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Abstract
Objectives  Parents of children with a chronic illness (CI) are at risk for psychosocial problems. The aim of this study was to 
refine an existing face-to-face intervention into an online psychosocial group intervention for parents by (1) exploring which 
themes are important, (2) determine what type of intervention parents would like and (3) assess parents’ practical preferences.
Methods  Parents of children with a CI (0–18 years) were invited to complete an online questionnaire. To acquire more in-
depth information, focus groups and telephone interviews were conducted. Descriptive statistics were used.
Results  272 parents (mean age = 43.1 years, 85% female) participated. Three focus groups (15 parents) and seven telephone 
interviews were conducted. Most important themes were: the CI of the child, family functioning, taking care of yourself, 
relationships with others and practical support. Parents preferred a group with parents of children in the same age category. 
At first, parents preferred face-to-face contact. After an explanation and demonstration of an online intervention, parents 
became more positive about online support, mostly because they could participate from home.
Conclusions for Practice  Parents have a need for psychosocial support focusing on different themes. Professionals should 
explain and demonstrate an online intervention to parents. Based on these results, Op Koers Online for parents was devel-
oped. An RCT to assess feasibility and effectiveness of the intervention is currently running.

Keyword  Parents of children with a chronic illness · Psychosocial problems · Parental psychosocial support needs · 
Intervention development · Online psychosocial cognitive-behavioral group intervention

Significance

What is already known on this subject?: Parents of children 
with a chronic illness are at risk for developing psychosocial 
problems.

What this study adds?: Based on parental support needs 
and the themes parents considered as important to address 
in an intervention, an innovative parent-focused intervention 
Op Koers Online for parents was developed. It is an impor-
tant contribution to the field, because the focus is on parents 
themselves, as opposed to existing parental interventions 
that focus on teaching parents how to support their chil-
dren. Furthermore, because the intervention has a generic 
approach, parents of children with rare illnesses have the 
opportunity to participate in a group intervention.
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Objectives

Parents raising a child with a chronic illness (CI; e.g. 
asthma, diabetes) are predominantly responsible for 
managing the child’s illness. Parents are confronted with 
stressors about their child’s health including practical 
stressors (e.g. managing daily medical routine) and emo-
tional challenges (e.g. worrying) (Cousino and Hazen 
2013; Pinquart 2018). Therefore, these parents are at 
risk for psychosocial problems (van Oers et al. 2014) and 
elevated levels of distress (Coughlin and Sethares 2017; 
Haverman et al. 2013), which can have a negative impact 
on parents’ coping with illness-related stressors, emotional 
availability for their children and their ability to manage 
the child’s illness effectively (Cousino and Hazen 2013). 
Extra attention for these vulnerable parents is necessary, to 
prevent and/or reduce psychosocial problems and to help 
them support their children adequately (Pinquart 2013, 
2018).

Psychosocial support of parents has gotten increasing 
attention in studies and clinical practice over the past few 
years (Bjorquist et al. 2016; Case et al. 2015; Law et al. 
2014; Pelentsov et al. 2015). Emotional, informational 
and peer support interventions for parents themselves are 
suggested (Akre and Suris 2014; Glenn 2015). A way to 
support parents is by using cognitive-behavioral therapy 
(CBT), which focusses on recognizing cognitive distor-
tions and on teaching parents how to use active coping 
skills for illness-related problems (Butler et al. 2006). Sev-
eral CBT intervention programs are available that involve 
parents. However, those interventions are often primar-
ily focused on teaching the parents to support their child 
managing the illness (Eccleston et al. 2015; Morawska 
et al. 2015).

Studies have shown that sharing experiences with oth-
ers in a similar situation is associated with a decrease of 
distress and improvement of mental health for children and 
parents (Niela-Vilen et al. 2014; Ramchand et al. 2017). 
CBT interventions can be offered in group format. Little is 
known about the effectiveness of group CBT interventions 
for parents, but recent research shows promising results on 
feasibility and effectiveness of this type of intervention for 
youth with a CI (Douma et al. 2019; Maurice-Stam et al. 
2014; Plante et al. 2001; Ramchand et al., 2017; Scholten 
et al., 2013). A CBT group intervention could be helpful 
for parents of children with a CI as well.

