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The global burden of mental illness is high. Mental illness and substance use disorders 
are the leading global cause of all non-fatal burden of disease [1, 2]. The World Health 
Organisation (WHO) reports that the burden of mental disorders continues to grow 
and it has a significant impact on health, and has economic consequences across the 
world. Mental disorders place an enormous burden on patients and their social net-
work [3]. This problem becomes even more pressing when the patient suffering from 
mental illness or addiction is also a parent. Children of parents with mental illness or 
addiction are at increased genetic, biological and psychosocial risk of developing prob-
lems themselves [4-8]. This thesis provides a comprehensive evaluation of an online 
programme designed to prevent children with mentally ill or addicted parents from 
developing similar problems. 

Prevalence of children who have parents with mental illness and/ or addiction 

The lack of international data on the proportion of children who have parents with a 
mental illness or addiction is a barrier to compare the severity of the problem in differ-
ent countries; however, there are some national data available. In the Netherlands 
400.000 people with children are diagnosed with a mental illness or addiction every 
year [9]. These parents have a total of 577.000 children younger than 18 years. The 
Netherlands is a small country and these children represent 17% of the total child 
population [10, 11], or one in every six children. This percentage does not include chil-
dren over 18 years old who have to deal with a parent with mental illness or addiction. 
The estimate is also a conservative one, because the national survey on which it is 
based only included population data for a selection of mental health disorders (mood 
disorders, anxiety disorders, ADHD and alcohol and/or drug dependency) and so it 
does not include the children of parents with other mental health problems (e.g. eat-
ing disorder or personality disorders and some other mental illnesses). Other northern 
European countries such as Sweden and Norway have also published estimates of the 
proportion of children who have parents with mental illness or addiction. The Norwe-
gian Institute of Public Health estimated in 2010, that 37.3% of children in Norway had 
at least one parent who had suffered from mental illness in the past year [12]. In Swe-
den a national report estimated that 7.8% of children born in 1987-1989 had a biologi-
cal parent who had received inpatient treatment for a mental health disorder or addic-
tion. In addition it was also estimated that, for this cohort of children, 26,000 children 
under the age of 18 year had at least one parent who was hospitalised because of 
mental illness or addiction [13]. These numbers do not include parents with less severe 
mental health or addiction problems who did not receive hospital care. In the United 
Kingdom a large national survey found that around 9-10% of women and 5-6% of men 
are parents currently experiencing mental illness. The same national survey found that 
as many as one in four children aged 5-15 years had mothers who were at increased 
risk of developing a mental illness [14]. Comparable numbers of prevalence have also 
been published elsewhere. In Canada a national survey found that one in six children 
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under the age of 12 years, (570,000 children) were living in households where one 
member (most likely a parent) met the criteria for one or more mood, anxiety or sub-
stance use disorders. This corresponds to 21.1% of children in this age group [15]. In 
Canada the proportion of older children with a parent suffering from mental health or 
addiction problems has not been calculated. In Australia population estimates indicate 
that 23.3% (1,082,403 children) of all children have a parent with mental illness, ex-
cluding substance use disorders [16]. In most countries the surveys show how pressing 
the problem of parental mental illness is, given that the prevalence is very likely to be 
underestimated due to restrictive criteria for the type and severity (whether or not 
inpatient treatment is required) of parental illness and age of children included in the 
statistics. Even these conservative estimates show that a large number of children 
have a parent with a mental illness or an addiction. 

Risk, exposure and impact 

There is a vast body of evidence showing that a child who is exposed to parental psy-
chiatric disorders or addiction is at increased risk (genetic, biological and psychological) 
of developing the same condition as the parent, or another mental illness or addiction 
problems [4, 5, 17-19]. It is reported that children of parents with mental illness or 
addiction are not only at higher risk of developing psychiatric disorders, but also at 
higher risk of developing behavioural problems or other related problems [4-6, 17, 20-
27]. At all ages these youngsters are at risk; in younger years they are at risk of neglect 
or abuse, which may lead to emotional or behavioural problems. At later ages they are 
at risk of developing serious mental health problems (e.g. depression or eating disor-
ders). The children of mentally ill parents are more likely to use professional mental 
healthcare services and suffer more physical illness than their peers [28]. Monitoring 
and providing help for these children during adolescence, may be particularly im-
portant as this is a transitional period during which many physical, mental and socio-
affective changes take place and many disorders first manifest at this time [29]. 

Interventions for children of mentally ill and/ or addicted parents 

Evidence of the increased genetic, biological and psychological risks faced by children 
of parents with mental health or addiction problems has resulted in the development 
of several intervention programmes in the Netherlands and other countries. Preven-
tive interventions are intended to prevent the onset of a mental illness, whereas cura-
tive interventions are intended to treat problems once they have manifested or been 
diagnosed [30, 31]. There are several types of preventive interventions; universal in-
terventions targeting the whole population, selective interventions targeting at risk 
groups, populations whose risks of becoming ill is above average and indicated inter-
ventions which target individuals who a had manifestation of specific risk factors 
[32].This thesis focuses on an intervention classified as a selective preventive interven-
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tion, targeted at children at risk of developing mental illness or addiction because of 
parental mental illness or addiction. 

Several educational websites have been developed to enable the children of mentally 
ill or addicted parents to find information, seek help or find peers in a similar situation. 
In addition, there are courses and programmes (interventions) targeting this popula-
tion up to the age of 25 years old. For the youngest group there are family interven-
tions and for adolescents there are face-to-face support groups. A complete list of 
Dutch interventions for children with mentally ill or addicted parents is provided in 
Appendix 1. This thesis focuses on the population of adolescents (defined as those 
aged 16-25 years old) with parents with mental illness and/ or addiction and on the 
online Kopstoring course. Kopstoring has recently attracted the attention of experts in 
other countries such as Sweden and United Stated of America. 

Kopstoring: an online preventive course 

In 2006 the Kopstoring course was launched for adolescents from 16 to 25 years old 
with a parent with a mental illness or addiction. Kopstoring was developed at the 
Trimbos Institute and is embedded in an informative website, www.Kopstoring.nl, 
which provides several other services as well as the Kopstoring programme. Kopstoring 
consists of eight consecutive weekly online meetings using a ‘chatbox’ and a ninth 
meeting intended for evaluation. The aim of the intervention is to strengthen protec-
tive factors, such as self-management skills and psychological wellbeing, and thus pre-
vent the development of psychological disorders. The experts (prevention workers and 
psychologists from mental health care institutions) involved in the delivery of the in-
tervention are specialists in problems related to having a mentally ill or addicted par-
ent and in prevention of mental health problems in young people. The intervention is 
protocol-driven and highly structured. The themes of the eight meetings are as fol-
lows: getting acquainted with the home situation, roles in families, thoughts and feel-
ings, questions about addiction and mental health problems, different styles of behav-
iour, social networks and leading your own life: social networks and the future. Partici-
pants are required to carry out homework assignments every week [33]. 
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Data used in this thesis 

Data was collected from an online multi-centre, randomized controlled trial, per-
formed in the Netherlands. The first steps taken, were recruitment and enrolment of 
offspring (in the 16-25 years age group) of parents with psychological or addiction 
problems. Recruitment has been carried out by the Trimbos Institute (Netherlands 
Institute of Mental Health and Addiction) and Maastricht University in close collabora-
tion with and nine mental health services providers1. Several online and offline re-
cruitment strategies have been used to reach this vulnerable population. After re-
cruitment, enrolment has taken place and screening was carried out by professionals 
of the nine mental health services providers. The second step was random allocation 
of the participants to either the Kopstoring course or a six-month waiting list control 
group. After these steps, baseline and follow-up measurements were conducted to 
collect data for the evaluation in this thesis. Additional qualitative data about service 
utilisation on youngsters in need of mental health care was collected through in-depth 
interviews with experts from the Netherlands, the United Kingdom and the United 
States of America. 

Research context 

The context in which the studies included in this thesis were performed, was very 
complex. Data was collected in a period of financial pressure on the youth mental 
health care system and on the mental health services providers in the Netherlands. In 
addition, the online evaluation study and the online context of Kopstoring interfered 
with the requirement of obtaining written consent of participants, a statutory provi-
sion of the Dutch Medical Research Involving Human Subjects Act (WMO). Third, ob-
taining parental (in this case from the patient) written consent to approve their child’s 
participation in the evaluation study influenced the recruitment and enrolment of 
participants in the evaluation study. 

Financial pressure 
In 2010, the year before the start of the randomized controlled trial, two Kopstoring 
courses were provided (with 7 participants in total). Provision of the courses was fund-
ed by the mental health services providers. At the start of the research project, there 
was no funding available to reimburse provision of the Kopstoring course. Mental 
health service provides were under so much pressure that two mental institutions2 
were forced to quit providing Kopstoring courses. At the same time (2011) the number 
of participants for the Kopstoring courses ascended to 31. Therefore, the need to at-
tract new mental health service providers and funding for provision of the course was 
deemed necessary. During the course of the randomized controlled trial courses were 

                                                                 
1 GGNet, Dimence (recently mindfit), GGZ Oost Brabant, Reinier van Arkel (recently Ypse), GGZ NML (recent-
ly VVGI) & Riagg Zuid, Context, Brijder, Optiment (recently Eleos) 
2 Gelderse Roos (recently Indigo) & De Grote Rivieren 
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funded by the Innovatiefonds zorgverzekeraars [34], which allowed the research team 
and the providers to search and recruit additional mental health services providers to 
provide the Kopstoring course. Nevertheless, the financial pressure on the profession-
als and managers was enormous and there was a continuous risk of losing profession-
als due to this financial pressure. The financial burden caused a lot of turmoil for the 
professional providers and complicated the recruitment process of the evaluation 
study. 

Online intervention and evaluation 
The evaluation study was designed in such a way that interference with the provision 
of the Kopstoring course was avoided. Data for the evaluation study was, in accord-
ance with the intervention, collected entirely online. Registration, screening, enrol-
ment, randomisation and measurements were all performed online. In the case of the 
Kopstoring evaluation, the study was subject to the Dutch Medical Research Involving 
Human Subjects Act (WMO), which required a written signed informed consent from 
participants [18-25] and in addition for minors (16 and 17 year old) a written informed 
consent from the parents or legal guardians. Obtaining written informed consent in-
stead of online informed consent for the evaluation study, and not for the Kopstoring 
course itself, caused a situation in which participating in the Kopstoring course (not the 
evaluation study) was preferable over participating in both the course and evaluation. 
Participating in both would force them to send written forms for the evaluation study 
while for the Kopstoring course online consent was sufficient for participation. In addi-
tion, participants aged 16 and 17 year old, able to give legally binding (online) consent 
for participation in the Kopstoring course, needed to send back their written informed 
consent forms and written informed consent forms of their parents or legal guardian. 
The requirement of obtaining written informed consent in an entire online health 
setting, created a situation in which participating in the evaluation study of Kopstoring 
would actually yield many disadvantages. This complicated the enrolment of partici-
pants in the randomized trial. 

These contextual problems led the research team to make modifications to the trial 
design during the trial period.  
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Objectives of this thesis 

The overall objective of this thesis is to evaluate the clinical, methodological and judi-
cial perspectives and participants and providers perspectives of the online Kopstoring 
course for adolescent children of parents with mental illness and/ or addiction. 

Outline of this thesis 

The first chapter of this thesis (Chapter 2) describes the design of this online, multi-
centre trial. Chapter 3 reports a process evaluation of participants’ and providers’ 
experience and perspectives. Chapter 4 describes the short term clinical effectiveness 
of the Kopstoring course, comparing the course with a waiting list control condition. 
Chapter 5 and 6 elaborate on problems encountered with the context of online inter-
ventions and evaluation. Chapter 5 assesses problems with identifying and measuring 
service use of children and youngsters and other factors relevant to economic evalua-
tions for young people with mental health problems. Chapter 6 describes important 
legal and ethical problems which make it nearly impossible to carry out online evalua-
tion research with vulnerable young people or on sensitive health problems. Chapter 7 
provides a discussion of the main findings and elaborates on the most important 
strengths and limitations of the research followed by recommendations for policy- and 
decision makers and future research. 
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ABSTRACT 
Background: Preventive interventions are developed for children of parents with men-
tal and substance use disorders (COPMI), because these children have a higher risk of 
developing a psychological or behavioural disorder in the future. Mental health and 
substance use disorders contribute significantly to the global burden of disease. Alt-
hough the exact number of parents with a mental illness is unclear, the subject of 
mentally ill parents is gaining attention. Moreover, there is a lack of interventions for 
COPMI-children, as well of (cost-) effectiveness studies evaluating COPMI interven-
tions. Innovative interventions such as e-health provide a new field for exploration. 
There is no knowledge about the opportunities for using the internet to prevent prob-
lems in children at risk. In the current study we will focus on the (cost-) effectiveness of 
an online health prevention program for COPMI-children. 

Methods/Design: We designed a randomized controlled trial to examine the (cost-) 
effectiveness of the Kopstoring intervention. Kopstoring is an online intervention for 
COPMI-children to strengthen their coping skills and prevent behavioural and psycho-
logical problems. We will compare the Kopstoring intervention with (waiting list) care 
as usual. This trial will be conducted entirely over the internet. An economic evalua-
tion, from a societal perspective will be conducted, to examine the trial’s cost-
effectiveness. Power calculations show that 214 participants are needed, aged 16-25. 
Possible participants will be recruited via media announcements and banners on the 
internet. After screening and completing informed consent procedures, participants 
will be randomized. The main outcome is internalizing and externalizing symptoms as 
measured by the Youth Self Report. For the economic evaluation, healthcare costs and 
costs outside the healthcare sector will be measured at the same time as the clinical 
measures, at baseline, 3, 6 and 9 months. An extended measure for the intervention 
group will be provided at 12 months, to examine the long-term effects. In addition, a 
process evaluation will be conducted. 

Discussion: Recent developments, such as international conferences and policy discus-
sions, show the pressing need to study the (cost-) effectiveness of interventions for 
vulnerable groups of children. This study will shed light on the (cost-) effectiveness of 
an online preventive intervention. 

  



 STUDY DESIGN | 21 

BACKGROUND 
This article describes the design and methods of a randomized controlled trial (RCT) 
evaluating the (cost-) effectiveness of an online digital preventive intervention for 
children of parents with a mental disorder or a substance use disorder. In Dutch this 
group is known as KOPP-children (Kinderen van Ouders met Psychiatrische 
Problemen). In English these children are often referred to as COPMI (Children of Par-
ents with Mental Illness). Even in their adulthood, COPMI-children are regarded as 
vulnerable. 

The prevalence of mental illness is increasing, worldwide [1]. Accordingly, some of the 
newly diagnosed patients are parents. Although international statistics about global 
prevalence are not yet available, the subject of mentally ill parents is gaining attention 
[1]. In the Netherlands every year about 864,000 parents meet the criteria for a DSM III 
(axis one) mental illness diagnosis [2]. In 2006 about 1.6 million COPMI-children, 
younger than 22 years, were living in the Netherlands [3], among a total Dutch popula-
tion of 16 million. More than 700,000 of these children are adolescents between 16 
and 25 years old, living with at least one parent who suffers from a mental health or 
substance use disorder. Internationally, the prevalence and incidence of COPMI is still 
unknown. The problems encountered by COPMI-children have a large impact on their 
lives, their social environment and on society as a whole. COPMI-children have, overall, 
a lower quality of life, and are likely to use health care and social care facilities fre-
quently. In addition participation in school and work can be a problem [4]. Previous 
studies in this field showed that COPMI-children have 50% likelihood of developing 
mental health problems themselves throughout life [5]. If a child has two (biological) 
parents with mental health or substance use disorders, the likelihood rises to 66% [3]. 
During their adolescence, two out of three COPMI-children experience serious prob-
lems in coping with a parental manifestation of mental or substance use disorder [4]. 
There is a growing interest in COPMI children, both nationally, as well as international-
ly. Recently, an international conference about the forgotten child, stressed the im-
portance of children of parents with mental illness [1]. COPMI have also come to the 
attention of politicians. In May 2009, for example, members of the Dutch parliament 
asked formal questions in the House of Representatives about the increasing preva-
lence of COPMI-children, the consequences of their situation and what solutions were 
needed. Thus, societal impact and political interest is growing nationally and interna-
tionally. 

