of strategies for handling upcom-
ing trauma

PTSD symptoms and eNET. Topics such as suicidal
ideation/behaviour, dissociation and an emergency plan
are discussed. In the second session (i.e. lifeline), partici-
pants develop a lifeline together with the paraprofessional
using an interactive web based application (https://yourli
feline.net). This tool helps to get an overview of the
different life events of the participant. This includes giv-
ing a brief description of important events in their life
including traumatic events (stones), positive events (flow-
ers), sorrowful events (candles), and events where they
harmed others (sticks). For each event, the name, place,
and date of the event are named and written down. All
events are placed in chronological order on a virtual
timeline, with a rope that symbolizes their life.

The following sessions are exposure sessions. The
participants’ most important traumatic events are
exposed in chronological order. All exposure sessions
follow the same structure. While the primary focus of
the exposure sessions is on the reprocessing of a specific
traumatic event, paraprofessionals will spend time before
and after to discuss other events on the lifeline, ensuring
to also emphasize participants’ positive experiences.
Revisiting positive experiences can become a valuable
resource for resilience. During exposure to a traumatic
event, sensory, cognitive, emotional, physiological details,
and meaning of the scene are repeatedly assessed to
ensure a good exposure to the event. To ensure that the
participant doesn’t become detached from the present,
similar questions are asked about the present. The parti-
cipant engages in reprocessing, meaning-making, and
integrating challenging memories into a coherent narra-
tive. The session ends with 5-10 minutes of checking in
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about the present. Subsequent to the session, the para-
professional creates a written narrative of the exposed
traumatic event. The narrative is read to the participant in
the next session. The reading is interactive and consid-
ered a second exposure of the event; the participant adds
missing aspects and the paraprofessional asks more ques-
tions to ensure that the participant is engaged in the
event. After reading the event, the next event is exposed
in the same manner as in the previous session.

The last session is spent reviewing the exposed
events and looking towards the future. The lifeline
programme is used to recapitulate the work and to
add wishes for the future. Additionally, paraprofes-
sional and participant discuss how to deal with trau-
matic events and PTSD symptoms in the future.

2.4. Measures

Measures are administered at five time points: TOa (sur-
vey ‘Survive and Thrive’; before start of the intervention),
TOb (consent call; before the start of the intervention),
TOc (baseline survey; before the start of the intervention,
after consent), T1 (repeated surveys during the interven-
tion), T2 (directly after the intervention), T3 (2 months
follow-up), and T4 (6 months follow-up). TOc is com-
pleted twice for those in the waitlist group. In case of
a time frame of less than two weeks in between T0Oa and
TOc, the overlapping questionnaires are not be asked
again. In this section, the information of the specific
time points for each questionnaire is marked.

2.4.1. Demographics — TOa

Demographic information being collected consists of
parent’s and children’s age and gender, family struc-
ture, time spent on caregiving, diagnoses of the child,
marital and employment status, education, and family
member involvement.

2.4.2. Life events checklist for DSM-5 (LEC-5;
Weathers et al., 2013) - TOa

The LEC-5 is a self-rating measure to assess a broad
range of traumatic experiences (Weathers et al., 2013).
It was validated and utilized in a variety of populations,
i.e. in a group of caregivers (Allen, 2015). It consists of
17 items with six response categories for each question;
in our study, we changed the response categories to ‘yes’
and ‘no’ only. This response format has also been used
and found to be feasible in other studies (Boughner,
Thornley, Kharlas, & Frewen, 2016; Kaltenbach,
Schauer, Hermenau, Elbert, & Schalinski, 2018).

2.4.3. Parenting trauma checklist (PTC; Xiong,
McGrath, Yakovenko, Thomson, & Kaltenbach,
2021) - Toa

This questionnaire was created to assess the parents’
traumatic experiences related to caring for their chil-
dren. The checklist was created by an extensive
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literature research and discussing the developed items
with the parent advisors and other stakeholders. The
checklist includes 17 items rated with ‘yes’ or ‘no’.
Appendix 1 shows the content of the items.

2.4.4. PTSD checklist for DSM-5 (PCL-5; Weathers
etal, 2013) - T0q, TOc, T2, T3 T4

The PCL-5 is a widely used and validated 20-item self-
report scale that measures PTSD symptoms based on the
criteria of the Diagnostic and Statistical Manual of Mental
Disorders, Fifth Edition (DSM-5; American Psychiatric
Association, 2013). The items ask questions about the
extent that participants were bothered by PTSD symp-
toms in the past month on a 5-point Likert scale ranging
from 0 (not at all) to 4 (extremely) (Blevins, Weathers,
Davis, Witte, & Domino, 2015). It shows strong reliability
and validity (Blevins et al., 2015).