Over the past few years, a face-to-face CBT group inter-
vention program called Op Koers (in English: On Track) 
was developed in the Emma Children’s Hospital (Amster-
dam University Medical Centers) and was proven to be 
effective in improving psychosocial functioning of the 
child. Involving parents in the intervention contributed to 

the persistence of the effects (Scholten et al. 2013). The 
intervention has different modules for children and ado-
lescents with CI, their parents (Grootenhuis et al. 2009; 
Last et al. 2007) and siblings. Patients with all kinds of CI 
and their family members are eligible for the intervention: 
research shows that even though different diagnoses may 
have different medical treatments, several of the psychoso-
cial problems are the same (Plante et al. 2001). Besides, a 
generic approach allows for patients with rare illnesses and 
their family members to participate in a group interven-
tion. Op Koers was designed with a generic approach in 
mind (Last et al. 2007). The face-to-face parent interven-
tion runs parallel to the child intervention: parents learn 
what the children learn in order to support their child bet-
ter in daily life. The goal of Op Koers is to prevent and/or 
reduce psychosocial problems by teaching the use of active 
coping skills. Sharing emotions and experiences with oth-
ers in the group is an important part of the intervention. 
All modules have weekly 90-min sessions, for eight weeks, 
guided by two psychologists (course leaders).

A face-to-face intervention requires participants to visit 
the hospital. Logistical problems (e.g. travel time) and 
practical issues (e.g. time of onset of the sessions) have 
frequently been identified as barriers for participation in 
face-to-face interventions (Heath et al. 2018; Pettersson 
et al. 2009). Online interventions eliminate these logistical 
barriers (Dever Fitzgerald et al. 2010; Hedman et al. 2012) 
and practical issues are reduced when participation from 
home is possible (Duppong-Hurley et al. 2016). Moreover, 
for some parents is easier to type about difficult topics in an 
online environment instead of talking about it in real life 
(Heath et al. 2018). Research shows that outcomes of online 
interventions are comparable to face-to-face interventions 
(Andersson et al. 2014). Online interventions will not likely 
replace face-to-face care completely. However, because of 
the benefits mentioned above, the need for online interven-
tions continues to grow (Ritterband et al. 2003; Ritterband 
et al. 2013). To increase participation in Op Koers, the ado-
lescent group intervention was translated into an online ver-
sion (Douma et al. 2018; Maurice-Stam et al. 2014). A pilot 
study shows promising results on feasibility and preliminary 
effectiveness (Douma et al. 2019). For parents however, a 
new online intervention that focuses on the parents them-
selves was needed.

Patient participation becomes more important in interven-
tion development and improves adherence and patient out-
comes (Bate and Robert 2006; Blixen et al. 2018). Therefore, 
involving parents in the development of an intervention is 
important. Aiming to refine an already existing face-to-face 
intervention into a feasible online group intervention for par-
ents, the current study was directed at parental needs, by (1) 
exploring which themes are important for parents to address 
in the intervention, (2) determining what type of psychosocial 
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intervention parents would like, and (3) assessing parents’ 
practical preferences for an online group intervention.

Methods

Recruitment and Data Collection

A mixed method approach, both quantitative (question-
naire) and qualitative (focus groups/interviews), was used. 
The only inclusion criterion was being a parent of a child 
between the ages of 0 and 18 years with a CI diagnosis 
according to the following criteria (1) onset between aged 
0–18, (2) diagnosis based on medical scientific knowledge, 
(3) the illness is not (yet) curable, and (4) the illness has been 
present for at least three months, or at least three episodes 
have occurred in the last year (van der Lee et al. 2007). More 
than one parent per family could participate when desired.

In order to recruit parents, from September 2014 to Feb-
ruary 2015, 57 patient associations were invited to publish 
a link to the open access questionnaire on their website, 
social media and/or in their newsletter. Fourteen patient 
associations (25%) agreed. In addition, the questionnaire was 
announced on several websites and social media accounts 
managed by the psychosocial department of the Emma 
Children’s Hospital. Hardcopy flyers were spread out in the 
(outpatient) clinic of this hospital.

Parents who were willing to complete the online ques-
tionnaire used the open access link. At the end of the ques-
tionnaire, parents indicated whether they were interested in 
participating in a focus group and if so, left their contact 
details. Interested parents were called by the researcher to 
schedule the focus groups. Completed questionnaires were 
anonymously stored in a (secured) website. The focus groups 
were recorded and transcribed verbatim. When parents were 
not able to join the focus groups, the researcher offered a tel-
ephone interview. During these interviews, extensive notes 
were taken.