To date, only two studies have examined the effectiveness of COPMI interventions. As 
a consequence most of the interventions developed for this group have not yet been 
evaluated and there is no evidence relating their cost-effectiveness [6]. 
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Two COPMI interventions used on a large scale in the Netherlands and elsewhere are 
based on face-to face psycho-educative family intervention. Literature shows that 
these psycho-educative interventions are effective in terms of protective factors [7, 8]. 

In spite the elevated risks, only a few prevention programs are offered for COPMI-
children and these reach only part of the target population. One of the options for 
improving accessibility is providing internet-based interventions (E-programs). In the 
Netherlands an E-program called Kopstoring has recently been developed. 

In brief the Kopstoring intervention is an online 8-week educative course which 
strengthens the coping skills of COPMI-children, and provides knowledge about their 
parents’ mental illness. In a secure chat box COPMI-children work through the themes 
of the course. Kopstoring is an online intervention for COPMI children aged 16 to 25 
years. 

In this study we will examine the (cost-) effectiveness of the Kopstoring E-program for 
COPMI-children. To our knowledge this is the first study to assess the (cost-) effective-
ness of E-programs for COPMI-children. Besides the information regarding cost-
effectiveness, this study will also yield information about COPMI-children’s use of 
healthcare resources. 

This study builds on an existing COPMI pilot study which assesses the effects of the 
online intervention [9]. E-mental health is a relatively new method for delivering inter-
ventions in the health care sector at affordable costs. A series of recent studies [10] 
have demonstrated the positive effects of E-mental health interventions and highlight-
ed features such as therapists being able to delegate routine aspects of their work to 
computers, thus freeing scarce resources for those patients most in need of it, and 
delivering interventions in a well-structured way based on the best available evidence 
[11]. Several systematic reviews [12, 13] have identified the effectiveness of E-mental 
health interventions. Despite a promising trend several authors stresses that both the 
effectiveness as well as the costs-effectiveness of E-mental health interventions need 
to be assessed [12, 14] 

In brief, the current study aims to examine the beneficial effects of online intervention 
for COPMI-children, weighing these against health and societal costs. Potentially, a 
preventive Kopstoring program will reduce symptoms, behavioural and serious psycho-
logical problems, strengthen the COPMI-children’s emotional and social functioning 
and coping skills, and improve their relationship with the ill parent. A decrease in the 
consumption of health care may follow. Production losses, leaving school prematurely, 
vandalism and costs related to service use outside the health care sector (social care) 
are also expected to be lower. This study will lead to more solid evidence-based infor-
mation about the Kopstoring program. This study will be the first to provide insight 
into the cost-effectiveness of a preventive E-program for COPMI-children. 
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METHODS/DESIGN 
The design will be a multi-centre RCT. The project will consist of an effectiveness study, 
an economic evaluation, and a process evaluation. 

Objective and research questions 
The main study objective is to evaluate the effects, cost-effectiveness and the process 
of providing an internet-based preventive intervention for COPMI-children from 16-25 
years old. 

The main research question is as follows: From a societal perspective, is the online 
psycho-educative prevention program Kopstoring a cost-effective program for reduc-
ing the symptoms of children of parents with mental or substance use disorders? In 
addition, is the intervention delivered in time and according to prevailing standards, 
according to the protocol and does it meet the expectations of caregivers and partici-
pants involved? 

The following sub-questions can be identified for the effectiveness study, the econom-
ic evaluation study and process evaluation: 

Effectiveness study 
1. Does the preventive online intervention reduce the child’s internalizing and 

externalizing symptoms and prevent behavioural and coping problems which 
are due to the parent’s mental illness? 

2. Does the preventive online intervention strengthen the child’s emotional and 
social functioning and coping skills? 

3. Does the preventive online intervention establish a higher quality of life for 
COPMI-children? 

Economic evaluation study 
1. From a societal perspective, is the delivery of the Kopstoring intervention, in 

comparison with waiting-list care as usual, preferable in terms of costs, ef-
fects and utilities? 
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Process evaluation 
1. Is the intervention delivered in time and does it meet accepted standards, ac-

cording protocol? 
2. Is the protocol being followed? 
3. What do participants expect from the intervention and what do they believe 

about the effect of the intervention (credibility and expectancy)? 

Design 
This study will consist of an effectiveness study, an economic evaluation study and a 
process evaluation. 

The basis of the effectiveness study will be a pragmatic randomized controlled trial 
(RCT), in which the Kopstoring program will be compared with a waiting list control 
condition which reflects care as usual (CAU). The interventions last 8 consecutive 
weeks with a ninth meeting after a month. Figure 1 presents the flow chart for the 
study. Cost and outcome measures will be taken at baseline and at 3 months and 6 
months after baseline in both conditions. An extended follow-up at 12 months will be 
conducted in the intervention arm of the trial, to monitor the long-term costs and 
effects of the intervention. 

In the economic evaluation we will compare incremental costs and incremental out-
comes of the Kopstoring intervention in relation to care as usual. This economic evalu-
ation will involve both a cost-effectiveness analysis (CEA) and a cost-utility analysis 
(CUA). The primary outcome measure for the economic evaluation will be the preven-
tion of the development of symptoms over the 6 months of follow-up. Within the cost-
utility analysis, outcomes will be measured by means of the standard Dutch version of 
the EuroQol. In the CEA, the incremental cost-effectiveness ratio (ICER) will be ex-
pressed as the incremental costs per point improvement on the Youth Self Report 
Questionnaire. The primary outcomes measured for the cost-utility analysis will be 
QALYs, based on the EuroQol utility scores. [15, 16]. In the CUA, the ICER will be ex-
pressed as the incremental cost per QALY. This economic evaluation will take a societal 
perspective, including all relevant costs and outcomes. 

Process evaluation 

During the study we will include a process evaluation in which we assess several as-
pects concerning the process of the execution of the intervention and how it is per-
ceived by caregivers and the recipients. We want to identify whether the execution of 
the RCT is going according to protocol and if so, whether the intervention is meeting 
accepted standards [17]. We will use qualitative methods to derive this information. 
We will interview the experts (caregivers) who are involved in the delivery of the Kop-
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storing program to gain knowledge about the factors which harm or stimulate working 
according to protocol. The recipients will receive a short questionnaire with items 
about aspects of the intervention. 

Credibility and expectations about internet interventions and specifically the Kopstor-
ing intervention will be measured at baseline and after receiving the internet interven-
tion. These results will be used for the process evaluation to gain knowledge about 
what respondents expect from this internet therapy and how they rate it in terms of 
credits. Caregivers will also be asked to fill in the Credibility and Expectancy Question-
naire. In addition, the statistics linked to the database system can be useful in deter-
mining whether the protocol was followed. 

 

 
Figure 1: Flow chart study design 
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Target population 

The target group is defined as young people aged between 16 and 25 years who have 
at least one parent suffering from a psychiatric disorder, multiple psychological disor-
ders or an addiction problem. For inclusion in our study, young people have no inter-
nalizing and externalising problems. This will be defined using the Youth Self Report 
List (YSR); the cutoff scores for girls will be a score of 21 and for boys a score of 16. If 
the young person has a score above the cutoff score, they will be referred for treat-
ment or other services. In addition, the young person has to be sufficiently fluent in 
the Dutch language, have access to the internet and be able to use a chat box, to par-
ticipate actively and be able to listen to other participants. For young people aged 16-
17 informed consent from the parent is also required. For those aged 18 and over, 
informed consent of the adolescent is sufficient. Those who are younger than 16 years 
or older than 25 years are excluded from our study. 

Recruitment 

COPMI-children will be recruited in several ways. First, they can be recruited through 
the online Kopstoring programme (http://www.Kopstoring.nl). This open website has 
information about the study and its objectives. Second, the mental health institutions 
who are cooperating in this project and provide the online programme give infor-
mation about the Kopstoring programme to potential respondents and can recruit 
young people through their websites, databases, networks and contacts. General prac-
titioners (GPs) will be informed about the study so they can also preselect eligible 
respondents. There will also be banners and links created for the internet. Public Rela-
tions (PR) will be led by the Trimbos Institute which has experts and experience in the 
field of recruitment and PR. 

Intervention 

The Kopstoring programme consists of 8 consecutive online weekly chat group meet-
ings and a ninth evaluation meeting in a chat box at the website http://www. Kopstor-
ing.nl. The aim of the intervention is to strengthen protective factors, such as self-
management skills and psychological well-being, and prevent the development of 
psychological disorders. The experts (prevention workers and psychologists from men-
tal health care institutions) involved in the delivery of the intervention are specialized 
in the field of COPMI problems and in the prevention of mental health problems in 
young people. The intervention is protocoldriven and well-structured. There are 8 
themes, so each week there is a new theme. The themes are; getting acquainted with 
the home situation, roles in families, thoughts and feelings, questions about addiction 
and mental problems, different styles of behaviour, social networks, leading your own 
life in relation to social networks and what is coming up in the future. The participants 
are required to carry out homework assignments before entering the chat box (chat 
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room) meeting [18]. The Kopstoring programme is part of an informative website 
which also provides an e-mail service and chat options, alongside the Kopstoring pro-
gramme. 

Care as usual in the Netherlands 

The control condition in this trial is a waiting list with unrestricted access to care as 
usual. Usual care in the Netherlands is a mix of several services. In this study, care as 
usual is not standardized and there are no protocols. Young people can request a lot of 
services: for example, a general practitioner, a psychologist, or mental health or insti-
tutional services such as counselling sessions. 

Sample Size calculation 

The sample size calculation is based on the ability to detect a medium size or larger 
clinical effect. This corresponds to a standardized mean difference (Cohen’s d) of d > 
0.45 [19]. We will test the hypotheses at a conventional power of (1 - beta) = 0.80 and 
alpha = 0.05, 2tailed (cf. Friedman et al., 1996). For this n = 78 is required per condi-
tion, therefore a total of 156 participants. Finally, we want to compensate for possible 
dropout during the trial. The drop-out rate from the pilot study was 28% [9]. We there-
fore need to enrol 156/(10.28) = 214 participants during the trial. 

Cost and outcome measurement 

Effectiveness study 
Clinical outcomes will be measured using various questionnaires. The primary outcome 
of the clinical effect study is the symptoms, complaints and well-being of the young 
person measured with three questionnaires, each focussing on a different aspect of 
symptoms, complaints and well-being. 

Youth Self Report List (YSR) of the Children Behaviour Checklist 

The Youth Self Report List will be used to measure each subject’s competencies and 
behavioural problems. The instrument is proven to be valid and has a good internal 
consistency [20,21]. The Youth Self Report List (YSR) is part of the Child Behaviour 
Checklist which is a questionnaire measuring internalizing and externalizing psycholog-
ical problems in young people [20,21]. The Self-Report List has three versions: one 
each for parents, teachers and young people. For this study we use the young person’s 
version. 
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Secondary clinical outcome 

The Effect Evaluation List (EEVL) is a Dutch questionnaire tailor-made for the online 
Kopstoring programme: it measures several aspects of coping skills and functioning. 
The instrument consists of 8 items in two main dimensions: biographical information 
about the respondent (19 items) and the effect of the COPMI intervention (61 Items). 
The EEVL has been proven to be valid and has good reliability [22]. 

Quality of Life (EuroQol 5D) 

The EQ-5D is a self-administered questionnaire. Both generic quality of life, as well as 
utilities, will be derived by means of the EQ-5D, which will be completed by the young 
people. The EQ-5D has been chosen because it is a widely used quality of life instru-
ment (nationally and internationally) and its reliability and validity is well established 
[23]. The EQ-5D contains 5 dimensions of health-related quality of life: mobility, self-
care, daily activities, pain/discomfort and depression/anxiety. Each dimension can be 
rated on three levels: no problems, some problems and major problems. In addition, 
the EQ-5D consists of a visual analogue scale (VAS) ranging from zero (worst imagina-
ble health state) to 100 (best imaginable health state). 

Utilities 

Utilities will be derived from the EQ-5D using the following steps. The 5 dimensions will 
be summarized into a health state. Utility values will be calculated for these health 
states, using preferences elicited from a general population, the so-called algorithms. 
One algorithm has been established using a general population from the UK, the Dolan 
tariff [24]. For the sensitivity analysis the Dutch algorithm will be used [25]. The utility 
values derived will be used to compute Quality Adjusted Life Years (QALYs). A QALY 
combines survival and utilities. The utilities at the three time points will be used to 
compute the Quality Adjusted Life Years gained (QALY) using of the area under the 
curve method. 

Symptom Checklist (SCL-90) 

The Symptom Checklist has 90 items, each answered using 5 options covering 8 di-
mensions. These dimensions are: phobia, anxiety, depression, physical complaints, 
insufficient acting and thinking, distrust and interpersonal sensitivity, hostility and 
sleeping problems. The SCL-90 is a psychopathology-indicator and covers both somatic 
and psychological symptoms. It takes about 20 minutes to complete and has been 
tested and appears to be a valid instrument [26]. 
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Economic evaluation study 
In this economic evaluation we collect data on service use to derive the costs of using 
these services. Collecting data on service use: 

Resource use questionnaire The use of the Kopstoring programme will be measured as 
well as the use of other resources both within and outside the healthcare sector. A 
questionnaire will be developed to measure the use of resources. 

Productivity losses (PRODISQ) Production losses will be measured using the PROduc-
tivity losses and DISability Questionnaire (PRODISQ), a module-based questionnaire. 
This questionnaire will be used only for those with a paid job. Three modules will be 
used for this study to gather data on absenteeism and presenteeism. Production costs 
will be calculated by using the friction cost method [27,28]. 

Productivity losses (PRODISQ) and School absenteeism For the young people who go 
to school, we adjusted the same three modules from the PRODISQ as we did to meas-
ure absentieesm and presenteeism among the working young persons. 

Process evaluation 
Qualitative Interviews Interviews will be conducted with the caregivers of the mental 
health services who provide the online Kopstoring programme. We will ask them ques-
tions about offering the programme as described in the protocol and about the pro-
cess of enrolment. In addition to conducting these qualitative interviews with caregiv-
ers, we will send a short online questionnaire to the programme respondents. 

Credibility/Expectations Questionnaire (CEQ) The credibility and expectations ques-
tionnaire, a 6-item list, is used to determine what the respondents expect from the 
online programme and how many credits they give the intervention. 

Credibility and Expectations will be measured by the Credibility/Expectations Ques-
tionnaire (CEQ) which consists of 6 items using a 9- or sometimes 10-point Likert scale. 
This instrument is meant to measure the expectations and credibility a person has 
about the received intervention [29]. The questionnaire can be used at baseline and 
during follow-up to compute the different scores in expectation and credits one gives 
to a particular therapy. In their article Borkovec et al show that the instrument has 
proven to be valid and that the psychometric properties are of good quality [30]. It will 
take around five minutes to complete the 6 items of this instrument. 
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Analyses 
Data will be analysed according to the intention-to-treat principle, which means includ-
ing data from all participants irregardless of whether they received the intervention or 
not. Missing data on the item level will be handled using SPSS missing values analysis. 
Completely missing measurements will be handled using multiple imputation. A base-
line analysis will be performed to examine the comparability of groups at baseline for 
both costs and outcomes. Differences in baseline will be controlled using applied 
methods to correct these differences [31]. Losses to follow-up will be described. 