2.4.5. Patient health questionnaire (PHQ-9; Kroenke,
Spitzer, & Williams, 2001) - TOc, T2, T3, T4

The PHQ-9 is a self-report measure that asks partici-
pants to report how often they have been bothered by
a series of depression symptoms over the prior two
weeks. Good psychometric properties were found in
previous studies (Kroenke et al., 2001).

2.4.6. Generalized anxiety disorder (GAD-7; Spitzer,
Kroenke, Williams, & Léwe, 2006) - TOc, T2, T3, T4
The GAD-7 is a 7-item self-report scale that asks
participants to indicate how often in the past two
weeks they have experienced a series of anxiety symp-
toms. The measure has good reliability and validity
(Spitzer et al., 2006).

2.4.7. Patient health questionnaire physical
symptoms (PHQ-15; Kroenke, Spitzer, & Williams,
2002) - TOc, T2, T3, T4

PHQ-15 is a 15-item self-report scale that asks parti-
cipants to indicate how often in the past week they
have been bothered by a series of physical symptoms.

2.4.8. Sheehan disability scale (SDS; Sheehan,
1983) - TOa, TOc, T2, T3, T4

The SDS is a five-item assessment about functional
impairment (Leon, Olfson, Portera, Farber, & Sheehan,
1997). Participants rate to what extent their functioning
is affected by their health on a scale from 0 (not at all) to
10 (extremely). The SDS asks for functionality regarding
work, social life, and family life. It shows good validity
and acceptable reliability (Leon et al., 1997).

2.4.9. Consent call eligibility questionnaire (self-
constructed) — TOb

At the beginning of the consent call participants are
asked several questions to screen for their eligibility.
These questions screen for: presence of at least one
traumatic event, PTSD intrusion symptoms, suicidal

behaviour, dissociation, psychotic symptoms, partici-
pation in other exposure-based interventions for
PTSD, use of alcohol, drugs or medication that could
intervene with the intervention, access to a computer
or tablet with Internet, and if necessary, child care
during the sessions.

2.4.10. Adverse events and course of symptoms
(self-constructed) — T1, T2

At the beginning of each session (T1), three questions
are asked and further explored by the paraprofessional.
One question is about symptom improvements, no
change in symptoms or symptom deterioration; the
other two ask for negative events related and unrelated
to the intervention. Questions about adverse events and
their persistence are also asked at the end of the inter-
vention (T2). If adverse events are reported, lead
researchers and supervisors will be immediately
informed and the following procedure will be discussed.

2.4.11. Working alliance inventory — short form
revised (WAI-SR; Hatcher & Gillaspy, 2006) - T2
Paraprofessional alliance is assessed using the
Working Alliance Inventory — Short Form Revised,
a 12-item self-report measure of alliance that asks
participants about their perception of (a) agreement
on goals of the intervention, (b) agreement on tasks of
the intervention, and (c) paraprofessional-participant
bond. The WAI-SR has good internal consistency and
validity (Hatcher & Gillaspy, 2006).

2.4.12. The client satisfaction questionnaire (CSQ-8;
Atkinson & Greenfield, 2004) - T2

The CSQ-8 has been implemented in primary care and
mental health treatment to measure participant satis-
faction with services received. Participants are asked to
rate the quality of service they received as part of the
eNET intervention on a four-point Likert scale. The
CSQ-8 shows a good internal consistency (Atkinson &
Greenfield, 2004). In addition to the CSQ-8, a question
about the satisfaction with the intervention being con-
ducted via videoconferencing are asked on the same
scale as the CSQ-8. Three open-ended questions are
asked additionally to see what participants experi-
enced as helpful/not helpful and what they would
like to see improved.