Approval of the Medical Ethical Committee was obtained 
to conduct the current psychosocial support needs study. 
Parents gave informed consent prior to participation in the 
focus group/interview. The study was conducted in accord-
ance with the COREQ criteria for reporting qualitative 
research (Tong et al. 2007) and the STROBE checklist for 
cross-sectional studies.

Questionnaire

Background Characteristics

Background characteristics of participating parents (age, 
sex, marital status, number of children, prior psychosocial 
support, need for psychosocial support now or in the future 

for themselves, their child with a CI and possible siblings) 
and of their child with a CI (age, sex, CI, presence of a sec-
ond diagnosis) were collected via parent self-report.

Support Needs

Parental support needs were assessed with a support needs 
questionnaire developed for the present study, consisting of 
27 questions, including open and multiple-choice questions. 
The items were selected based on the experiences of care 
professionals and researchers. The questions concerned (1) 
which themes are important to address in an intervention 
(e.g. “What kind of support would you like? For example 
with a focus on family functioning or own (emotional) func-
tioning”), (2) what type of psychosocial intervention par-
ents would like (e.g. “What type of intervention would you 
like? For example individual support from a professional or 
a group intervention with other parents and a professional, 
either online or in the hospital”), and (3) practical prefer-
ences for an online group intervention (e.g. “Which time 
of onset of the sessions do you prefer? For example in the 
morning or in the evening”). We refer to Table 3 for the 
further content of the questionnaire.

Focus Groups and Telephone Interviews

The focus groups with parents were held in the Emma 
Children’s Hospital and led by two researchers using semi-
structured interview techniques. The goal of the focus 
groups and telephone interviews was to acquire more in-
depth information in addition to the questionnaire. The same 
sequence of topics was discussed in each focus group and 
interview, based on the items/themes from the Support needs 
questionnaire.

Data Analyses

SPSS version 24.0 (IBM Corp 2016) was used for all quan-
titative analyses. To indicate support needs, descriptives 
and percentages were computed. The transcript verbatim of 
the focus groups and notes from the telephone interviews 
were read carefully and linked to the items from the ques-
tionnaires, to detect any themes regarding support needs or 
important aspects of an intervention that were not found with 
the questionnaire.

Developing a Psychosocial Group Intervention 
for Parents

Based on the results of the current support needs study, pre-
vious studies and the experiences of Op Koers developers 
and course leaders, a feasible online psychosocial group 
intervention for parents was developed.
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Results

Participants

A total of 272 parents (mean age = 43.1  years, 
SD = 7.3 years, 86% female) completed the support needs 
questionnaire (Table 1). Most parents were married and/or 
living together (90%) and had more than one child living 
in their family (87%). More than half of the parents (55%) 
has had prior psychosocial support from one or more of 
the following professionals: psychologist (35%), a (medi-
cal) social worker (19%) and/or a child life specialist (10%). 
The mean age of the children (46% female) was 10.7 years 
(SD = 5.8 years). Parents reported over 60 different types of 
CI. Half of the parents (51%) indicated a current or antici-
pated future need for psychosocial suppor. A majority (68%) 
thought their child with a CI has a current or anticipated 
future need for psychosocial support and one-third of the 

parents (33%) indicated a current or anticipated future need 
for psychosocial support for siblings. Approximately one-
third of the parents (35%) indicated that they would like to 
have contact with other parents with a chronically ill child 
for support.

A total of 85 parents (31% of all parents) left their con-
tact details for participation in a focus group, of whom 15 
parents (18% of the parents who left contact details) par-
ticipated in three focus groups. The researcher conducted 
telephone interviews with seven parents (8%). The other 63 
parents (74%) could not participate due to several logistical 
and practical reasons.

Questionnaire and Focus Groups/Telephone 
Interviews

Key findings that emerged from the questionnaire and the 
focus groups/telephone interviews are reported below, 
grouped into three sections: themes to address in the inter-
vention, type of psychosocial intervention and practical 
preferences. Data from the questionnaires and data from the 
focus groups/interviews are presented separately for each 
section.