The analysis consists of comparing the assessments and scores of the respondents on 
the questionnaires. Clinical outcomes after the intervention (8 weeks), at three 
months, six months and twelve months will be compared between groups and within 
groups, which means we want to compare the effect of the intervention in respond-
ents in the intervention and control groups and assess the additional effects before 
and after receiving the intervention. 

Economic evaluation study 
The economic analysis will also be performed according to the intention-to-treat prin-
ciple. Handling of missing data will be similar to the effectiveness study. A baseline 
analysis for the economic evaluation will also be performed to examine the compara-
bility of groups at baseline for both costs and outcomes. If necessary methods will be 
applied to control for differences in baseline [31]. Despite the usual skewness in the 
distribution of costs, the arithmetic means are generally considered to be the most 
appropriate measures to describe cost data [32]. Therefore, arithmetic means (and 
standard deviations) will be presented. Non-parametric bootstrapping will be used to 
test for statistical differences in costs between the intervention and control group. 
Nonparametric bootstrapping is a method based on random sampling with replace-
ment based on the participants’ individual data [33]. The bootstrap replications will be 
used to calculate 95% confidence intervals around the costs (95% CI), based on the 
2.5th and 97.5th percentiles. 

The incremental cost-effectiveness ratio (ICER) will be determined on the basis of in-
cremental costs and the effects of the Kopstoring programme in comparison with care 
as usual. The cost-effectiveness ratio will be stated in terms of costs per unit of out-
come; the cost-utility ratio will focus on the incremental cost per QALY gained. The 
ICER will be calculated as follows. ICER = (Ci - Cc)/(Ei - Ec), where Ci is the annual total 
cost of the Kopstoring group, Cc is the annual total cost of the care as usual group, Ei is 
the effects at the 6-month follow-up for the Kopstoring group and Ec is the effect at 
the 6-month follow-up for the care as usual group. The robustness of the ICER will be 
checked by nonparametric bootstrapping. Bootstrap simulations will also be conducted 
in order to quantify the uncertainty around the ICER, yielding information about the 
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joint distribution of cost and effect differences. The bootstrapped costeffectiveness 
ratios will be plotted subsequently in a cost effectiveness plane, in which the vertical 
line reflects the difference in costs and the horizontal line reflects the difference in 
effectiveness. The choice of treatment depends on the maximum amount of money 
that society is prepared to pay for a gain in effectiveness. Therefore, the bootstrapped 
ICERs will also be depicted in a cost-effectiveness acceptability curve, showing the 
probability that Kopstoring is cost-effective using a range of ceiling ratios. To demon-
strate the robustness of our base-case findings a multi-way sensitivity analyses will be 
performed in which assumptions in the base case analysis will be recalculated to assess 
whether they have influenced the incremental cost-effectiveness ratio (ICER), for ex-
ample by varying unit costs and volumes between minimum and maximum [33]. The 
bootstrap replications will be used to calculate 95% confidence intervals around the 
median costs, while the 95% CI will be based on the 2.5th and 97.5th percentiles. 

Process evaluation 
We will monitor whether certain aspects are going according to protocol and on 
schedule by qualitative interviews, data assessment and the use of the Credibility and 
Expectancy questionnaire. The analysis will consist of the following steps: 

1. Analyzing the qualitative interviews 
2. Comparing the results of the analysis with the standards and requirements in 

the protocol 
3. Identifying factors where the delivery of the intervention deviates from pro-

tocol (factors that harm working according protocol) and factors that stimu-
late working according to protocol (success factors) 

4. Analyzing the participants’ expectations and beliefs in the effects of the inter-
vention according the C&E questionnaire. 

Collaboration 

The initiative for this study came from Maastricht University working together with 
Trimbos Institute. This study will be conducted with support from professionals from 
several disciplines. The London School of Economics will be involved in the academic 
part of the study. Mental health institutions in the Netherlands will be involved in the 
delivery of the online preventative intervention, including Dimence (Deventer), GGNet 
(Warnsveld), De Gelderse Roos (Wolfheze), GGNet Apeldoorn, Dimence Almelo, GGZ 
Oost Brabant, De Grote Rivieren and GGZ Zuid Holland. The Trimbos Institute will be 
responsible for developing a PR-strategy and will be involved with the recruitment of 
participants. 

This study is registered in the Netherlands Trial Register, part of the Dutch Cochrane 
Centre (NTR1982). The ethical committee from Maastricht University Academic Hospi-
tal has given ethical approval for performing the experiment. 
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DISCUSSION 
The field of E-mental health and internet therapies is growing. Many new therapies 
have been developed, but few have been evaluated. A lot of them are preventative, so 
there will be no direct harm if effectiveness is not established. The implementation of 
evidence-based medicine means that the effectiveness and costs of new therapies and 
interventions should be established. This study will provide information about E-
interventions in Dutch society in general, but will also yield specific information about 
a vulnerable group of young people in society. In the event that we can show effec-
tiveness and cost-effectiveness, the aim will be to implement this intervention as 
standard care in the Netherlands. 

Methodological considerations 

Interventions in the field of COPMI-problems are relatively new and internet interven-
tions have scarcely been evaluated. Internet-driven research has the advantage of 
being anonymous, but it can be hard to keep participants in the study because there is 
no face-to face contact with the participants. The participants in this study are 16-25 
years old. When a minor is involved in scientific research, the informed consent of the 
parents as well as of the minor is needed according to Dutch Law (WMO art. 4). This 
requirement for extended consent might lead to the under representation of younger 
participants, as they might not want to inform their parents about participating in the 
study and therefore be unable to get their consent. 

Feasibility 

Feasibility was a very important key point in writing the proposal for the study. To 
establish effectiveness 214 respondents are needed. To ensure we could recruit suffi-
cient young people we devised a PR-strategy including high quality advertisements. 
Links banners and other methods for reaching the target population, will be used. A 
special budget has been reserved for this purpose. 

CONCLUSION 
Recent developments show the pressing need for studying the effectiveness of inter-
ventions for children of parents with a mental illness or substance use disorder. In a 
meeting of the House of Representatives in May 2009, critical questions were asked 
about the growing prevalence of COPMI-children and the lack of good interventions 
[34]. While E-mental health interventions are likely to be easily accessed by young 
people, there is a pressing need to study the (cost)-effectiveness of these recent de-
velopments in health care. There is hardly any evidence, but what exists is promising 
[12]. This study builds on this evidence and provides a unique opportunity for develop-
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ing research techniques in this new area, as well as supporting the provision of better 
services for COPMI. 
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ABSTRACT 
Background: Mental illnesses affect many people around the world, either directly or 
indirectly. Families of persons suffering from mental illness or addiction suffer too, 
especially their children. In the Netherlands, 864,000 parents meet the diagnostic 
criteria for a mental illness or addiction. Evidence shows that offspring of mentally ill 
or addicted parents are at risk for developing mental disorders or illnesses themselves. 
The Kopstoring course is an online 8-week group course with supervision by 2 trained 
psychologists or social workers, aimed to prevent behavioral and psychological prob-
lems for children (aged 16 to 25 years) of parents with mental health problems or 
addictions. The course addresses themes such as roles in the family and mastery skills. 
An online randomized controlled trial (RCT) was conducted to assess the effectiveness 
of the Kopstoring course. 

Objective: The aim was to gain knowledge about expectations, experiences, and per-
spectives of participants and providers of the online Kopstoring course. 

Methods: A process evaluation was performed to evaluate the online delivery of Kop-
storing and the experiences and perspectives of participants and providers of Kopstor-
ing. Interviews were performed with members from both groups. Participants were 
drawn from a sample from the Kopstoring RCT. 

Results: Thirteen participants and 4 providers were interviewed. Five main themes 
emerged from these interviews: background, the requirements for the intervention, 
experience with the intervention, technical aspects, and research aspects. Overall, 
participants and providers found the intervention to be valuable because it was online; 
therefore, protecting their anonymity was considered a key component. Most barriers 
existed in the technical sphere. Additional barriers existed with conducting the RCT, 
namely gathering informed consent and gathering parental consent in the case of 
minors. 

Conclusions: This study provides valuable insight into participants’and provid-
ers’experiences and expectations with the online preventive intervention Kopstoring. 
It also sheds light on the process of the online provision of Kopstoring and the accom-
panying RCT. The findings of this study may partly explain dropout rates when deliver-
ing online interventions. The change in the (financial) structure of the youth mental 
health care system in the Netherlands has financial implications for the delivery of 
prevention programs for youth. Lastly, there are few RCTs that assess the effectiveness 
and cost-effectiveness of online prevention programs in the field of (youth) mental 
health care and not many process evaluations of these programs exist. This hampers a 
good comparison between online interventions and the expectations and experiences 
of the participants and providers. 
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INTRODUCTION 
Mental illnesses affect many people around the world, either directly or through an-
other person. The prevalence of mental illnesses, such as depression, is high [1] and 
many among those who suffer from mental illness or addiction are parents. The fami-
lies of persons suffering from mental illness experience a degree of burden too [2,3]. 
Results of a Canadian survey show that 1 in every 10 children lives with a parent with a 
psychiatric disorder and 1 in every 6 children lives in a household with at least 1 person 
affected by a psychiatric disorder [4]. In these situations, mental illness is not only a 
problem for the patients, but also for their family and their children in particular. Vari-
ous studies report that offspring of mentally ill/addicted parents are regarded at risk 
for developing mental illness (eg, depression and anxiety disorders) themselves [5-8]. 

Although preventive interventions for children of parents with mental illness or addic-
tion are scarce, some interventions have been developed for this vulnerable group 
[9,10]. Most of these interventions are intended to be performed face-to-face and only 
a few are developed for online use. However, given the nature of the target group (eg, 
including minors, being at risk) and the problem being addressed, a face-to-face inter-
vention is associated with numerous challenges regarding recruitment and inclusion. 
National Dutch data show that with current face-to-face interventions, the target pop-
ulation was not reached sufficiently and information did not find its way to the popula-
tion [11]. The youth that were reached valued their anonymity and privacy, which 
makes face-to-face interventions less appealing. Therefore, online interventions seem 
to be a worthy alternative. 

In the Netherlands, 864,000 parents meet the diagnostic criteria of a mental illness or 
addiction [12,13]. An online preventive course (Kopstoring) for children of these par-
ents was developed. Kopstoring is one of the few online interventions for children of 
parents with mental illness or addiction disorders. The course is based on evidence-
based theories and a face-to-face course developed for the same population. The 
Dutch Kopstoring course is designed for adolescents from ages 16 to 25 years. A pilot 
study assessing the effects of the course showed Kopstoring to be effective in improv-
ing participants’ coping and mastery mechanisms [14]. 

The objective of this study is to gain knowledge about expectations, experiences, and 
perspectives of participants and providers of the online Kopstoring course. The re-
search questions were how was the process of the delivery of the online Kopstoring 
course perceived by Kopstoring participants and providers and what were their expec-
tations and experiences with this course?  
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METHODS 
A process evaluation was performed to evaluate the online delivery of Kopstoring and 
the experiences and perspectives of Kopstoring participants and Kopstoring providers. 
Interviews were performed with both groups. This section first describes the Kopstor-
ing course and the accompanying randomized controlled trial (RCT; trial registration: 
NTR1982 [15] and subsequently the methods used in this process evaluation. 

Intervention 

The Kopstoring course aimed to prevent behavioral and psychological problems in 
offspring at risk and was offered to adolescents from ages 16 to 25 years. The Kopstor-
ing course was an online 8-week group course with supervision by 2 trained psycholo-
gists or social workers from a participating mental health institution in the Nether-
lands. Every week a different theme was discussed and participants were expected to 
prepare for the weekly meetings by doing homework. The course had a preventive 
nature; therefore, adolescents were screened to ensure that they were not diagnosed 
with an illness as classified by the Diagnostic and Statistical Manual of Mental Disor-
ders, Fourth Edition (DSM-IV) diagnoses. Screening was executed by the mental health 
institutions. In addition, participants needed to have access to a computer with an 
Internet connection and be able to participate weekly. 

Alongside the process evaluation described in this paper, a RCT was conducted. The 
aim of the RCT was to examine the effectiveness and cost-effectiveness of the Kopstor-
ing course. Participants were randomly allocated either to immediate enrollment in 
the Kopstoring course (intervention group) or enrollment after a 6-month waiting list 
(control group). Because the course was completely digitalized, the recruitment was 
done mainly, but not exclusively, through online recruitment, including banners, Face-
book advertisements, links to the website, etc. In addition, articles were published in 
national and regional magazines and newspapers, school visits were performed, and 
an interview was broadcasted on a radio station. 

At the start of the project, 9 Dutch mental health institutions participated and each 
institution trained 2 professionals for the provision of the Kopstoring course. All 
planned Kopstoring courses provided during this study were provided by 7 profession-
als from 4 different mental health institutions. These providers were invited to partici-
pate in interviews. In total, 4 providers agreed to participate in an interview. 

The providers of the Kopstoring course were all female and approximately 30 years of 
age; all had a Master’s degree and had experience working in this field for 5 to 7 years. 
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Sample 

In this process evaluation, 2 groups were included: participants (n=13) and providers 
(n=4) of the Kopstoring course. 

The Kopstoring participants were selected from both the intervention and the control 
group of the RCT. Participants received an email in which they were invited to be inter-
viewed. 

To select participants for the interviews from the trial pool, a maximum variation 
strategy was used to gather information from a sample with as much variation as pos-
sible to collect as many different perspectives [16]. This was done by looking at several 
characteristics (eg, trial arm, age, sex, online and written consent for the trial, drop-
out). See Table 1 for the characteristics of the Kopstoring participants who were inter-
viewed. The interview sample is fairly comparable to the RCT sample. 

 
Table 1: Characteristics of interview participants versus trial participants 

Characteristics Interview participants, n (%) n=13 Trial sample, n (%) n=104 
Agea (years)   
 16-17 3 (23) 20 (19.2) 
 >18 10 (77) 84 (80.7) 
Sex   
 Female 12 (92) 93 (89.4) 
 Male 1 (8) 11 (10.6) 
Treatment group   
 Intervention 8 (62) 55 (52.9) 
 Waiting list control 5 (38) 49 (47.1) 
Adherence to Kopstoring courseb   
 Completed  11 (85) 97 (93.3) 
 Started but did not finish 2 (15) 7 (6.7) 
a Age at time of registration for the course 
b To this point, data were checked up until 6 months after registration due to the pending follow-up assess-
ments 
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Data Collection 

Data were collected through semistructured individual interviews with a list of topics 
to be discussed (Textbox 1). Interviews were held between November 2014 and Feb-
ruary 2015. The topic list was made by the research team in collaboration with the 
national coordinator of Kopstoring and the team of course providers. 

 
Textbox 1: Interview topic list for participants 

 

Anonymity was very important for offspring of parents with mental illness or addiction 
problems. Therefore, interviews were conducted over the phone. Participants decided 
the time of the interview so they could be sure they were able to talk freely. Interviews 
with the providers were also conducted over the phone, but due to time constraints 

Contextual information 

• Situation analyses 

• Context analyses 

Website Kopstoring 

• Views about website 

• Information delivery 

• Logistics website 

Effects of the course 

• Views about the course 

• Anticipated effects 

• Experienced effects before, during, and after the course 

• Barriers and success factors for completing the course 

Process and content-related aspects of the course 

• Components (themes) of the course 

• Tailor-made health care 

• Technical aspects of delivery online 

Research 

• Understanding study aspect 

• Motivation 

• Experience 
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not because of anonymity. Interviews were held in Dutch. Textbox 2 displays the topic 
list for the providers. 