2.4.13. Other questionnaires

Additional questionnaires were used in the survey
‘Survive and Thrive’ as well as in the follow-up surveys.
These are listed here for completeness reasons, as they are
included in same surveys. They don’t form a major part
regarding the results of the eNET and are therefore not
detailed here. The questionnaires are: a) Help-seeking
behaviour adapted from the Konstanz INDEX (KIND
EX; Spyridou, Schauer, & Ruf-Leuschner, 2015) - TOa;
Posttraumatic Growth Inventory - Short Form (PTGI;



Tedeschi & Calhoun, 1996) — T0a, T2, T3, T4; The Parent
and Family Adjustment Scales (PAFAS; Sanders, Mor
awska, Haslam, Filus, & Fletcher, 2014) — T0a, T2, T3,
T4; The Multidimensional Scale of Perceived Social
Support (MSPSS; Zimet, Dahlem, Zimet, & Farley,
1988) — TOa, T2, T3, T4; Health Service Use Ques
tionnaire (self-constructed) - TOa, TOc, T2, T3, T4;
Shutdown Dissociation Scale (Shut-D; Schalinski,
Schauer, & Elbert, 2015) - TOc. During the intervention
a short distress measure (self-constructed; 0-10) was
asked at the beginning and end of each session. In addi-
tion to this, at the end of each session, the paraprofes-
sional asked how helpful the participant found the
session. These questions during the intervention were
asked for therapeutic and not research purpose.

2.5. Participants

We plan to recruit 50 participants, with 25 cases in each
arm. Inclusion criteria are the following: participants
must be at least 18 years of age, and a parent or caregiver
of a child (any age) with IDD. They must also be able to
understand spoken and written English at a Grade 8
level. They must fulfil the criteria of full or subclinical
PTSD symptoms according to DSM-5, measured with
the LEC-5, the PTC, and the PCL-5. For this they have
to report at least one traumatic event in the LEC-5 or
the PTC. To fulfill the criteria of PTSD symptoms for
this study, the participant additionally needs to respond
with ‘moderately’ or higher in at least one item each for
the criteria B and C and two items each for criteria
D and E. Subclinical PTSD is fulfilled if the participant
meets all but one criterion of B, C, D, or E. Participants
must live in Canada and be able to participate in weekly
video calls for approximately 12 weeks. They require
access to a computer or laptop with high speed Internet
in order to participate in these calls.

The following exclusion criteria apply: participants
who have been in a comparable exposure intervention
for PTSD symptoms for the same traumatic events will be
excluded. Participants with the following symptoms will
also be excluded: (1) participants with moderate to severe
symptoms of dissociation (i.e. a score of >218.5 on the
Shutdown Dissociation Scale; Schalinski et al., 2015), (2)
acute psychotic symptoms, and (3) acute suicidal beha-
viour. Participants who cannot commit to 1.5 hour ses-
sions weekly and are not able to have an uninterrupted
space for themselves for this time (e.g. no child care
available) cannot participate due to the nature of
this intervention. Additionally, participants who have
recently started or made changes to their medication
will be asked to wait until they have been on this new
medication/dose for at least two months. Participants will
also be asked to refrain from taking any intoxicating
substance (e.g. alcohol, cannabis, benzodiazepine) for at
least two hours prior to and after a session; if this is not
possible, participants will need to be excluded. If the
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paraprofessional has reason to believe a participant is in
need of addiction treatment or is unable to refrain from
substance use for the aforementioned amount of time,
this will be discussed with a supervisor before allowing
the individual into the study.

2.6. Safety assessment and reporting of adverse
events

2.6.1. Safety protocol for study participants

A detailed and standardized safety protocol has been
developed to minimize risk and harm for participants.
The safety procedures include the following aspects:

Thorough eligibility process: A thorough process to
determine the eligibility of the participants is deemed
necessary to ensure that the intervention is safe and
sound for those participating. If participants are
screened ineligible and require immediate care (e.g.
acute suicidal behaviour, high dissociation), the para-
professional follows an emergency protocol to transfer
them to appropriate services.

Continuous transparency, involvement and educa-
tion of participants: Participants are informed and
involved in decision making at each step. The consent
form is conducted via video call to ensure understand-
ing and encourage questions. Potential harms and ben-
efits are addressed and discussed with each participant.
The first intervention session completely focuses on
psychoeducation to give the participants a thorough
understanding, prepare them for the intervention, and
to give them tools to handle potential risks (e.g. disso
ciation).

Regular check-ins on well-being: Before each session,
the paraprofessional checks in with the participant on
their well-being and readiness for the session. The pre-
paration encompasses: (a) availability of time for
a minimum of 1-1.5 hours, (b) a confidential and
undisturbed setting/room, (c) water and an exposure
tool kit to prevent and address dissociation (e.g. touch
stimulator such as a massage ball, scent such as mint,
and anti-dissociation exercises). Participants are also
asked to answer a distress measure rating at the begin-
ning as well as the end of each session. This way the
readiness to start or end the session is determined.