Which Themes are Important to Address 
in the Intervention

Questionnaire

The parents who indicated a need for psychosocial support 
for themselves (51% of all parents), reported that they would 
like a focus on their own (emotional) functioning (76%), on 
how to support their child in living with a CI (70%) and on 
family functioning (60%). Other themes suggested in the 
open question were: how to support the child/adolescent in 
achieving independence, autonomy and self-esteem, and 
guidance with special (financial) arrangements and differ-
ent agencies. (e.g. insurances).

Focus Groups/Telephone Interviews

Parents indicated that they needed support in accepting the 
diagnosis and how to cope with several difficult situations 
while raising a child with a CI (e.g. coping with different 
future perspectives). Parents also reported that they needed 
support concerning the impact of the child’s CI on the family 
and the partner relationship. Furthermore, parents would like 
to discuss how to take care of themselves next to all parent-
ing responsibilities. Finally, parents would like a focus on 
how to communicate with their work/school of the child and 
on practical information (e.g. financial resources). Accord-
ing to parents, an intervention needs to be solution-focused. 

Table 1   Background characteristics of parents and their children with 
a chronic illness (N = 272)

a Three females filled out the questionnaire together with their partner 
(male)

N Mean (SD) or %

Characteristics of parents
 Age in years 272 43.1 (7.3)
 Sex (Female)a 235 86
 Married and/or living together 246 90
 Number of (step)children living in your family
  1 34 13
  2 148 54
  3 63 23
  > 3 26 10

 Prior psychosocial support, yes 150 55
 … from a psychologist 94 35
 … from a (medical) social worker 51 19
 … from a child life specialist 27 10

Characteristics of children
 Age in years 272 10.7 (5.8)
 Sex (female) 125 46
 Chronic Illnesses (main diagnosis)
  Epilepsy 68 25
  Neurofibromatosis Type½ 57 21
  Diabetes Type 1 36 13
  Cystic Fibrosis 21 8
  Cancer 12 4
  Neurological disease (other than epilepsy) 11 4
  Migraine 10 4
  Other 51 19

 Second diagnosis 91 33



1242	 Maternal and Child Health Journal (2020) 24:1238–1247

1 3

Ta
bl

e 
2  

O
ve

rv
ie

w
 o

f p
ar

en
ta

l s
up

po
rt 

ne
ed

s, 
ho

w
 th

e 
ne

ed
s 

ar
e 

ca
te

go
riz

ed
 in

to
 th

em
es

 a
nd

 a
pp

lie
d 

in
 th

e 
se

ss
io

ns
 o

f O
p 

Ko
er

s 
O

nl
in

e 
fo

r 
pa

re
nt

s 
in

cl
ud

in
g 

gr
ou

p 
di

sc
us

si
on

s 
an

d 
ho

m
ew

or
k 

as
si

gn
m

en
ts

*H
om

ew
or

k 
as

si
gn

m
en

ts
 sh

ou
ld

 b
e 

co
m

pl
et

ed
 e

ve
ry

 w
ee

k 
be

fo
re

 th
e 

st
ar

t o
f t

he
 se

ss
io

n 
(e

xc
ep

t f
or

 th
e 

fir
st 

se
ss

io
n)

a  A
ll 

th
em

es
 a

re
 li

nk
ed

 to
 a

 se
ss

io
n,

 h
ow

ev
er

, s
pe

ci
fic

 c
on

te
nt

 is
 d

et
er

m
in

ed
 b

y 
pa

re
nt

s i
n 

ev
er

y 
se

ss
io

n 
(w

ha
t t

he
y 

w
an

t t
o 

di
sc

us
s)

b  C
B

T 
te

ch
ni

qu
es

 a
re

 u
se

d 
th

ro
ug

ho
ut

 th
e 

w
ho

le
 in

te
rv

en
tio

n

W
ha

t d
o 

pa
re

nt
s w

an
t?

H
ow

 a
re

 th
e 

ne
ed

s a
pp

lie
d 

in
 O

p 
Ko

er
s O

nl
in

e 
fo

r p
ar

en
ts

?