Analysis 

The interviews were audiotaped and transcribed and identifiable information was 
removed to ensure anonymity. The interviews were analyzed by using inductive quali-
tative content analysis, specifically conventional content analyses [17]. This method 
helped provide an in-depth understanding about underlying perspectives and qualita-
tive methods are inductive and reflexive and it allowed the use of quotes [18]. As a first 
step, the interviews were read by 2 researchers separately to identify emerging 
themes and subthemes and then labels were attached to the parts related to these 
themes. Secondly, new themes were added to existing themes and labeled according-
ly. After the 2 researchers reached consensus, the interview data were clustered into 
themes and subthemes. Finally, citations of the interviewees were identified per 
theme and visualized in a data matrix. After approximately 13 interviews, no new in-
formation emerged from the interviews with the participants. 

RESULTS 
Five main themes emerged from the interviews: (1) background, (2) the requirements 
for the intervention, (3) experience with the intervention, (4) technical aspects, and (5) 
research aspects. In this section, each theme and its subthemes will be discussed from 
the participants’ and the providers’ perspectives. 

Background 
For the participants, the background mainly related to the motivation and reason for 
participation, the route to registration, and expectations of the online course. The 
providers’ background related to their experiences with the provision of similar face-
to-face courses and online interventions. 
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Textbox 2: Interview topic list for providers 

 

Participants 

Participants from the Kopstoring course generally had 2 routes to arrive at the point of 
registration. Analyses showed that it was either a slow, lingering process in which the 
person already had the intention to change the situation for some time and was look-
ing for a suitable way to address their needs or there was an acute situation which 
forced them to seek help right away. The following is an example of an acute situation 
that led to an immediate online registration: 

“There was a real occasion leading to why I registered. It was September 
last year and my mother had a psychosis…and she attacked me that 
night.” [Participant 12] 

Contextual information 

• Mental health institution 

• Personal background 

• General impression Kopstoring 

• Financial situation and implications (Mental health institution) 

Website Kopstoring 

• Views about website 

• Information delivery 

• Logistics website 

Provision, process, and content of the course 

• Views about the content of course 

• Advantages and disadvantages of online delivery 

• Experiences with provision of Kopstoring 

• Process from registration to allocation in group 

• Barriers and success factors for provision of the course 

• Technical aspects of delivery online 

Research 

• Motivation to participate 

• Experience with the study 
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A respondent for whom the situation was ongoing long before registration explained: 

“I had a difficult time dealing with the situation and with the fact that my 
brother was placed into care (out of house placement). Well, I really could not 
handle it well, so they advised me to register for the course.” [Participant 4] 

There was no difference in results reported by participants who registered under pres-
sure of an acute event or those who took their time to register for the course. 

For both situations, there appeared to be several facilitators, for example, a psycholo-
gist, school mental health worker, or a family member pointing out the online course 
or participants who found the course through an Internet search. Despite the different 
problems and family situations of participants (eg, one person had an addicted mom, 
another had a mentally ill father, and both parents were mentally ill for a third per-
son), the consequences, questions, and problems they were confronted with were very 
similar. 

Motivations to participate could be divided into 4 categories: (1) sharing experiences 
with persons in the same situation, (2) learning how to cope with ill parents, (3) learn-
ing how to cope with their own problems, and (4) learning about mental illness or 
addiction: 

“I hope it will be comforting for me to talk about my experiences with 
peers who went through the same experience.” [Participant 11] 

Most of the time, problems were not discussed with family members and friends. This 
explained their need for sharing with others who had been through the same experi-
ence. One participant explained this as: 

“In a certain way, it provoked a sense of relief learning that other people 
were actually going through the exact same experience.” [Participant 4] 

All participants had easy access to the website and experienced no problems with the 
registration process. During this process, all prospective participants were asked about 
their expectations of the online course. The answers were concise for the most part 
and participants had clear expectations regarding the content and the anticipated 
effect of the course. 

When asked about their goals, participants reported they expected to learn and un-
derstand more about their parent’s illness or addiction, to learn how to cope with the 
illness or addiction, and to learn how to improve the situation at home and decrease 
problems themselves. 
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One respondent explained that she hoped to find out how the situation got this “ex-
treme” and to learn to deal with her mom so that they could improve their relation-
ship and the situation. In accordance, other participants explained: 

“I expect this to be very helpful, mainly that I have more understanding about 
the cause of the symptoms and how to deal better with my mother. I hope to 
learn ways and also to detach myself from my mother.” [Participant 10] 

Prospective participants, aged 16 to 25 years, had well-defined expectations of the 
online delivery and effects of the Kopstoring course. 

Providers 

Providers’ general impression of the online delivery of Kopstoring was positive: 

“It is just a very good program that does not require any change. That is, 
of course, very important.” [Provider 1] 

In some cases, the Kopstoring manual was considered theoretically so well written that 
providers used the same manual for face-to-face groups for children of mentally ill or 
addicted parents: 

“Yes, I find that very good [the course manual/protocol]. I even use it as 
the manual in the face-to-face Kop-groups. This is because I consider it to 
be a very pleasant way how subjects are being discussed, which themes 
will be covered, like cognitive behavior therapy.” [Provider 3] 

Requirements 
There are some requirements when providing online interventions. Firstly, participants 
and providers needed a computer connected to the Internet, log-in codes, and some 
privacy. For the providers, a budget was necessary to provide the Kopstoring course. 
Some barriers were encountered at the organizational level and regarding the financial 
structure. 

Participants 

In general, there were no barriers encountered to meet the requirements; however, 
one of the participants mentioned that when moving house she did not have access to 
the Internet, which made it impossible to log on to that session. 

A second person explained that it was not always easy to find enough privacy in the 
house because there were always people around who did not know he was participat-
ing in the course: 
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“The only thing that was difficult was finding a place to separate 
myself from others, and just having a moment for myself. That was 
difficult.” [Participant 12] 

Providers 

Providers needed support from their managers within the mental health institution 
and adequate finances to provide the online course because online mental health 
interventions are not paid from public funds. In addition, providers of online anony-
mous interventions face the situation that costs will not be reimbursed by insurers due 
to the fact they cannot provide social security numbers or other personalized details. It 
is up to the management of a mental health institution to decide whether or not it is 
feasible to add Kopstoring in their portfolio. In addition, the financial situation and 
structure of mental health care divisions for minors (up to age 18 years) changed dur-
ing the course of the RCT. In short, municipalities became responsible for the policy 
and execution of budgeting of prevention interventions in youth mental health care. 
This shift had tremendous consequences for the delivery of mental health care inter-
ventions for youth up to age 18 years. In some institutions, prevention and youth de-
partments were declared redundant and, consequently, the institutions withdrew their 
consent to provide the Kopstoring course. There were many problems encountered 
with finding funding to provide the Kopstoring course. One provider explained: 

“Health insurers are not paying for delivery of Kopstoring because it is 
provided anonymously and a health insurer only wants to reimburse 
when they have all details from the client. So that means you have to 
provide them with a health insurer registration number and social securi-
ty number, everything, and we do not ask these details when providing 
Kopstoring because we want it to be anonymous. So the only remaining 
source is the municipality and...naturally the municipality actually only 
wants to pay for inhabitants of that municipality.” [Provider 1] 

Initially, the costs of the courses were reimbursed by additional funding obtained by 
the research team. This meant that when the study period ended, reimbursement of 
the courses also came to an end. One provider explained that once the research team 
did not fund provision of the courses anymore, their mental health institution stopped 
providing the Kopstoring course. 

Experiences with the Course 
Participants 

Participants described many different effects on their daily life and their problems. The 
first and most emphasized effect of the course was peer contact. Speaking with youth 
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in the same situation made participants feel less alone, relieved, and less guilty in 
some cases. The recognition of situations, problems, and decisions became something 
they could share with peers: 

“My friends did not understand me. I have tried to explain, but then they 
would just say “awhhh it will be fine” and that was so nice to...with peers 
who might have a slightly different situation maybe, but that they also 
felt lonely and that you...share the same and have compassion for one 
another.” [Participant 5] 

A second component that was considered very effective was the psychoeducative part 
of the course. Learning about the illness or addiction of the parent gave insight into 
the behavior of the parent: 

“I noticed that I experienced more peace with the fact that she has a drinking 
problem. It is the way it is and that will not change anymore.” [Participant 3] 

Furthermore, the participants learned tips and tricks on how to cope with the behavior 
and problem of the parent, which led to accepting the parent’s problem and more 
peace in the family in some cases: 

“Yes, I argued with my father pretty often if he had something going on. 
They said I should actually try to reduce these moments and I am able to 
do that now.” [Participant 1] 

Participants also reflected on the content of the Kopstoring course and all themes 
were deemed important for the course to be effective. Almost all interviewees pointed 
out that the “rate your week” component, which kicked off every session, was ex-
tremely valuable to them. “Rate your week” was a simple but effective way to share 
experiences about the past week and a platform for questions and peer contact. A 
respondent explained the working mechanism of “rate your week”: 

“Rate your week was very interesting for me. For your self-reflection on 
whether or not the week went well and that you were able to look back lat-
er to see how it was in the beginning of the course and how am I doing 
now? I really liked that; what are the positive things that make you also feel 

However, one of the sessions in which the educational component was key was men-
tioned to be a bit repetitive. 

Experiences with the online program also translated into barriers. Barriers that existed 
were lack of time to discuss the homework assignments, some participants mentioned 

very positive instead of focusing on the negative things.” [Participant 9] 
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the course focused too much on the younger participants (students), and a couple of 
participants mentioned the homework was complicated. 

Facilitating factors to adhere to the intervention and study were also mentioned. The 
online delivery of the intervention was mentioned as a major facilitating factor to start 
and finish the course. Firstly, online delivery was found to be convenient and ideal for 
participation in a safe and self-chosen environment. Secondly, online delivery protect-
ed the anonymity and privacy of the participant, which encouraged the participants to 
be more open: 

“Openness, yes...because it is online you do not have the feeling that eve-
ryone was looking at you. Then you can just write and maybe if you had 
to cry or so...no one was able to see that.” [Participant 8] 

An often-mentioned stimulating factor was the attitude of the provider. Most of them 
were easy to access and always available (by email) to answer questions and monitor 
the participant: 

“I noticed that whenever the trainer tells us that she is still available 
to answer questions after the end of the course, or emails or these 
kind of things, that felt incredibly nice, that someone is still there who 
takes time, yeah where you can lean on. So that I consider to be very 
pleasant.” [Participant 6] 

Only one participant mentioned that the attitude of the provider was not meeting her 
expectations. This participant stopped participating in the course after session 3 and 
was not included in the RCT. 

Providers 

All providers were satisfied with the content and agreed that all the important con-
cepts were covered. The most important aspect was considered to be the online deliv-
ery, which ensured anonymity for the participant: 

“Within the Kopstoring course, they [participants] can, of course, tell 
their story very anonymously. Nobody knows that you participate in the 
group and what is bothering you. That is a huge advantage; that it be-
comes easily accessible for youngsters, but that they nevertheless can 
benefit and become more aware of what is going on and get answers to 
their questions.” [Provider 2] 

For the content, the most important part was considered to be the exchange of expe-
riences during “rate your week” at the beginning of each session. 
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All providers were asked several questions to check adherence to the protocol. They 
indicated they followed protocol except for one rule: the protocol described delivery of 
the course should be done by 2 professionals together. In practice, all providers deliv-
ered the course individually due to cost reductions. This was, however, not considered 
to be a barrier because providing the course for a group of up to 6 participants was 
highly manageable for one provider. There were some (technical) barriers experienced 
for the online delivery, but for providers the main barriers were experienced in the 
financial administrative field. 

Positive factors were described as the feasibility of the online delivery and the possibil-
ity to deliver the course from home, the interactive group process, and the growing 
number of participants: 

“That every time again I am so surprised how close a group can become 
online and that as quick as in the first session they are already so open. 
And that is due to the anonymity that participants are just so open and 
what they think or experience...Yes, I think that this is very special and that 
stimulates me to provide the course over and over again and just getting 
back from them that they appreciate being heard.” [Provider 1] 

Technical Aspects 
The technical component was found to be extremely important by both the partici-
pants and providers of the Kopstoring course. Not only were the technical aspects (eg, 
the website or the chat box) considered positive factors, the same technical aspects 
were mentioned as barriers for participating in or providing the course. Almost every 
interviewee mentioned technical problems of some degree (from having a slow system 
to being thrown out of the chat box) and providers also mentioned these disturbances 
interrupting the courses. However, there were no major incidents mentioned that fully 
hindered participation in the long run. 
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Participants and Providers 

The delivery of Kopstoring online was considered very positive; however, it seemed to 
also cause problems. Online delivery can be a double-edged sword; the convenience of 
the online aspect can be a pitfall at the same time. 

Technical aspects were the design of the website and the chat box. Both were consid-
ered well designed and suitable for the target population. The website was described 
as complete, clear, colorful, and cheerful, which for participants is important. Providers 
shared this opinion about the website: 

“Just by clicking on the website, I consider it quite clear...I think it is con-
venient when registering for the course that the data when courses are 
starting is visible.” [Provider 2] 

“I considered it [chat box] very well done that different persons were in-
dicated with different colors, so you were able to see who...to increase 
visibility.” [Participant 3] 

Barriers 
The technical problems described by both groups ranged from technical hiccups to 
some more prominent problems, such as not being able to log on to group sessions or 
being locked out by the system. 

Minor technical problems involved a slow system, not being able to see when some-
one was typing, unable to see homework assignments on the screen, and double mes-
saging occurring. These problems were mentioned, but were interpreted as minor 
problems and a consequence of an online working environment: 

“Sometimes it took like a minute or so before the text would be displayed 
or then it got stuck or we were removed from the chat box. Yeah every 
now and then we would struggle a bit.” [Participant 12] 

Providers also described experiencing the same minor problems. The technical plat-
form and responsibility related to the technical aspects were more numerous for the 
providers. They were responsible for all requirements to be met even before groups 
started online sessions.  
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Research Aspects 
Participants were confronted with aspects such as a 6-month waiting list, randomiza-
tion, extended follow-up, and questionnaires. It appeared that most participants un-
derstood there was a study linked to the Kopstoring course, but none of them could 
describe what the consequences were for them; regardless, patient information sheets 
were given to them by email, mail, and online: 

“I did know there were more groups where you could be allocated to, but 
I did not know that there was a chance you would have to wait half a 
year.” [Participant 12] 

Participants who were allocated to the waiting list believed they had to wait because 
the group was full. This explained why most participants expressed no strong negative 
experiences toward the research components. In some cases, the waiting list was ex-
perienced as problematic, although most participants accepted the waiting period: 

“Yes, there was one group and I was hoping I could start right away, but 
unfortunately no. I had to wait half a year. That was really annoying. I 
needed help at that particular moment.” [Participant 8] 

Most of the participants indicated altruism as the main reason for participating in the 
study, although others participated because “it is part of the course”: 

“I just hope that there are more young adults who get this opportunity to 
participate in this kind of course...that here is research, because yeah I 
feel that there is too little for Kopp? (children of mentally ill or addicted 
parents, for those groups).” [Participant 9] 

Participants provided feedback on the length of the questionnaires and some technical 
problems related to not being able to open links or links expiring due to waiting too 
long to fill out the questionnaire. From the interviewed Kopstoring participants, 2 per-
sons had incomplete data; when asked why, there was no specific reason, but they 
said they forgot. In addition, some of the respondents mentioned the phrasing of some 
of the questions. They disliked the questions because they were too focused on the 
younger participants (students) living with their parent(s). 