Regular check-ins on adverse events and symptom
deterioration: At the beginning of each session ques-
tions regarding adverse events and changes in the
symptoms are asked by the paraprofessional. In case
of an adverse event or major symptom deterioration,
the paraprofessional will assess in more detail where
these symptoms could stem from. In case of suppres-
sion of details of an event during exposure, the exposure
will be repeated with focus on adding missing pieces. In
case of new stressful or traumatic events, participant
and paraprofessional will discuss how to deal with this
new event and how the participant would like to
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proceed with the current intervention. The session can
then either be used to continue with the intervention, to
talk about how to deal with the new event, or the session
will be rescheduled to allow the paraprofessional to
discuss next steps with their supervisor. In case the
paraprofessional and the participant cannot find the
source of the symptom increase, the supervisor will be
consulted immediately. In case of an adverse event, the
supervisor as well as the Research Ethics Board will be
informed immediately. If necessary, additional mea-
sures to ensure the safety and well-being of the partici-
pant will be taken.

Drop-out: In case a participant drops out of the
study, the research team reaches out to ask for feed-
back about the reasons of drop-out and offer
a conversation with one of the supervisors or principal
investigators in case they were not satisfied with the
programme or experienced a symptom deterioration
or adverse event because of the intervention.

Contrasting between past and present during expo-
sure: During the exposure sessions, participants’ mem-
ories of traumatic events are exposed in a structured
and safe way. A structured procedure is followed during
the exposure to ensure the assessment of all aspects of
the events (sensations, emotions, physical reactions,
cognitions, and meaning). Questions contrasting the
past and the present prevent dissociative reactions and
overwhelming emotions. Each exposure session ends at
a safe spot in the story and paraprofessional and parti-
cipant take some time to check in and prepare the
participant for after the session.

Dealing with new upcoming traumatic events or
memories: At the end of the intervention, a plan on
how to deal with resurfacing memories and new trau-
matic events will be discussed and individualized for
the participant.

Emergency procedures: An emergency protocol has
been established to address situations of risk. On
a standard basis, the protocol involves the collection
of related information before the start of each session
(e.g. address where the session is delivered, updated
telephone number, telephone number of an emer-
gency contact). The paraprofessionals are trained on
how to react, refer and whom to inform in case of an
emergency. The role of a paraprofessional in this case
is to encourage and support the participant in seeking
professional help and to refer the participant to
according services. The supervisors and principal
investigators of this project are informed immediately
in case of an emergency.

Clear-set boundaries and responsibilities of the
paraprofessionals: As this intervention is conducted
by paraprofessionals, the boundaries of their work
are clearly defined to not overstep their abilities and
responsibilities. Paraprofessionals are trained to know
their boundaries and how to transfer participants to
appropriate services. Supervisors and the principal

investigators will be contacted in such situations to
confirm and discuss the procedure. Participants are
informed that they work with paraprofessionals and
that they need to contact other health services in case
of emergencies or other mental health problems.

2.6.2 Safety protocol for paraprofessionals

Paraprofessionals constant exposure to others’ detailed
narration of traumatic experiences can affect their perso-
nal life and their ability to continue working as a para-
professional. Repeated exposure to details of traumatic
experiences of others has also been linked to secondary
traumatic stress (STS) and work-related mental health
challenges in the literature (Gilroy, Carroll, & Murra,
2002; Hensel, Ruiz, Finney, & Dewa, 2015). The safety
programme for the current study aims to prevent and
treat STS and related mental health problems, to ensure
participants’ safety, to ensure good quality in care, and to
provide a good and long-lasting intervention environ
ment.

Components used to lower the risk of harm for
paraprofessionals encompass:

Safety culture: A constantly present safety culture at
the workplace is key. Our safety culture recognizes and
accepts challenges as an integral part. Support from
within the team is available at any time and support
outside the team can be arranged as well. Self-care and
knowing your own limits will be encouraged and
taken seriously in the daily work life. Exposure ses-
sions demand a high level of concentration and emo-
tional engagement. Former projects found that the
number of sessions per day should be limited to guar-
antee that paraprofessionals can process the events
and provide good work long-term. Sessions are lim-
ited to two exposure sessions a day.

Ongoing peer support system: Paraprofessionals
form a peer support system. Pairs or triples are formed
and frequent check-ins and exchange are part of the
workday. A support chat and a weekly paraprofes-
sionals meeting assists this peer support system.

Regular supervision: Group as well as individual
supervision are provided on a regular basis. It focuses
on challenges with participants as well as the parapro-
fessionals’ well-being.