Pa
re

nt
al

 n
ee

ds
Th

em
ea

G
ro

up
 d

is
cu

ss
io

nb
H

om
ew

or
k 

as
si

gn
m

en
ts

*

G
ui

da
nc

e 
in

 a
cc

ep
tin

g 
th

e 
di

ag
no

si
s, 

co
p-

in
g 

w
ith

 a
 d

iff
er

en
t f

ut
ur

e 
pe

rs
pe

ct
iv

e,
 

ad
he

re
nc

e/
no

n-
ad

he
re

nc
e 

an
d 

pu
be

rty

Th
e 

C
I o

f t
he

 c
hi

ld
 (s

es
si

on
 2

: “
Th

e 
ho

sp
i-

ta
l”

)

A
cc

ep
tin

g 
th

e 
di

ag
no

si
s, 

ho
w

 to
 su

pp
or

t t
he

 
ch

ild
, s

uc
ce

ss
es

 a
nd

 st
ru

gg
le

s i
n 

m
ed

ic
al

 
tre

at
m

en
t o

f t
he

 c
hi

ld
 a

nd
 h

ow
 to

 h
an

dl
e 

di
ffi

cu
lt 

si
tu

at
io

ns
 in

 th
e 

ho
sp

ita
l

Re
ad

in
g 

a 
sto

ry
 a

bo
ut

 h
ow

 to
 c

op
e 

w
ith

 th
e 

di
ag

no
si

s &
 to

ge
th

er
 w

ith
 y

ou
r c

hi
ld

, m
ak

e 
a 

lis
t o

f s
itu

at
io

ns
 fo

r a
dh

er
en

ce
/n

on
-a

dh
er

en
ce

 
an

d 
di

sc
us

s h
ow

 to
 re

ac
h 

ad
he

re
nc

e

Th
e 

im
pa

ct
 o

f a
 C

I o
n 

fa
m

ily
 fu

nc
tio

ni
ng

, 
pa

rtn
er

 re
la

tio
ns

hi
p 

an
d 

ke
ep

in
g 

ba
la

nc
e 

in
 d

iv
id

in
g 

at
te

nt
io

n 
be

tw
ee

n 
si

bl
in

gs

Re
la

tio
ns

hi
ps

 w
ith

in
 th

e 
fa

m
ily

 (s
es

si
on

 3
: “

Th
e 

fa
m

ily
”)

W
ha

t i
s t

he
 im

pa
ct

 o
f t

he
 C

I o
n 

th
e 

ch
ild

 
w

ith
 C

I, 
si

bl
in

gs
, t

he
 re

la
tio

ns
hi

p 
w

ith
 y

ou
r 

pa
rtn

er
? 

W
ha

t a
re

 su
cc

es
se

s a
nd

 st
ru

gg
le

s i
n 

yo
ur

 fa
m

ily
?

Ta
lk

 w
ith

 si
bl

in
gs

 a
bo

ut
 w

or
rie

s t
he

y 
ha

ve
, 

m
ak

e 
a 

lis
t o

f t
hi

ng
s t

o 
do

 w
ith

 si
bl

in
gs

 a
nd

 
yo

ur
 p

ar
tn

er
 a

nd
 h

av
e 

qu
al

ity
 ti

m
e 

w
ith

 th
em

 
ea

ch

Ta
ki

ng
 c

ar
e 

of
 y

ou
r o

w
n 

bo
dy

 a
nd

 m
in

d,
 

pa
yi

ng
 a

tte
nt

io
n 

to
 o

w
n 

em
ot

io
ns

Ta
ki

ng
 c

ar
e 

of
 y

ou
rs

el
f b

es
id

es
 c

ar
eg

iv
in

g 
ta

sk
s 

(s
es

si
on

 3
: “

Ta
ki

ng
 c

ar
e 

of
 y

ou
rs

el
f”

)
W

ha
t i

s t
he

 im
pa

ct
 o

f t
he

 C
I o

n 
yo

ur
 o

w
n 

lif
e 

an
d 

em
ot

io
na

l f
un

ct
io

ni
ng

? 
H

ow
 d

o 
yo

u 
ta

ke
 c

ar
e 

of
 y

ou
rs

el
f?