During the interviews, a couple reasons for the poor response rates were mentioned: 
laziness or forgetfulness and problems with parental informed consent in case of a 
minor. 

Participants were asked to give online consent and written consent sent by post. Only 
one participant did not send back the informed consent papers and, therefore, was not 
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a participant in the RCT. She explained that she forgot to send the forms back, whereas 
the other participants had clear motivations for participation in the study. Some mi-
nors sent back their informed consent papers, but not those of their parents, stating 
they did not wish their parents to know let alone sign a consent paper for participation 
in the study. Some minors found a way to let their parents sign. 

Providers 

For providers, the research aspects were proper barriers. The back office and technical 
interface changed so much with the migration to the study environment that the coor-
dinator was forced to invest time into teaching herself the new system. Providers also 
pointed out that the inclusion of participants in the study would have been smoother if 
the research team had listened to their advice concerning some of the requirements 
for study inclusion: 

“What I consider to be a real pity is that not enough weight is given to 
the advice of the professionals from the mental health institutions. 
...Yeah, youngsters score incredibly high...if you are shocked by that as a 
researcher...It doesn’t surprise or shock me anymore because I know that 
they score high, and I think it is very important to just reach out to these 
youngsters for participation in Kopstoring and motivate them to seek 
help.” [Provider 1] 

One other barrier mentioned was the frustration they had to deal with when a person 
was allocated to the waiting list control group. Providers explained, “It is the way it is 
when doing research but it remained sad you had to disappoint a person who needs 
help right there and right then.” 

Every 3 weeks, a new group was started. In addition, due to the allocation of partici-
pants to the waiting list, the number of people in the groups was reduced. Starting 
with smaller groups was considered a disadvantage because it was difficult to reach 
the full potential of the course. 

Regardless of these barriers, providers were determined to reach the target number of 
participants for inclusion in the RCT. Their motivation was based on several stimulating 
factors. One provider explained that her opinion about the value of the product made 
her enthusiastic to provide the course and help with inclusion in the study: 
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“I think you are enthusiastic if you see the value of research. That will 
lead to results and, surely, I hope the results are good. You also notice 
that participants have very positive experiences and so you feel you are 
working/providing a good product, so I think it matters a lot and the fact 
that it is studied, I only cheer for that.” [Provider 4] 

Also, the interest and engagement of the researcher played a role in the delivery of the 
Kopstoring course and the willingness to help: 

“I enjoyed that you (researcher) were present at all meetings and gave an 
update on how the situation was and, yes, then we had an idea of what the 
situation was and that is what you are working towards.” [Provider 2] 

Providers explained there were barriers; despite these, they were able to work within 
the study parameters. 

DISCUSSION 
Principal Results 

To our knowledge, this study is the first evaluation of the experience of providers and 
participants with an online-delivered prevention course for offspring at risk. Therefore, 
this study differentiates itself from existing international literature and provides new 
information. The few process evaluations performed to assess experiences with online 
programs focus on online treatment, programs for somatic diseases, or and/or an 
adult patient population. The findings of this study give insight into the experiences of 
participants and providers of an online prevention course called Kopstoring. It sheds 
some light on experience with as well as barriers and facilitating factors of online de-
livery. It elaborates on the expectations and experiences of both participants and pro-
viders. Analyses showed similar experiences for the 2 groups despite their different 
perspectives. 

The main lesson learned from participants lies in their assessment of the course con-
tent and the barriers and facilitating factors for participating and adhering to an online 
course. The online aspect and anonymity proved to be important as well as their au-
tonomy to decide to participate without interference from anyone else. In the Nether-
lands and some other countries, minors (participants younger than 18 years) need to 
provide the research team with written consent and their parent’s consent for partici-
pating in a scientific study. This ignores the fact that minors can receive treatment 
(which is being assessed) of any kind from the age of 16 years without parental con-
sent. Youth are considered capable of making an informed decision about treatment; 
however, for a scientific study we doubt their ability to make an independent and 
informed choice [19]. This subject was brought up even by participants older than 18 
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years who said that if they had to provide parental consent, they would probably not 
have participated. They explained that we cannot expect them to ask their parents for 
consent when they are the root of their problems. There is a strong need to rethink 
the policy concerning consent in the case of interventions for vulnerable populations 
and interventions with a high level of anonymity (mostly online interventions). This 
statement endorses the debate in the literature questioning when a minor should be 
considered capable to give informed consent and therefore protect his/her anonymity 
[20,21]. Despite the differences in consent procedure for minors, no substantial differ-
ences between minors and participants older than 18 years are reported in this study. 

The lesson learned from the providers of the Kopstoring course lies partly in their pro-
fessional assessment of the content of the course, but mainly in the experience with 
providing online courses and the barriers and facilitating factors to provide the Kop-
storing course. Analyses showed that providers of online interventions in RCTs might 
feel ignored and may experience a gap between the research team and providers, 
even though the provider has many years of experience with providing online inter-
ventions in this target population. This implies that there is a need for closer collabora-
tion with providers, and perhaps even with the target population, when designing such 
interventions and accompanying studies [22,23]. Collaborating with stakeholders could 
have led to other research questions, methods, and the use of other questionnaires 
more suitable for the target population. 

The current situation in the Netherlands for children in need of mental health care is 
unsettling. This study could not have taken place in a more inconvenient time and 
political setting than it actually did. In the same period the RCT was running, political 
decisions forced youth mental health care out of the hands of mental health institu-
tions and made it subsequently a part of the local municipalities. Even if the results of 
cost-effectiveness studies, such as the Kopstoring RCT, show positive results, online 
interventions may not be provided due to the complex financial structure and lack of 
responsible bodies to finance online interventions. This also shows that implementa-
tion and implementation research in the Netherlands, but very likely in other similar 
countries, is nearly impossible for these types of intervention. 

Limitations of the Study 

There are several factors that could be considered to influence the findings of this 
study. The first is the number of interviews performed. One can question whether the 
small number of providers interviewed is sufficient to provide a complete overview of 
the ongoing issues. However, we do believe that providers who cooperated gave a lot 
of information about the Kopstoring course and the delivery of the course. We re-
mained with only 9 providers who provided more than one course and were totally 
informed about every research detail. Therefore, we believe 4 providers were a good 
reflection of the 9 remaining providers and the group appeared to be homogeneous. 
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For the participants, there is a different reason for the low response rate (42 people 
were invited, 17 responded, and 13 were eventually interviewed; response rate: 
13/42, 31%) for participating in this study. The target population appears to be ex-
tremely difficult to reach. As shown in the analyses, they wish their anonymity to be 
respected and feel “safe” in an online environment and not face-to-face or on the 
phone. In addition, a feeling of shame and guilt regarding their problems blocks them 
from sharing their experiences with a researcher. Despite this, the majority of the 
participants were enthusiastic about the online prevention course and potential bias 
might occur with this. It is possible that youth with negative experiences with the 
course or research were not willing to be interviewed. Additionally, due to the sensitiv-
ity of this problem and the fact that the parents are involved, youth might find it diffi-
cult to speak about this with a third party (ie, might feel like “airing their dirty laundry” 
in public). However, for both participants and providers, repetition in the interviews 
showed a level of saturation. 

A second limitation relates to the generalizability of the findings. It is noticeable that 
an overwhelming majority of Kopstoring participants, participating in the underlying 
RCT and this process evaluation, were female. This is probably not a good reflection of 
an open population, assuming there are an almost equal number of boys who have a 
mentally ill parent as there are girls. This leaves questions about generalizability unan-
swered. In addition, questions have been raised such as “are the findings useful in a 
similar online context, but with a different underlying intervention?” and “are the 
findings the same when comparing the online course to a similar face-to-face group?” 
It appeared that several factors added up; the online aspect, age, anonymity, and sen-
sitive problems and anonymity lead to barriers doing research within this vulnerable 
group. The results of this study focus on youth with parents with mental illness or 
addiction problems. Despite these factors, some general elements can be identified 
that are useful in other online settings, such as the aspect of anonymity, consent, and 
practical issues. 

CONCLUSIONS 
Online support for offspring of parents with mental illness or addiction problems is 
considered effective by the participants. There are not many RCTs performed to assess 
the effectiveness and cost-effectiveness of online prevention programs in the field of 
mental health care [24]. Consequently, there are not many process evaluations of 
these online prevention programs performed. This hampers comparison between 
online programs and process of delivery and expectations. In addition, a face-to-face 
group is set up differently in structure and has fewer participants; therefore, it is diffi-
cult to use it in comparison to an online program. In this respect, this study is unique 
and sheds some light on experiences and barriers for online provision of a prevention 
course in the field of mental health care. 
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The barriers for online provision of this health intervention are minimal, but the ones 
that exist lie in the technical sphere. Barriers for online research are multiple and 
touch on different aspects, such as informed consent, anonymity, lack of time, or just 
lack of interest. The findings of this study may explain partly why there are substantial 
dropout rates when delivering online interventions. The experiences of participants 
and providers of the Kopstoring course give valuable insights into the process of the 
online provision and study of Kopstoring. 
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ABSTRACT 
Background: Preventive online interventions for youth dealing with parental mental 
illness are promising, as they provide an anonymous low-threshold alternative to face-
to-face interventions. 

Aim: The aim of this study is to evaluate the short-term clinical effectiveness of the 
online Kopstoring course in a randomized controlled trial. 

Method: A group of 104 adolescents with parents suffering from mental illness or 
addiction were randomly allocated to the Kopstoring course or a wait-listed control 
group. The experimental condition consisted of usual care plus the online preventive 
Kopstoring intervention. This was compared to a control condition consisting of a wait-
ing list with unrestricted access to usual care. Measurements were conducted at base-
line and 3 months, with the Youth Self-Report (YSR) as its main outcome and the Cen-
tre for Epidemiologic Studies Depression Scale as its secondary outcome measure. 
Missing data were imputed. 

Results: No significant between-group differences were found on the YSR internalising 
problems scale (depression and anxiety problems) (difference score= -2.45; p=0.159). 
However, there is some evidence that internalising problems decreased in the inter-
vention group, whereas the control group showed few signs of improvement over the 
first 3 months. These differences were, however, not statistically significant. Analysis 
of complete cases (without imputation) showed a treatment effect on internalising 
problems. 

Discussion: Despite the statistically non-significant between-group differences we 
observed a trend in the within-group change scores in favour of the intervention 
group. The results have been obtained under several methodological, medical-ethical 
and financial difficulties. Low power was a limitation in this study. 

Conclusion: We found reductions in internalising symptoms scores favouring the inter-
vention group. However, none of the outcomes reached statistical significance. Due to 
effects of methodological, medical-ethical and organisational problems, the results of 
this study have to be interpreted with utmost care. It is recommended to enrich the 
Kopstoring course with effective methods to address internalising problems. Future 
effectiveness research, including clinical outcomes as well as coping skills, are needed 
on this and similar interventions for this target group. 
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BACKGROUND 
Worldwide, mental illnesses are highly prevalent [1]. A mental illness is not only a bur-
den for the patient but also for the family of the patient and those around them [2,3]. 
Parents are among those diagnosed with mental or substance abuse disorders. Fur-
thermore, there is a body of evidence indicating that when a child is exposed to mater-
nal or paternal disorders, he or she is at elevated risk of developing the same condition 
as the parent or developing another mental illness or addiction problem [4-9]. Bassini 
and his team estimated the number of children exposed to parental psychiatric disor-
ders by means of a national survey [10]. The results of this survey show that in Canada, 
one in every ten children under the age of 12 years lives with a parent with a psychiatric 
disorder, and one in every six children lives in a household where at least one person is 
affected with a psychiatric disorder [10]. The prevalence of parents meeting criteria of 
mental illness or substance use disorder in the Netherlands is about 405,000 parents 
annually. In total, these parents have 577,000 children younger than 18 years (minors), 
and of these children, 423,000 are younger than 12 years [11]. These children represent 
17% of the total child population [12,13], that is, approximately one in every six children 
in the Netherlands. 

Appropriate help and support for the children of these parents is important and bene-
ficial [5,14-16]. Although preventive interventions for at-risk offspring are provided 
only rarely, these interventions have been developed and have proven to be effective 
[17, 18]. The vast majority of these interventions, however, are face-to-face interven-
tions, and few have been developed for online use. It is immensely difficult to recruit 
these youngsters for face-to-face interventions because this means they cannot partic-
ipate anonymously; participation in face-to-face groups might endanger their privacy 
and would increase the probability that their parents learn of their attendance. In 
addition, participation in face-to-face interventions would include travel time. Online 
interventions carry the promise to overcome these obstacles. Online participation is 
anonymous, and users can take part from home without anyone knowing. 

The Kopstoring course, provided at www.Kopstoring.nl, is an online alternative to face-
to-face interventions for children of mentally ill or addicted parents (further referred 
to as COPMI, children of parents with mental illness, including addiction). This course is 
a an adapted version of the Dutch face-to-face course for COPMI adolescents and 
contains elements of the online Grip Op Je Dip course for depressed adolescents [19]. 
Developed by four mental health institutions and the Trimbos Institute, the Nether-
lands Institute of Mental Health and Addiction, the Kopstoring course is qualified as 
‘theoretically sound’ by the Dutch Committee for Youth Mental Health Interventions. 
The course has been designed for COPMI adolescents in the age range of 16 to 25, and 
results from a pilot study performed in 2007 were promising in terms of strengthening 
coping strategies and decreasing depression symptoms [20]. Thus, the course has been 
shown to be a potentially worthwhile and efficient alternative to individual face-to-
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face preventive interventions. Although the pilot study shows that the online course 
has potential, robust evidence for its effectiveness was needed. 

The aim of this study was to assess the short-term effectiveness of the Kopstoring 
course over three months using data obtained from a multicentre randomized con-
trolled trial. 

METHOD 
We conducted an online multicentre randomized controlled trial in the Netherlands. 
Details of the study’s design are provided below and can be found in the design paper 
of this study [21]. 

Changes to the trial design 

After start of the trial, a number of modifications in the trial design had to be imple-
mented, causing deviations from the original design protocol [21]. The changes con-
cerned the power calculation, the screening procedure and the choice of secondary 
outcome measures. All modifications were communicated with and approved by the 
Medical Research Ethics Committee (MREC). 

Initially, screening for existing emotional and behavioural problems was performed by 
means of the Youth Self Report. The concept was that potential participants with exist-
ing problems would be excluded from the trial, as the Kopstoring intervention aims to 
prevent these problems, not cure them. However, after start of the trial the majority 
of potential participants scored above the cut-off–point, which led to their exclusion. 
Meanwhile, in clinical practice, the Kopstoring course had been successfully offered to 
many comparable participants without applying the YSR in the screening procedure. 
Therefore, applying the YSR score intended as a screening instrument, turned out to be 
unfortunate, as the majority of potential participants had to be excluded because they 
scored above the cut-off point. In addition, the a-priori choice of using the Symptom 
Checklist-90 (SCL-90) as a secondary outcome measure appeared to be ill-suited. The 
SCL-90 was too long and captured too many of the same complaints of the target pop-
ulation as the YSR. Therefore, the Centre for Epidemiologic Studies-Depression Scale 
(CES-D) was used instead, which is a much shorter instrument and focuses on captur-
ing internalising problems. In addition, the recruitment problems and the availability of 
new information about the correlation of YSR measures, were reasons to reconsider 
the initial (conservative) power calculation. The changes are described in more detail 
below. 