Self-care and preventive exposure sessions: During
the training, paraprofessionals are trained in participant
and paraprofessional safety. They will learn how to
detect signs of STS and mental health challenges in
themselves as well as the other paraprofessionals.
Reflection and assessment of their individual mental
health is conducted in the training through self-rated
questionnaires and through the voluntary offer to dis-
cuss this with one of the trainers or an independent
person. Paraprofessionals also expose some of their own
traumatic experiences. Sharing private information is
encouraged but voluntary at each level. These elements



support the paraprofessionals in forming a decision
whether they feel ready to work as a paraprofessional.
Self-reflection and exposure of own traumatic events
are an important part in the work as a paraprofessional
and it aims to prevent paraprofessionals from experien-
cing STS. Self-care is an integral part during the training
and is also encouraged to practice by the paraprofes-
sionals throughout their work as a paraprofessional.
Paraprofessionals are further encouraged to do a post-
session reflection about how they felt during and after
the session and if there are any parts that affected them
about the session.

2.7. Data analyses

A statistical power analysis was not conducted to esti-
mate the required sample size due to the novelty of this
study. Previous methodological studies (Julious, 2005;
Sim & Lewis, 2012) suggest that a sample of 24-50 is
recommended for a first trial assessing feasibility and
efficacy. This is also in line with previous feasibility and
pilot trials in the mental health domain, as reported in
a review (Billingham, Whitehead, & Julious, 2013).

Data analyses will use Microsoft Excel, IBM SPSS,
SAS (SAS Institute Inc., Cary, NC, USA) and R (R Core
Team, Vienna, Austria). All participants, also those who
might have dropped out during the intervention, will be
included in the analyses. Dropouts will be compared
with the group that completed the intervention on
sociodemographic information, PTSD symptoms, phy-
sical symptoms, depression symptoms, anxiety symp-
toms, and trauma exposure. Missing data for the
primary outcome data will be replaced through multiple
imputation. Secondary outcome data will use data driven
imputation. Baseline and follow-up data will be pre-
sented using descriptive statistics. Continuous data will
be summarized by the mean/median, standard deviation
(SD), and range. Categorical data will be presented by
absolute and relative frequencies (n and %).

For the primary research question 1 (efficacy of eNET
in reducing PTSD symptoms), we will run a t-test com-
paring the waitlist (time point TO0a/TOCis asessment
and TOCnd assessment) With the immediate group (time
point T0a/TOc and T2). To see the PTSD course includ-
ing the follow-up time points, we will then conduct
a repeated measures linear regression.

To explore the primary research question 2 (feasi-
bility of eNET), we will calculate different factors. We
will look at the percentage of dropouts as well as
describe their reasons for dropping out qualitatively.
We will use descriptive statistics to describe symptom
deteriorations and adverse events. The types of adverse
events, their frequency, and their connection to the
intervention will be described qualitatively through
content analysis. In addition we will look at the
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participant satisfaction with the intervention as well as
their paraprofessional. For this, sum scores as well as
single item descriptions will be presented. Open ques-
tions will be analysed qualitatively through content
analysis.

The secondary outcome measures (i.e. anxiety symp-
toms, depressive symptoms, physical health, function-
ality) will be explored descriptively and we will conduct
t-tests between immediate intervention and waitlist
group as described for the PTSD measure. To see the
overall course over time we will conduct repeated mea-
sures linear regressions.

3. Discussion

In families with children with IDD, the focus often lies
on the treatment of the children’s health challenges -
parents’ health is often considered secondary. However,
parents’ health and well-being is important for both the
parent and the child as well as for the parent-child
relationship and well-being. Experiencing traumatic
events in parenting as well as in other parts of life can
negatively influence parents’ mental and physical
health. However, few parents are receiving help. The
aim of this study is to provide an intervention that
facilitates access to treatment and to test how feasible
and effective this programme is for parents of children
with IDD. The programme tackles the barrier of avail-
ability of treatment by providing this intervention
online and thereby making it more feasible for parents
to participate. It also addresses the current lack of health
professionals by using an intervention approach that is
feasible and efficient with paraprofessionals. Such an
approach could run as an add-on to the existing health
system. Furthermore, the programme is standardized
but still adapts well to the circumstances of each parent.
By testing the feasibility and efficacy of this approach
for parents of children with IDD, we expect to get first
answers that show whether this approach is promising
in this population as well as if eNET is feasible and
effective in general.