Pr
ac

tic
e 

w
ith

 th
e 

re
la

xa
tio

n 
ex

er
ci

se
, t

ak
e 

tim
e 

fo
r y

ou
rs

el
f, 

gi
ve

 y
ou

rs
el

f a
 c

om
pl

im
en

t d
ai

ly

C
om

m
un

ic
at

io
n 

w
ith

 b
os

se
s/

co
lle

ag
ue

s a
nd

 
te

ac
he

rs
 o

f t
he

 c
hi

ld
 a

bo
ut

 th
e 

im
pa

ct
 o

f 
th

e 
di

se
as

e,
 p

ra
ct

ic
al

 in
fo

rm
at

io
n 

ab
ou

t 
in

su
ra

nc
es

 e
tc

Re
la

tio
ns

hi
ps

 w
ith

 o
th

er
s a

nd
 p

ra
ct

ic
al

 su
p-

po
rt 

(s
es

si
on

 4
: “

Ex
te

nd
ed

 fa
m

ily
 a

nd
 

fr
ie

nd
s”

)

W
ha

t k
in

d 
of

 su
pp

or
t w

ou
ld

 y
ou

 li
ke

 to
 

re
ce

iv
e/

do
 y

ou
 re

ce
iv

e?
 W

ha
t k

in
d 

of
 re

ac
-

tio
ns

 d
o 

yo
u 

ge
t a

nd
 h

ow
 d

oe
s t

ha
t f

ee
l?

 
W

ha
t w

or
ks

 o
r c

ou
ld

 b
e 

be
tte

r i
n 

th
e 

co
m

-
m

un
ic

at
io

n 
w

ith
 w

or
k/

sc
ho

ol
?

To
ge

th
er

 w
ith

 y
ou

r p
ar

tn
er

, w
rit

e 
do

w
n 

di
ffi

cu
lt 

qu
es

tio
ns

/re
ac

tio
ns

 y
ou

 g
et

 fr
om

 o
th

er
s a

nd
 

th
in

k 
of

 p
os

si
bl

e 
w

ay
s t

o 
re

ac
t o

n 
th

at



1243Maternal and Child Health Journal (2020) 24:1238–1247	

1 3

Table 2 presents parental support needs and how the needs 
are categorized into four themes to apply in the intervention.

What Type of Psychosocial Intervention Parents 
Would Like

Questionnaire

In Table 3, results on what type of psychosocial interven-
tion parents would like are presented. More than half of the 
parents would like information on a website. Individual 
counseling with a therapist, face-to-face in the hospital was 
attractive to a majority of the parents. Regarding a group 
intervention, parents preferred a face-to-face setting in the 
hospital. Almost a quarter would like a group intervention in 
a secured chat with the same therapist. When asked about an 
individual e-learning, most parents preferred a website with 
online assistance of a therapist.

Focus Groups/Telephone Interviews

All parents preferred a group intervention where they can 
share experiences and tips with other parents in a similar 

situation. As parents want to discuss different stages in the 
life of their child, intervention groups should be composed 
based on the (developmental) age of the child instead of 
the CI. Parents expressed a preference for face-to-face sup-
port, however, a combination of face-to-face and online 
sessions would also be appropriate. Most parents preferred 
to have the first session face-to-face, followed by online 
sessions. They thought it was important that the interven-
tion was guided by professionals.

Next to the type of intervention, the discussion about 
timing of the intervention came up in the focus groups. 
Parents indicated that they received a lot of information 
when their child was diagnosed with a CI. They experi-
enced trouble finding their way into psychosocial support 
and/or contact with other parents. Moreover, parents found 
it hard to seek for and accept psychosocial support. They 
considered consulting a psychosocial healthcare special-
ist as a failure and felt like they had to solve the problems 
themselves. Parents suggested a standard consultation 
with a psychosocial healthcare provider (e.g. psychologist, 
social worker) a few months after the child’s diagnosis 
and they emphasized that an intervention should be easily 
accessible.

Table 3   Parents’ answers on 
what type of psychosocial 
intervention they would like 
and their practical preferences 
for an online group intervention 
(N = 272)

Preferences for type of intervention N %

Information on a website 148 54
Information in a folder 85 31
Individual counselling of a therapist
 Face-to-face in the hospital 176 65
 Online individual counselling (the same therapist in all sessions) 92 34
 Via an open chat (openly accessible, each time a different therapist) 16 6

Group intervention with other parents and a therapist
 Face-to-face in the hospital 123 45
 Via a secured chat (each time the same therapist) 63 23
 Via an open chat (openly accessible, each time a different therapist) 16 6

E-learning
 On a website with online assistance 105 39
 On a website without online assistance 70 26

Practical preferences for an online group intervention
 Group composition
  Parents of children in the same age category 179 66
  Parents of children aged 0–18 52 19
  Parents of children with the same CI 9 3
  Other (e.g. matched on parent’s own age, no preference) 32 12

 Time of sessions
  Evening 153 56
  Morning 51 19
  Afternoon 13 5
  Flexible 14 5
  During the weekend 5 2
  Other (e.g. no preference, I don’t know) 36 13
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Practical Preferences for an Online Group 
Intervention

Questionnaire

A majority of the parents would like to participate in a group 
of parents of children in the same age category (Table 3). 
More than half of the parents prefers sessions planned in the 
evening, almost one-fifth prefers morning sessions.