Participants 

Dutch-speaking adolescents aged 16 to 25 years with at least one parent suffering 
from a mental disorder or substance use disorder were eligible to enrol in the online 
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preventive course. Prevention is the aim of the Kopstoring course. Therefore, we ex-
cluded people meeting the diagnostic criteria of DSM-IV disorders and those who 
showed any indication of suicidal ideation. Professionals from 9 mental health services 
who offered the online intervention checked and monitored this. In addition, partici-
pants were excluded if they had no access to the internet via a computer. Written 
informed consent was obtained, as was additional parental consent in case of 16- and 
17-year-old participants. Participants received an incentive (70 euro) for completion of 
all questionnaires. 

As mentioned, this screening procedure is a deviation from the screening procedure 
described in the protocol [21] and was implemented 9 months after trial commence-
ment. Initially, the YSR was used as a screening instrument, as per protocol, whereas 
after 9 months, the Effect Evaluatie Lijst (EEVL) was used as screening instrument in-
stead of as secondary outcome measure. In addition to administering the EEVL, the 
potential participant was asked if they were diagnosed with a DSM IV classified disease 
and a check for suicidal ideation took place. In case of any doubt regarding the severity 
of symptoms the procedure allowed for ‘extra screening questions’ to determine the 
eligibility of the person. All other in- and exclusion criteria remained unchanged. 

Interventions 

In this multicentre study, we compared two groups: a group that received the inter-
vention (named Kopstoring) and a group that was placed on a waiting list for 6 months 
(as explained below). 

Kopstoring: 
The Kopstoring program is an online course program consisting of eight weekly chat 
group meetings in a secure chat box. The aim of the intervention was to strengthen 
protective factors, such as self-management skills and psychological wellbeing, and 
prevent the development of psychological disorders [21]. Prevention workers and 
psychologists from mental health services trained in the delivery of online preventive 
interventions provided the Kopstoring program. The intervention was protocol driven 
and well structured. The course had eight themes, so each week there was a new 
theme. The themes were: home situation, roles in families, thoughts and feelings, 
questions about addiction and mental problems, different coping styles, social net-
works, leading your own life in relation to others, and what was coming up in the fu-
ture. The participants were required to carry out homework assignments prior to every 
online meeting. 

 

Waiting list (care as usual): 
Participants allocated to the control condition had to wait 6 months before they could 
participate in the Kopstoring course. They had unrestricted access to care as usual 
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while wait-listed. Participants allocated to the waiting list were monitored by the men-
tal health service, which screened them in case symptoms increased or began mani-
festing. 

Data collection procedure 

Participants were screened for eligibility. Informed consent forms were sent out to the 
eligible participants, along with an invitation to fill in the baseline questionnaires. Par-
ticipants were then allocated to either the intervention or the waiting list condition 
using a permuted block randomisation procedure [22, 23]. At 3 and 6 months after 
baseline, participants were invited to fill in a set of questionnaires. Participants allo-
cated to the intervention group had an extended follow-up with measurements at 9 
and 12 months after baseline. For this paper, we analysed the effects at the 3-month 
follow-up. The number of respondents who filled out questionnaires at baseline, 3 
months and 6 months was very low (31 respondents (29.8 %)). Due to this amount of 
missing data we only considered the short term effects of Kopstoring for this paper. 
(The high amount of missing data is further described in the discussion section). 

Outcomes 

Primary outcome measure: 
The primary outcome measure was the Youth Self Report (YSR), which is part of the 
Achenbach’s Child/Adolescent Behaviour Checklist from T. M. Achenbach. We used the 
Dutch translation [24]. This questionnaire measures internalising and externalising 
psychological problems in adolescents. The total score of internalising measures is the 
combination of three scales: anxious/depressed scale, withdrawn/depressed scale, and 
somatic complaints. The total score of the externalising scale is the combination of two 
scales: rule-breaking behaviour and aggressive behaviour. Due to a technical problem 
with administering the online questionnaires, one item in the externalising scale was 
not correctly processed. Therefore, all participants were assigned a ‘missing’ value on 
that item. We do not expect this to have caused any relevant bias, as all patients re-
ceived the same score. The total score of the YSR is the sum of all nine scales. Clinical 
cut-off scores for the internalising scales were scores of 16 and higher for men and 21 
or higher for women, and borderline clinical scores on the internalising scales were 
scores of 14 or higher for men and 18 or higher for women. For externalising scales, 
clinical cut-off scores for men were 18 or higher and for women 20 or higher [24]. The 
YSR was measured at baseline and at 3 months after baseline. The smallest clinically 
relevant difference for the YSR is 0.45 [25]. 

Secondary outcome measures: 
The Centre for Epidemiologic Studies-Depression Scale (CES-D) was used to measure 
depressive symptoms [26-28]. This questionnaire contains 20 items that measure the 
frequency of 20 symptoms of depression on a 4-point Likert scale. The higher the score 
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(range 0–60), the higher the indication of an existing depressed state. The Dutch web-
based CES-D questionnaire is a reliable instrument to use in a Dutch population [29]. 
The CES-D was measured at baseline and at 3 months after baseline. 

The initial design protocol described the use of the Symptom Checklist-90 as secondary 
outcome measure. The first YSR data observed during the screening phase revealed 
that symptoms and complaints were concentrated around the internalising problem 
scales of the YSR. This scale measures depression and anxiety. The SCL-90 is considered 
to capture these problems of the target population less accurately as opposed to the 
Epidemiologic Studies-Depression Scale (CES-D). 
All outcomes were self-reported by the participants. We used a service-use question-
naire specifically developed for this study, which measured healthcare use and services 
use outside the healthcare sector. 

Sample size 

For the initial power calculation, as mentioned in the published protocol [21], we com-
puted that 78 participants were required per condition, hence a total of 156 partici-
pants. This calculation was based on the ability to detect a clinical medium effect size 
or a larger effect size, which corresponds to a standardised mean difference (Cohen’s 
d) of d> 0.45 [25]. We will test the hypotheses at a conventional power of (1 – beta) = 
0.80 and alpha = 0.05, 2-tailed. Then we compensated for a loss of 28% drop-out based 
on the dropout rate observed in the pilot study [20] and this required a total of 214 
participants at baseline. 

 
The initial power calculation is based on the hypothesis that groups would be tested 
with an independent T test which appeared to be conservative. During the RCT period 
information became available about the correlation between the baseline and follow-
up measurement of the YSR. Incorporating this correlation in a modified power calcu-
lation resulted in a lower sample size to be recruited. 
 
The trial was designed to detect a clinically relevant standardised mean difference of 
d=0.45 on the YSR [25]. Setting the probability of a type-I error at 0.05, the power at 
0.80, and assuming a correlation between pre and post-test of r=0.7, we computed 
that 40 participants were needed in each condition, thus 80 in total. We compensated 
for a loss of 28% drop-out based on the dropout rate observed in the pilot study [20]. 
This required a total of 112 participants at baseline (Appendix 2 contains the detailed 
sample size calculations). 

Data analyses 

Before analysing the data, missing data were imputed using predictive mean matching, 
which assures no values out of range can be provided and is robust against misspecifi-
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cation of the distribution of the data and misspecification of the imputation model 
[30]. We assumed data were missing at random, conditional on other covariates (see 
below). To test the clinical effectiveness of Kopstoring, we computed change-from-
baseline scores for both groups for all major clinical outcome variables. Between-
group effects were estimated using analysis of covariance in which we corrected for 
differences in potentially confounding factors between groups at baseline. As gender 
and age could have confounded the outcomes, we have corrected for these variables 
in the covariance analyses. In addition, we have corrected for the baseline differences 
by including the baseline clinical measures (YSR and the CES-D) as covariates. The ad-
justed effects were compared to crude estimates in which no correction was applied. 
We also determined the proportion of participants who made clinically meaningful 
changes on the YSR and the CES-D [31]. Cohens d scores were calculated by subtracting 
the mean of the control group by the mean of the intervention group, divided by the 
pooled standard deviation from the entire sample [32]. All analyses were carried out 
using SPSS (IBM SPSS Statistics for Windows, Version 22). 

RESULTS 
Participant flow 

Recruitment was conducted both online and offline, with the emphasis on online re-
cruitment through advertisements on Facebook and Twitter as well as banners and 
links on websites related to the problems occurring. Offline recruitment focussed on 
public relation (PR) activities and consisted of articles in newspapers, local radio inter-
views, and so forth. PR activities of mental health services were focussed on creating 
awareness of the existence of Kopstoring. These activities focussed on the general 
population (schools etc.). Mental health providers did not recruit possible participants 
by using files of families dealing with parental mental illness. Recruitment began on 1 
February 2011 and lasted until 31 October 2014. 

Figure 1 presents the participant flow throughout the trial. In total, 299 potential par-
ticipants registered for Kopstoring. After a first screening, 46 participants were exclud-
ed due to an incomplete registration procedure. An incomplete registration procedure 
meant that the participant failed to complete to fill in the required registration ques-
tions and 3 screening questionnaires prior to participation. In addition, one double 
registration was removed. From the remaining potential participants, 252 participants 
were randomly allocated to one of the conditions of the trial. From these 252 random-
ly allocated participants, 26 participants withdrew from participation and 122 partici-
pants failed to return their written consent. The remaining 104 participants, who pro-
vided both online and written informed consent were allocated to the conditions as 
follows: Kopstoring (n= 55) or the waiting list control (n=49). 
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Figure 1: Participant flow chart 
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As mentioned, the screening procedure has been adapted after trial commencement. 
Using the initial screening procedure 34 (73.9%) out of 46 potential participants were 
excluded based on the exclusion criteria of scoring higher than the YSR cut-off score. 
No potential participant has been excluded based on the new screening procedure, 
however the ‘extra screening questions’ were used in the majority of cases to make 
sure participants were included based on complete information about the complaints 
and their situation. Participants included based on the initial screening procedure, 
fulfilled the inclusion criteria of the new screening procedure and were therefore eligi-
ble to participate. 

Baseline data 

Table 1 provides an overview of the baseline characteristics of the trial population. 
Despite randomisation, there was imbalance in the two groups with respect to both 
the nature of the problem (mental illness or addiction) and the number of parents with 
problems involved. 

 
Table 1: Baseline characteristics of the total sample 

Variable Kopstoring 
(N=55) 

Control 
(N=49) 

Total 
(N=104) 

Gender Female, nr (%) 46 (83.6%) 47 (95.9%) 93 (89.4%) 
Age (Sd) 

16-17 year, n (%) 
18 years and older, n (%) 

20.6 (2.6) 
9 (16.4%) 
46 (83.6%) 

20.1 (2.8) 
11 (22.4%) 
38 (77.6%) 

20.4 (2.7) 
20 (19.2%) 
84 (80.8%) 

Nature of problem/Parent with problem 
Mental illness, n (%) 

Maternal  
Paternal 

 
29 (52.7%) 
23 (41.8%) 
6 (10.9%) 

 
33 (67.3%) 
23 (46.9%) 
10 (20.4%) 

 
62 (59.6%) 
46 (44.2%) 
16 (15.4%) 

Substance abuse/dependency, n (%) 
Maternal 
Paternal 

7 (12.7%) 
2 (3.6%) 
5 (9.1%) 

2 (4.1%) 
0 (%) 
2 (4.1%) 

9 (8.7%) 
2 (1.9%) 
7 (6.7%) 

Any combination of disorder & parenta 19 (34.5%) 14 (28.6%) 33 (31.7%) 
Nationality parent(s) 
Both parents Dutch, n (%) 
One parent not born in NL, n (%) 
Both parents born outside NL, n (%) 

 
45 (81.8%) 
5 (9.1%) 
5 (9.1%) 

 
38 (77.6%) 
6 (12.2%) 
5 (10.2%) 

 
83 (79.8%) 
11 (10.6%) 
10 (9.6%) 

a Both parents same problem, both parents different problems, both parents multiple problems, one parent 
multiple problems 
 

Attrition and loss to follow-up 

Attrition: Of the participants in the intervention group, one person did not begin the 
course directly; of the remaining 54 people, 47 attended the 8 sessions and the ninth 
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(evaluation session) missing one or two sessions, and seven attended the course ses-
sions, missing more than two sessions. We considered missing one or two sessions 
acceptable; therefore, the completion rate of the intervention (85.5%) was considered 
high. 

Loss to follow-up: From the 104 participants who were randomly allocated to one of 
the conditions, 11 (10.6%) provided no data at any time (included the baseline meas-
urement) and were therefore excluded for any further analyses. Of the remaining 93 
participants, 16 (17%) did not complete baseline questionnaires. The reason for non-
completion of questionnaires is unknown. Thirty-seven (40%) participants had incom-
plete data at 3 months. There were no significant differences in completion of ques-
tionnaires between the two groups (χ2= 0.80; p=0.778; df=1). This indicates the loss to 
follow-up was possibly random. 

Outcomes of the intervention 

Table 2 presents the clinical measures at baseline. One of the baseline imbalances we 
observed was that the control group scored lower on the clinical measures compared 
to the intervention group. This implies that the control group had an overall better 
state of health than the intervention group at the beginning of the study (a lower score 
means a better health state). To adjust for these baseline differences, we used the YSR 
and CES-D scores at baseline as covariates (in addition to age and gender) in further 
analyses. 

Youth Self Report (YSR) 

Table 2 shows the change generated by the intervention in terms of the mean raw 
scores on the YSR. The YSR scores were divided into two categories: internalising and 
externalising problems. The total score of the YSR is also included in the table. The 
emphasis of the effect of the intervention is on the difference in effect measured be-
tween groups before and after (at 3 months) receiving the intervention. 
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In the adjusted (covariance) analyses the outcomes show the same direction of 
change. The intervention group improved after receiving the intervention, as did the 
control group (a negative score means symptom reduction) for the internalising and 
total scores. For the internalising scale of the YSR as well as the total outcome on the 
YSR, the intervention group improved more than the control group (reflected in the 
negative difference and Cohens d score). As mentioned, for this target group, evidence 
shows the focus should be on internalising problems. This is the spectrum in which also 
our respondents score high compared to the externalising problems dimension. De-
spite the absolute clinical changes observed, the improvement of the intervention 
group is not statistically significant compared to the changes of the control group. 

Centre for Epidemiologic Studies- Depression Scale (CES-D) 

In addition, table 2 shows the clinical effects of the intervention measured on the CES-
D. Analyses of covariance show improvement for the intervention group after uptake 
of the intervention while the control group shows a positive score, indicating a worse 
state at 3 months as compared with the scores at baseline. The between-group differ-
ences at 3 months are not statistically significant. 

Reliable change 

For the Youth Self Report internalising scales we calculated the reliable change scores 
at 3 months after baseline [31]. For the YSR internalising scales a reliable significant 
improvement corresponds with a negative score (RC) and the sum score must cross the 
subclinical clinical threshold (male: 14; female: 18) [24]. In the intervention group, 19 
of the 32 participants who showed reliable improvement, were also recovered accord-
ing to the YSR cut of score. In the control group, 17 of the 21 participants who showed 
reliable improvement, were recovered according to the YSR cut-off score. Analyses 
(adjusted) show the differences between the groups were not statistically significant 
(OR=0.93; p= 0.881; 95% CI= 0.36-2.42). 

For the CES-D a reliable significant improvement corresponds with a positive change 
score of 5 points or more and the sum score must cross the clinical threshold of 22 
points to a lower score (based on Cuijpers, 2008 [33]). At 3 months follow-up, 19 
(37.3%) participants from the intervention group and 13 (31.0%) participants of the 
control group showed a reliable change on the CES-D. These differences between the 
groups were not significant (OR=0.94; p=0.902; 95% CI= 0.36-2.44). 