Online approaches have been on the rise in mental
health care in the last years. However, there are few
approaches that address PTSD symptoms in a one-on-
one online setting. Transforming and adapting an
established and efficient in-person approach like
NET into an online intervention could reveal promis-
ing results. The principles of NET, amongst others, the
activation of the different memory components during
the exposure sessions, stay the same. The major chal-
lenge lies in ensuring a sound implementation of
components that are different in video settings com-
pared to in-person settings. For example, this study
has stricter exclusion criteria for aspects that could
cause safety issues in online settings such as high
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dissociation symptoms. Furthermore, paraprofes-
sional and participant dedicate more time to explain-
ing the procedure, making a plan as well as practicing
certain exercises relating to how the participant can
react in case they feel unsettled after a session, when
the connection is interrupted, when they experience
dissociation symptoms etc. Additionally to adaptations
made for the online context, the last session includes
information on how to deal with upcoming memories
as well as new traumatic events after the intervention.
This is particularly important for parents of children
with IDD because they may continue to experience
traumatic events with their children after the interven-
tion. Activating available resources and being aware of
potentially challenging situations might support deal-
ing with new experiences. This may also include look-
ing for help in a timely manner and reducing stigma
about seeking help. Research assessing the feasibility
and efficacy of interventions often focuses on positive
outcomes, with a tendency to not assess adverse events
and symptom deteriorations systematically. Our study
aims to assess adverse events and changes in symp-
toms on a weekly basis. This will be important to react
timely in case of adverse reactions as well as to shine
light on whether online interventions and exposure-
based PTSD interventions have the potential to lead to
adverse reactions as feared by some therapists.

We expect that this intervention study will contribute
to the knowledge about online interventions for PTSD
and more specifically eNET. The challenges we will face
by providing NET online will help us to improve the
performance and efficacy of eNET. If eNET proves to
be feasible and effective, we would suggest the continued
use in research as well as in practice. eNET with para-
professionals could be provided as an add-on to the
general health care system and done in collaboration
with mental health professionals. This could enable the
health care system to provide treatment to more people
and in a more timely fashion.

This study has some limitations: The aimed sample
size allows implications on the feasibility and efficacy of
the programme for parents of children with IDD.
However, a large-scale RCT would be desirable to con-
firm the findings. Due to COVID-19 the results on the
well-being of participants could be skewed, especially as
some of the medical conditions of their children put them
into the high risk group. Also, childcare and respite care is
less or not available during COVID-19. Distress measures
at the beginning and end of each session are conducted by
the paraprofessionals which could lead to possible
respondent bias because of social desirability. The results
of this study will be limited in its generalizability due to
the limited sample size and the very specific population
studied.

This study is a promising approach to address
PTSD symptoms in parents of children with IDD. By
decreasing barriers to access support, this programme

aims to reach parents who would normally not be able
to receive or afford support. If feasible and effective,
we hope that this intervention can be evaluated and
implemented on a large-scale basis.
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Appendix 1: Parenting Trauma Checklist (PTC)

Instructions: Below you will find some difficult experiences
parents sometimes experience while caring for their child or
children. Please indicate which of these events you experien-
ced.

Yes No

(1) Witnessing a life-threatening situation of your child (e.g. O O
severe bleeding, stop breathing, passing out, severe
seizures)

(2) Witnessing a severe accident or injury of your child (e.g. O O
car accident, falling, drowning)

(3) Experiencing a medical emergency of your child
(ambulance rides, rushing to hospital, calling 911)

(4) Seeing your child undergoing a medical procedure (e.g. O O
breathing treatments, child hooked up to machines, forced
treatments, CPR)

(5) Your child undergoing a life-threating surgery (e.g. heart
surgery, organ transplant, routine surgery that is life- O O
threatening because of pre-existing conditions)

(6) Hearing of a life-threatening event of your child (e.g. that O O
may have happened at school, in your absence)

(7) Fearing that your child would die while waiting forcare O O
(e.g. waiting for ambulance, waiting for transplant)

(8) Receiving diagnosis of life-threatening disability of your 0O O
child

(9) Being in the ICU/NICU/PICU with your child o d

(10) Witnessing a child not in your care die or being critically O O
ill

(11) Applying life-saving procedures to your child during 0o o
crisis (e.g. performing CPR, give/inject rescue medication)

]
|

(12) Witnessing serious self-harming behaviour of your child O O
(e.g. injuring themselves, suicide attempt)
(13) Birth was life-threatening for mother or child o d
(14) Miscarriage o d
(15) Death of your child O O
(16) A situation in which your child threatened the healthor O O
life of you or someone else
(17) Other situations that were extremely frightening when
caring for your child. O o

Please explain:
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