Focus Groups/Telephone Interviews

Parents acknowledged the advantages of an online interven-
tion in terms of logistical and practical factors. They men-
tioned that the possibility to participate from home is a big 
advantage because it improves accessibility. However, in the 
beginning, parents were reluctant about an internet interven-
tion and preferred face-to-face contact. After an explanation 
of an online intervention and a demonstration of what a cha-
troom would look like, parents became more enthusiastic. 
In hindsight, parents told they had preconceptions about an 
online intervention (e.g. difficult to log on) which appeared 
to be incorrect.

Development of an Online Psychosocial Group 
Intervention for Parents

Based on the findings of the current support needs study, 
knowledge from former literature and the experiences of Op 
Koers developers and course leaders, an online CBT group 
intervention for parents was developed: Op Koers Online 
for parents. The intervention consists of six weekly morn-
ing or evening sessions of 90 min and one booster session 
four months after the last session. A fixed group of three 
to five parents chats under supervision of two psycholo-
gists (course leaders; the same psychologists throughout 
the whole course) in a secured chatroom. Intentionally, no 
webcam for video interaction is used, to keep the interven-
tion anonymous and the threshold for participation as low 
as possible.

The support needs of parents reported above could be 
categorized into four main themes for the intervention 
(Table 2): (1) the CI of the child, (2) relationships within 
the family, (3) taking care of yourself besides all caregiving 
tasks and (4) relationships with others and practical sup-
port (e.g. school, work). Corresponding topics for group 
discussion were added. Specific content of each session is 
determined by the participating parents: what they want to 
discuss about that theme. The first session is used for intro-
ductions and explanation about the intervention. In the last 
session, time is left to repeat topics, to address matters that 
have not been discussed due to lack of time and to reflect 
on the intervention. In addition to the chat sessions, parents 

can log on to their own personal environment where they 
can submit weekly homework assignments and view supple-
mentary background information (Table 2). CBT techniques 
are used throughout the whole intervention. For example, 
parents learn how to replace negative thoughts by useful, 
more positive ones (cognitive restructuring) and parents are 
supported in accepting the diagnosis by focusing on what the 
parent, the child with CI and the family still can do, instead 
of what they cannot do because of the CI. Moreover, during 
the whole intervention, course leaders emphasize the way 
thoughts influence how people feel and act.

Discussion

The aim of the current study was to develop an interven-
tion for parents of children with a CI based on their support 
needs. Support needs were assessed by combining the results 
from both quantitative and qualitative research.

First, important themes to address in an intervention were 
explored. A majority of the parents with a current or future 
need for psychosocial support would like an intervention 
that focuses on their own (emotional) functioning, how to 
support their child in living with a CI, family functioning, 
taking care of themselves, relationships with others (outside 
the family) and/or practical support. These themes are in 
line with important themes found in previous research (Case 
et al. 2015; Paterson et al. 2013; Pelentsov et al. 2015).

The second aim was to determine which type of psycho-
social intervention parents would like. The parents in our 
study preferred a face-to-face intervention over an online 
intervention. This preference is contradictory to parents’ 
practical possibilities, which was underlined by the low 
percentage of parents able to attend the focus group they 
signed up for. A potential explanation could be that parents 
have an incomplete understanding of what an online inter-
vention entails. Unfamiliarity with online interventions may 
lead to negative preconceptions and may cause parents to 
prefer the more conventional face-to-face setting. In the end, 
it is expected that practical and logistical advantages of an 
online format will overweigh parent’s wish for a face-to-face 
setting. Adequate explanation and demonstration will make 
an online format more feasible. It should be recognized that 
an online group intervention requires a well-developed and 
broadly accessible national IT system. Therefore implemen-
tation of Op Koers Online for parents was not suitable for 
use in countries and settings with less access to the inter-
net. Finally, parents indicated trouble finding their way into 
psychosocial support and/or contact with other parents of a 
child with a CI. This trouble is corresponding with former 
research which shows that parents of an ill child can feel 
isolated, the information they find online is lacking and peer 
support is desirable (Heath et al. 2018). The suggestion of a 
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standard psychosocial consultation after the child’s diagno-
sis that parents made is valuable.