Complete case analyses and ancillary analyses 

In addition to the analyses we performed an (adjusted for covariates) analysis using com-
plete cases only (i.e. without imputed score values). This showed no differences in sign of 
the treatment effect on the YSR internalising (diff= -9.37; p=0.000; F=22.82; df=(1.26); d=-
1.54) and total score of the YSR (diff=-17.64; p=0.002; F=11.98; df=(1.26); d=-1.29) neither 
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for the Ces-D (diff=-5.13; p=0.232; F=1.499; df=(1.26); d=-0.54) except for the YSR exter-
nalising scales (diff= -1.30; p=0.430; F= 0.644; df=(1.26); d= -0.38). In the complete case 
analyses all differences scores (and Cohens d scores) are negative indicating the inter-
vention group shows a better improvement than the control group, however only for 
the YSR internalising scales and YSR total scores the effects show significant improve-
ment in favour of the intervention group.Covariance analyses, with adjustment for 
baseline differences, show a significant difference between the intervention and con-
trol group at 3 months after baseline on the Youth Self report. The complete case anal-
ysis indicates that the score of the intervention group is worse at baseline than the 
analyses where we imputed data (23.4 (SD: 11.1) compared to complete case mean 
27.7 (SD: 7.5)). The scores of the control group are slightly different (17.1 (SD: 10.7) 
compared to complete cases mean of 18.6 (SD: 10.1)). This analysis shows that there is 
an effect of the intervention after 3 months in favour of the intervention group on the 
internalising and total scales of the YSR 

DISCUSSION 
Main results 

In contrast to the main hypothesis, the findings of this study show there was no signifi-
cant difference between Kopstoring and care as usual during a 3-month follow-up 
period in terms of depressive symptoms and internalising and externalising problems. 
Complete case analyses (i.e., without imputed score values) replicate the same direc-
tion of effect for the clinical outcome scores but with a significant improvement in the 
intervention group on the internalising and total problems scale of the YSR. 

Comparison with other work 

This randomized trial examined the effects of an online intervention for adolescents 
dealing with parental mental illness or addiction. A straightforward comparison with 
existing effectiveness studies is hampered by the differences in target population and 
unit of analysis (mainly entire families instead of children). For populations in early 
adulthood, the effectiveness of depression prevention in the Netherlands has been 
demonstrated by van der Zanden et al.[34]. However, the studies assessing interven-
tions for online depression prevention focus on the patient and not on the person's 
offspring or surroundings. Although some studies performed in the Netherlands focus 
on the COPMI, they use different study designs; therefore, a comparison of study re-
sults would be difficult [35-38]. Only one Dutch study, performed by van Santvoort et 
al. [39], investigated the effectiveness of a support group for COPMI, but it concerned 
a family intervention provided face-to-face and therefore this is not a good compara-
tor either. 
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Limitations 

This study has several limitations. The randomized trial performed encountered sever-
al problems that might have influenced the outcomes of this evaluation. First, we have 
to conclude that this trial is underpowered. This methodological problem was partly 
introduced by the complicated informed consent procedure with the legal obligation 
to obtain written consent instead of online consent. The medical-ethical committee 
interpreted written consent as providing consent using a pen-and-paper medium [40]. 
The requirement of obtaining written consent led to several problems. Paper consent 
forms had to be sent out to a population that wishes to remain anonymous. These 
adolescents did not want their parents to know about their wish for online help for the 
symptoms or problems they experience because of their parents' problems. As many 
of the adolescents (51.9 % of the included sample) still live with their parents, we had 
to send the consent forms to their home addresses. From the 226 participants who 
gave online informed consent, only 104 (46%) returned their written consent for study 
participation. In addition, in the Netherlands, a person aged 16 and older is legally 
allowed to make decisions about medical treatment and is treated as an adult in the 
healthcare system. In contrast, for participating in scientific studies investigating the 
effectiveness of these medical treatments or interventions, informed consent is need-
ed from parents until the age of 18. For adolescents aged 16 and 17, this legal incon-
sistency means they can decide to have treatment but need parental consent to partic-
ipate in a scientific study assessing the effectiveness of that same treatment [40]. Par-
ticipants aged 16 and 17 were therefore likely to be underrepresented in this trial, and 
it is uncertain whether results can be generalised to this age group. 

A second limitation is a high amount of missing data due to incomplete questionnaires. 
The number of respondents who filled out questionnaires at baseline, 3 months and 6 
months was very low (31 respondents (29.8 %)). We therefore focussed on the short 
term effects of Kopstoring. A consequence is that we have not analysed longer term 
effects, which is a limitation. The reason for the high amount of missing data might be 
the low threshold of online evaluation studies.In contrast to what is hypothesised to 
be the case for online studies (online delivery is appreciated because it can be ac-
cessed whenever participants like, as many times as they like, etc. [41, 42]) we found 
no indication that adolescents are more responsive to or appreciative of invitations to 
fill in questionnaires through e-mail or online. The advantages of online data collec-
tion, for example, filling out the questionnaire in one’s own time, anonymity, and 
speed, also seem to be its disadvantages in this case. 

Thirdly, changing the screening procedure resulted in a population with moderate to 
severe clinical complaints, while it was expected that symptoms in the study popula-
tion would be largely subclinical. This raises the question whether the Kopstoring 
course, with its preventive nature, is ‘intense’ enough to help the adolescent offspring 
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of parents with mental health or addiction problems. A mismatch between course and 
population may have caused the absence of any effect. 

In addition to this signs of a possible selection bias have been noted. The baseline 
scores for the internalising scales of the YSR suggest that 28 participants in the inter-
vention group and 12 participants in the control group (total of 40 participants (43%)) 
had more severe complaints than expected initially, scoring in the borderline clinical or 
even clinical range. This implies that the control group scored better on most of the 
clinical measures, especially the internalising problem scales of the YSR (which express 
depression, anxiety, and somatic complaints), indicating that the control group was in 
a better health than the intervention group at baseline. Taking this reasoning one step 
further could explain why the intervention group seems to have better difference 
scores after the intervention than the control group: naturally, if you have lower 
(worse) scores at baseline, the improvement is bigger. It is imaginable that in this study 
we have observed a natural course of events, however slightly influenced by the dif-
ferences between groups at the beginning of the study. 

Another limitation was the random allocation procedure, which may have been biased 
due to the requirement to obtain written informed consent. Random allocation took 
place after online informed consent, but before written informed consent. As a conse-
quence, participants who were allocated to the waiting list condition might have been 
less motivated to return their written informed consent. Also, one could imagine that 
those in the waiting list group that experienced more problems were particularly reluc-
tant to return the consent forms. This might have caused the imbalance in the groups 
at baseline. 

All participants were informed before randomisation that for participants allocated to 
the control group the course would be available after 6 months. It could have influ-
enced participants’ expectations and feelings knowing that, in time, they too would 
receive the course. On the other hand, being allocated to the control condition is not 
an active decision of the participant, which might negatively affect mood and feelings 
of control. 

A final limitation concerns the generalisation of results. In general, extrapolation of 
these trial results to another (online) preventive setting is problematic due to the level 
of existing clinical symptoms measured in this COPMI population. In addition, partici-
pants aged 16 and 17 were underrepresented due to the parental informed consent 
procedure mentioned previously. Similarly, male participants and children of parents 
with a foreign background were underrepresented. 

Implications/ interpretation 

The findings of this study did not confirm the hypothesised clinical effects of Kopstor-
ing. Although results have to be interpreted with great caution because of the limita-
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tions mentioned, the outcome of the study raises serious questions about the effec-
tiveness of the course for clinical outcomes. A recent cross-sectional and longitudinal 
study by van Loon and colleagues (2015) among offspring of parents with mental ill-
ness indicated that low use of passive coping, use of active coping, self-disclosure, and 
parental monitoring were protective factors against developing internalising problems. 
Given these results and the negative outcome of the current study, it seems important 
to re-evaluate the methods used in the Kopstoring course to address internalising 
problems and depression symptoms. 

Furthermore, initially the Kopstoring course was designed to strengthen coping strate-
gies to decrease psychological problems in COPMI adolescents. Coping strategies, as an 
intermediary factor in the prevention of psychological problems, were not included as 
outcome parameter, in our study due to necessary changes to the original protocol. It 
might be that coping is enhanced by the course, as the pilot study on Kopstoring sug-
gested it might be [20], and it could be that in the long term, enhanced coping results 
in fewer psychological problems. Therefore, future research in which coping is includ-
ed is highly recommended. 

Finally, the sample consisted partly of COPMI without clinical problems (scoring above 
the YSR cut-off points) and partly of COPMI with clinical problems (scoring below the 
YSR cut-off points). The mean scores of the respondents were higher than clinical cut-
off points. For the adolescents without clinical problems the necessity to improve on 
clinical measures, as the YSR and CES-D, seems to be less obvious than for adolescents 
with clinical problems. Subgroup analyses could have clarified possible course effects 
for the clinical subgroup; however, the small sample size did not allow such analyses. 

CONCLUSION 
This study shows no effect of the online Kopstoring course compared to care as usual 
over a 3-month time span. Despite a trend in favour of the intervention group, we 
were unable to confirm our hypothesis that Kopstoring would lead to statistically sig-
nificant results in favour of the intervention. However, this study has met a train of 
obstacles that translated into limitations. It is entirely possible that we have been una-
ble to observe the true effects of the Kopstoring course due to these limitations. We 
therefore need to interpret the results with utmost caution. 

It is recommended to complement the Kopstoring course with effective methods for 
dealing with internalising problems, as these symptoms are most prevalent in COPMI. 
For further studies examining COPMI interventions, coping skills need to be included as 
a outcome measure in the evaluations. A longer follow-up period is also recommend-
ed, as it could yield more information about a possible positive effect of the course, 
which so far remains unconfirmed statistically. 
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Other information 

Trial registration number: 1982 (Dutch Trial Register). This project is funded by the 
Netherlands Organisation for Health Research and Development, grant number 
200210002. Additional funding for course provision was provided by Innovatiefonds 
Zorgverzekeraars grant number, 2065. The Kopstoring course was developed by the 
Trimbos Instituut in collaboration with mental health institutions. 
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ABSTRACT 
Economic evaluations are increasingly used in decision-making. Accurate measurement 
of service use is critical to economic evaluation. This qualitative study, based on expert 
interviews, aims to identify best approaches to service use measurement for child 
mental health conditions, and to identify problems in current methods. Results suggest 
considerable agreement on strengths (e.g., availability of accurate instruments to 
measure service use) and weaknesses, (e.g., lack of unit prices for services outside the 
health sector) or alternative approaches to service use measurement. Experts also 
identified some unresolved problems, for example the lack of uniform definitions for 
some mental health services. 
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INTRODUCTION 
Mental illnesses lead to a high burden for patients and society. As more interventions, 
such as psychological therapies and medication become available and appear to be 
effective, decisions about allocation of resources within the health care sector become 
more difficult. Policy-makers must still operate within scarce resources, but they have 
a much wider range of options than 20 years ago. At the same time there is an increas-
ing emphasis on incorporating research evidence about clinical effectiveness, efficien-
cy and costs into decision-making. Economic evaluations are a powerful tool and can 
provide insights into the balance between costs and effects which can be helpful in 
these decisions [1]. For the measurement of cost in an economic evaluation, key steps 
are to identify, measure and value service use related to the illness and intervention 
being evaluated. Within each of these steps researchers make multiple decisions about 
how to operationalize these concepts. For example, in measuring the types of services 
used by a participant, researchers choose which services to collect data on, and which 
to leave out of the analysis. These decisions can have an important influence on the 
study results, yet there is little explicit discussion about how these decisions are made 
or about the pros and cons of different approaches. 

Most economic evaluations of mental health interventions have focused on adult ser-
vices and there are relatively few cost-effectiveness studies of interventions for chil-
dren and young people in need of mental health care [2-4]. In general, the quality of 
these studies has been limited by narrow conceptualization of costs and perspectives 
[2,4], perhaps reflecting the divergent opinions or approaches to service use assess-
ment [5]. Experts recommend that economic evaluations are performed from a ‘‘socie-
tal perspective’’, in which all costs are included, regardless of who bears the cost [6-8]. 
For children with social, emotional, and behavioral problems, this societal perspective 
would include a broad range of services including not only health care services, but 
services provided in other sectors such as special education, social work, and criminal 
and justice systems. Adopting this ‘‘societal perspective increases the complexity of 
measuring service use’’. Investigation of the methodologies that researchers use to 
identify, measure, and value utilization of services can help identify problems in meas-
uring service use and can help to guide collection of service use in future studies. 

This study sought to explore the following questions about collection of service use 
data for use in economic evaluations of interventions for child mental health condi-
tions. What are the best ways to collect service use data for economic evaluations? 
What are the strengths and weaknesses of alternative approaches? What are unre-
solved methodological problems in service use research that impact economic evalua-
tions? 
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METHODS 
In this study, a qualitative method was employed to analyze interview data about re-
searching the service utilization use of children in need of mental health care. Experts 
were defined by their expertise in the field of health services use research, and their 
related scientific output. Fields of expertise were deemed relevant when pertaining to 
(health) economics, social care and mental health care research and psychology. All 
experts had at least 5 years of experience in one of the related fields. Initial experts 
were identified through a literature search. In addition, a snowball sampling method 
was used. Specifically, the first interviewed experts were asked to name other experts 
in the field. 

Experts were invited by e-mail to participate in the study. Interviews were held at the 
offices of the experts or over the telephone whenever a face-to-face meeting was not 
possible. The interviews were conducted by the lead author and were held in English 
or Dutch and on average lasted 1 hour. All experts gave consent for participation in the 
study. These qualitative expert interviews were considered exempt from review by an 
institutional review board. 

The sample 

The experts were identified in two stages. In 2009, 17 experts from the United King-
dom and the Netherlands were invited to participate in semi-structured exploratory 
interviews on issues related to service use research. In 2011 there was a second round 
of more in-depth interviews with experts from the United Kingdom, the Netherlands 
and the United States of America who had been identified by the ‘snowball’ method 
used in the first round. Of the 23 experts invited to participate in the 2011 interviews, 
six persons (14.3%) did not respond to our invitation; one person was lost during the 
planning process, and one did not consider herself to be an expert related to service 
use of children or youth with mental health conditions. 

In total, we conducted 17 semi-structured interviews in 2009 followed by 17 more 
structured, in-depth interviews in 2011. Five experts were interviewed in both 2009 
and 2011. The total number of persons interviewed was 29 and in total there were 34 
interviews (see Table 4 in Appendix 3 for an overview of sample’s characteristics). 

The interviews 

The 2009 and 2011 interviews covered similar topics. The 2009 interviews included 
open-ended questions on topics related to measurement of service use research in the 
context of economic evaluation (see Table 5 in Appendix 4). The interviewer made 
written notes of participants’ responses. The 2011 interviews used an interview guide 
which covered the same topics more systematically (see Table 6 in Appendix 5). The 
questions in the 2011 interviews were related to four central themes; (1) identification 
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of service use, (2) measurement of service use data, (3) the valuation of services identi-
fied and measured, and (4) other problems related to service use assessment for chil-
dren with mental health conditions. We recorded the participants’ responses with a 
voice recorder and interviews were then transcribed for analysis. The transcripts were 
sent to the interviewees for review and the interviewee was asked to let the inter-
viewer know if they wished to change any of their responses or if they had any addi-
tional comments they wished to provide. All respondents gave their consent for the 
transcript to be analyzed at the time of the interview. 