The third aim was to assess practical preferences of an 
online group intervention. Parents preferred to participate in 
a group with parents of children from the same age category. 
When composing a group, attention should be paid to the 
developmental and calendar age of the child. Furthermore, 
most parents preferred sessions planned in the evening. 
Some parents indicated not to know their practical prefer-
ences for time of onset of the sessions. A possible expla-
nation could be the unfamiliarity with online interventions 
which can make it difficult to indicate a preference.

Based on the results of the support needs study, an online 
psychosocial group intervention Op Koers Online for par-
ents was developed. Parents’ preferences were mostly met, 
for example: the themes were established by the parents, the 
day and time of onset of the sessions is planned in consulta-
tion with participants, group composition is based on the 
age category of the children, a manual to support parents 
by logging on to the website and entering the chatroom was 
developed and the intervention is easily accessible (easily 
accessible website, participation possible from home). How-
ever, not all parents’ wishes can be granted. For example, 
parents preferred one face-to-face session followed by online 
sessions. However, to ensure anonymity and to eliminate 
practical and logistical barriers, a face-to-face session was 
not included. Instead, the course leaders speak to all par-
ticipants separately on the phone before the first session to 
introduce themselves, explain the chatroom and answer pos-
sible questions of participants. Finally, as revealed from the 
assessment of parental support needs, there will still be a 
group of parents who prefer face-to-face over an online set-
ting. For those parents, the option for face-to-face care in the 
hospital is always available.

Although we tried to involve as many fathers as mothers 
in the support needs study, the majority of participants were 
mothers. The underrepresentation of fathers can be due to 
several reasons, for example that mothers are mostly present 
at the hospital visits and/or have more time for participa-
tion in studies. However, fathers should not be forgotten. 
The ci of the child puts strain on parental (marital) relation-
ships and both parents are at risk for psychosocial problems. 
Therefore, Op Koers Online for parents was designed for 
all parents, fathers included. Although the content of the 
intervention is based the wishes mainly expressed by moth-
ers in the current study, we expect that the intervention will 
fit to fathers as well. The themes of the sessions are broad 
and the specific content of the sessions is determined by the 
participants in the group. When implementing the interven-
tion in clinical practice, clinicians should pay attention to 
fathers and motivate them to participate.

This study has some limitations. An open recruitment 
strategy was used, which eliminates the possibility to acquire 

and discuss information about response rates and differences 
between non-respondents and respondents. Furthermore, 
since fathers were underrepresented, we can not comment 
clearly on the representativeness of the results.

Conclusions for Practice

Based on parental support needs and the themes parents 
considered as important to address in an intervention, an 
innovative parent-focused intervention Op Koers Online for 
parents was developed to use in clinical practice. Op Koers 
Online for parents can be offered to parents after receiving 
the child’s diagnosis. The intervention is an important con-
tribution to the field, because the focus is on parents them-
selves, as opposed to existing parental interventions that 
focus on teaching parents how to support their children. Fur-
thermore, because the intervention has a generic approach, 
parents of children with rare illnesses have the opportunity 
to participate in a group intervention. An important finding 
is the fact that parents are reluctant about the online aspect 
of the intervention. Caregivers should be aware that it is 
important to explain and demonstrate the online intervention 
to parents, and to discuss possible preconceptions and/or 
misconceptions. For Op Koers Online for parents, informa-
tion booklets and an extensive login manual for (potential) 
participants were made. Another important finding is that 
parents suggest a standard psychosocial consultation after 
receiving the child’s diagnosis, to overcome the barriers for 
seeking for psychosocial support. We suggest that medical 
staff direct parents to the psychosocial department of the 
hospital for a standard consultation when their child is diag-
nosed with a CI.

Future research should examine the effects of Op Koers 
Online for parents. An RCT to assess feasibility and effec-
tiveness of the intervention is currently running (Douma 
et al., 2018).
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