Data analytical procedures 

We used qualitative content analysis (QCA), which is a technique to quantify and ana-
lyze the presence, meanings and relationships of words and concepts about an area of 
inquiry. QCA can be used in exploratory research to describe concepts as perceived by 
respondents and is a common technique for analyzing semi-structured interviews [9]. 
QCA has been used in numerous research fields [10] including nursing sciences and 
allied health research [11]. Qualitative methods are increasingly used in health services 
research [12-15]. We chose QCA because this method helps to provide an in-depth 
understanding about underlying perspectives which cannot be easily obtained through 
most quantitative tools. Qualitative methods are inductive and reflexive and allow use 
of quotes [16]. These features enabled us to gain a deeper understanding of the meth-
odological approaches and problems associated with identifying, measuring, and valu-
ing mental health service use by youth for use in economic evaluation. We were pri-
marily interested in describing researchers’ experiences and perspectives about collec-
tion of service use data. Based on this goal, we chose to use a QCA approach similar to 
that described by Zhang and Wildemuth 2009. However, we also wanted to capture 
any new information that might have been discussed in addition to defined topics. 
Thus we also followed the procedure suggested by other experts in QCA [17] and con-
cluded our analysis by looking for new more interpretive themes. 

We applied the approach to QCA as described by Zhang and Wildemuth (2009). After 
collecting the interview data, we prepared the transcripts and materials from the in-
terviews for analysis. The unit of analysis was the individual researcher. We developed 
our coding categories using previously developed categories (e.g. use of the societal 
perspective), and later we defined new codes based on themes emerging from the 
data. We tested the coding scheme on several transcripts, and then coded all text. We 
explored the validity of our findings using triangulation between multiple coders. Spe-
cifically, each interview was coded by 2 interviewers and we achieved researcher tri-
angulation by discussing the key concepts, the coding scheme, and other related out-
comes (MW, FL, TvA). We reviewed the analyses and conclusions to obtain final 
agreement. In addition, we conducted a ‘‘member check’’ where we asked several 
respondents to review the results to see whether or not the results were consistent 
with the participant’s experience and understanding. 
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RESULTS 
In order to answer the questions ‘‘What are the best ways to collect service use data 
for economic evaluations?’’ and ‘‘What are the strengths and weaknesses of alterna-
tive approaches to collecting service use data?’’ we examined participants’ responses 
to questions related to three subjects: identification of service use, measurement of 
service use and valuation of service use. The results relating to these categories are 
reported in ‘‘Identification of Service Use, Measurement of Service Use, and Valuation 
of Service Use’’ section below. However, overarching themes also emerged and we 
discuss these in ‘‘Absence of Standardized Method, Lack of Time and Resources, No 
Clear Typology Exists for Services, Research Perspectives are Limited, Reflecting a Gap 
Between Theory and Practice and Scope of Assessment’’ section. 

Identification of service use 

First we asked experts to define ‘‘identification of service use’’. Most experts had simi-
lar definitions, for example one participant said the following: ‘‘identification of service 
use’’ is determining ‘‘what services and support services your particular patient popu-
lation use’’. Respondents suggested that this meant deciding on which services to 
include or exclude from a study. The methods fell into three approaches: (1) studying 
the literature to explore current practice; (2) using formal or informal surveys or inter-
views to ask the target population or their proxies; and (3) using focus groups or sur-
veys to gather information from professionals, such as clinicians, who work with the 
target population. Respondents said they used methods interchangeably because 
there is no guideline in this area and often used a method that was either familiar or 
simple to implement. Some participants reported using only one method while others 
reported using all three methods. Respondents indicated that their choice of how to 
identify the services likely to be used was often driven by time and money constraints. 
They agreed that there was a lack of a gold standard about how to identify the range 
of services that might be used. A lack of gold standard means that there might not be a 
consistent way in what is included in a services assessment and this in its turn makes 
reports of different studies harder to compare. 

A subset of respondents questioned who the unit of observation should be (the person 
from whom data is gathered) and who the unit of analysis should be (persons to whom 
findings are generalized) when studying young populations. Most agreed that the indi-
vidual child/youth should be the unit of observation and analysis but some also 
thought that service use and costs for others, such as parents, should be included in 
the assessment. Differences in the unit of observation or analysis adopted may lead to 
(or be the result of) variation in study design and the costs measured will be different 
depending on whether or not the unit of observation is limited to the child or includes 
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other family members; if this is not explicitly stated it can cause difficulties when com-
paring findings across studies. 

Measurement of service use 

Participants were asked to define ‘‘measurement of service use’’ and describe availa-
ble service use data collection methods and then identify problems related to these 
methods. Participants agreed on the definition of ‘‘measurement of service use’’. One 
participant defined it as follows: 

“Measurement is the process by which you go about assessing the dura-
tion and frequency of resource use and support. So for all elements you 
have actually identified as possible impacts on the patient group you 
need now go about actually defining what that means in terms of the in-
tensity and frequency of access.” 

When asked about problems measuring service use, participants agreed there was no 
clearly preferred approach or instrument to measure service use. 

Most participants mentioned the importance of measuring service use broadly, which 
entailed including all costs relevant to “services across the whole range of sectors’’. 
But they also raised issues related to broad measurement of service use, including time 
constraints and lack of good assessment tools for service use in some sectors, such as 
social welfare services. 

Participants discussed two forms of data collection; direct measurement through in-
terview instruments or selfreport questionnaires, completed by either the youth or 
their proxies, and indirect measurement through secondary data sources such as hos-
pital records or electronic medical records. Figure 1 presents this information. 
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Figure 1: Direct and indirect methods of service use data collection 
 
Table 1 lists the strengths and weaknesses of direct and indirect methods. Direct data 
collection was identified as the most comprehensive and strongest approach by most 
respondents. However, experts identified several important challenges to this ap-
proach. For instance, experts expressed concern about participant recall, particularly if 
there was a long time between data collection points. In addition, the decision about 
whether or not to use proxy respondents was raised. For instance, in younger children 
having the parent report about which services the child used is likely more accurate 
than having the child report services. Another concern most experts noted was that 
there was no one measurement instrument that was preferred and that instruments 
varied considerably, with differences in comprehensiveness, degree of testing prior to 
use, and method of delivery (e.g. interviews, mail surveys, or Internet surveys). Experts 
also noted that funding is often limited so direct measurement, such as comprehensive 
interviews with participants or their parents may not be feasible. For example, one 
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respondent discussed the process for selecting a method for collecting service use and 
noted the importance of funding being a key factor in the decision: 

“But those kinds of decisions typically are made in light of the other con-
cerns and resources of the study…” 

Experts also identified several advantages of indirect methods of obtaining service use 
data (e.g. hospital records), including reducing participant burden. However, respond-
ents reported challenges to this method as well. In particular, obtaining records from a 
broad array of agencies or organizations was described as difficult or even impossible, 
given the time and financial constraints in most research studies. 

“There is not just one file that relates to a single child where there would 
be records of every time they saw a social worker or their GP or a psychi-
atrist… All these records are kept in all sorts of different places, another 
responsibility of different agencies as well, so actually the reality is actu-
ally having to go in and trying to access them might be so labour-
intensive that it is not worth doing…” 

Participants said that obtaining permission to access databases from agencies was 
often difficult. Discussing negotiations with agencies to get access to databases, one 
participant described the following issues: 

“Trying to get permission from multiple sources of service use…. (It would 
be health in each area, and probably several different health and mental 
health and primary care and then also education, individual schools, so-
cial services…). It’s only doable if you are doing… a project that involves 
services in one area. But even then it can take months to get through… 
And they quite often insist every single patient has to give consent. And 
even when you have ethical permission not to do that.” 
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Table 1: Strengths and weaknesses of direct and indirect data collection sources 

Strengths Weaknesses 

Direct sources 

Able to collect data on many types of service 
use at once 

Able to collect data on issues related to service 
use such as indirect costs (e.g., travel costs), 
productivity losses, quality of life etc. 

Direct sources are considered to be the 
strongest level of evidence 

When broad perspective is used and societal 
costs are measured direct sources are most 
practical to use 

 

Recall problems (time, frequencies and type of service) 

Possible Issue with the completeness, reliability and validity 
of specific instruments 

Whom do we ask? Parent? Child? 

Issues of reconciling parents and child reports if they differ  

What is the minimum age for a child to report own data? 

Clinical investigators have already defined how a service is 
defined and measured when economist completes the 
team. At this point hard to introduce new measures 

Indirect sources 

Already collected, therefore potential cheaper 
and less time consuming 

If registers are filled out well, they can be 
reliable 

No issue with respondents trying to report in a 
socially desirable way 

No issue with respondent recall problems 

Not time consuming for the patient 

Useful for deriving long term effects of a 
condition which are unlikely to be observed in 
a research study 

 

 

Impractical to use when a broad perspective is used (im-
possible to get administrative data from multiple agencies 
for all relevant services) 

Ethical considerations (e.g. informed consent and privacy 
issues) make it difficult to access records 

Issue with the completeness, reliability and validity of data 
systems 

Very unlikely to have records on indirect costs (e.g. travel 
costs, waiting time etc) 

Systematically missing data in administrative records 

Makes it hard to be part of the decision-making process at 
the start of the study about what is collected  

Interpretation issues 

If participants heave different health insurers, several 
databases may be needed, and these may not hold compa-
rable data 

Databases in general not open for researchers (used for 
organizations own internal affairs) 
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Valuation of service use 

The third set of questions concerned the valuation of services. There was no one uni-
form or common definition given by respondents for what ‘‘valuation of services’’ 
means. This may have been due to the open-ended way in which the question was 
asked. Clinician respondents seemed to focus on valuing the clinical quality of the 
service, and economists and health services research respondents focused more on 
the monetary valuation of a service. We clarified that the focus was on economic or 
monetary valuation of services. Not all respondents felt comfortable discussing the 
monetary valuation of services, as they did not consider themselves experts in this 
aspect of service use research. One economist provided this definition: 

“Valuation is about applying costs to each unit of service use that has 
been identified and measured.” 

Respondents who discussed monetary valuation mentioned three methods to obtain a 
unit price for services: (1) standardized unit cost book (e.g. Handleiding voor 
kostenonderzoek [18,19] (2) literature-based unit costs; and (3) micro costing to derive 
unit costs. Most of the respondents who answered the valuationquestions werefamil-
iarwiththese methodsandhad used all three of them at some time in their career. Table 
2 reports the main problems that respondents identified with respect to alternative 
valuation approaches. Respondents reported that in general they were able to use 
each valuation method without major problems; however, they stressed that having a 
standardized unit cost list/book greatly increases transparency in the cost estimation 
process and helps ensure consistency of cost figures within a country or state. In the 
absence of a standardized unit cost list or book, researchers often create their own 
costing handbook, which makes it more difficult to compare cost estimates from dif-
ferent studies even if they are related to the same mental illness. Respondents also 
noted that valuation for some services (e.g. medical care) is easier because there are 
reliable sources for unit costs. In comparison, there are few or no good sources for unit 
costs for other services, such as juvenile justice. 
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Table 2: Common problems with valuation of service utilization of children and youth 

a Not all respondents spoke about valuation (not all respondents felt comfortable discussing the monetary valuation of 
services, as they did not consider themselves experts in this aspect of service use research 

Overarching Themes 
The overarching themes in service utilization research identified by the experts include 
lack of a consistent method to identify and measure service use, lack of time and re-
sources, lack of typology for services, limited perspectives, and an undetermined scope 
of service to include in assessments (Table 3). Some of these issues are problematic in 
both adult and youth research populations, but we discuss them only in the context of 
youth populations. 
Table 3 Themes which are important in all aspects of service utilization research in children and youth (not 
limited to one step of the process, therefore called overarching) 

Theme Brought by # 
and % experts 

Words used to identify (Transcripts are fully read and 
these words are searched in order to make sure no 
codes were left out) 

General 

No methodological gold standard to 
identify and measure service utiliza-
tion 

Lack of time and resources hamper 
study methodology 

No clear typology for services (not  
for patient nor professional) 

 

16 (94%) 

 

10 (58%) 

 
7 (41%) 

 

Preferable methods/ instruments/ tools, gold standard, 
problems with tools/ instruments/ methods 

Resources, time, time constraints, preferred methods/ 
instruments/ tools 

Definition of services, typology, service, problems 
definitions, uniform names 

Theory versus practice 

Limited perspectives of research 

Undetermined scope of service use 
assessment 

 

16 (94%) 

16 (94%) 

 

Societal perspective, ideal perspective, preferred 
perspective, practice, theory 

Extent, broad measurement and identification, inclu-
sion services in assessment, sectors, service use 

Valuation of services Is this an issue in researching youth service utilization? 

Uniformity (or lack) of valua-
tion/national applicable unit cost 

Yes (92%, 11 out of 12)a 

“For medical costs there are certain costs and figures attached to 
certain unit of services, but for human services, school services and 
criminal justice there are no figures attached to it so we had to 
develop those ourselves” 

Lack of transparency and nontrans-
ferability of unit prices 

Yes (66%, 8 out of 12)a 

“And then there are issues in terms of… if it is you are doing multi-
site studies and you are looking at values across countries…” 
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Absence of standardized method 

Respondents agreed that there was no gold standard for determining what should be 
included in an assessment of service use in children and youth in need of mental 
healthcare. Moreover, the experts were unable to identify any one particular instru-
ment or approach that could clearly identify and measure service use, most had de-
signed or adapted their own. “There is no uniform and standardized source for these 
assessments,” one respondent said. 

Lack of time and resources 

Many experts noted that research resources (e.g. time, funding) are limited and as a 
result, cost assessments are often designed to fit within these constraints, rather than 
using the best approach from a scientific point of view. Several participants noted that 
it was common for a cost assessment to be an add-on to an already designed clinical 
study. Several participants noted that many decisions regarding the design and the 
conduct of an economic evaluation were often influenced by these practical con-
straints. 

No clear typology exists for services 

A few experts noted that there were no clear, consistent definitions for many common 
services. As a result, services are inconsistently labeled across studies, making compar-
ison of patterns of service use difficult. 

“One of the big issues is that we don’t have a good typology for what 
constitute(s) a service. They are defined differently across our different 
services sectors. So within the specialty mental health we will have a ser-
vice which is called intensive case management that will be defined in 
terms of who will be providing it, how often, what they do with the fami-
lies…But that could have the same name and yet be offered in the child 
welfare system or juvenile justice system to basically the same kind of 
kids and yet be defined very differently.” 

Research perspectives are limited, reflecting a gap between theory and Practice 

All respondents commented on the various perspectives that could be used in service 
use research related to children with mental health conditions. All experts endorsed 
the societal perspective in economic evaluations. The societal perspective includes all 
costs of services related to the patient, family, or society [7,8] regardless who pays for 
or receives them [20]. Experts preferred the societal perspective because it provides 
the most comprehensive view of costs related to interventions [1]. In the words of one 
expert: 
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“I think you should use a societal perspective… From an economics and 
academic point of view that should be the perspective we would take.” 

However, many respondents explained that, although the societal perspective is pre-
ferred in theory, in practice it is often not used in their studies. Other factors - includ-
ing the goals of the funding organization, the objectives of the clinical study, and time 
and resources available - determine the perspective and scope of a study. 

“In many instances… there is a policymaker that is quite interested in this 
study and wants to know how it affects their particular agency or that 
kind of thing.” 

Even within the same setting, different perspectives lead to different estimates of 
service use and costs. 

Scope of assessment 

Linked to the issue of perspective, but focusing on services, the experts also discussed 
how broadly researchers should look when measuring service use among youth with 
mental health conditions. They agreed that services outside the regular health care 
sector, such as juvenile justice and school services, should be assessed, citing literature 
that links mental illness with the need for juvenile justice, police, and education ser-
vices [21,22]. Most respondents said that, in theory, they preferred to collect data on a 
broad range of services in the assessment. 

“I’m interested in all mental health problems whether or not they reach 
the criteria for psychiatric disorder. And all services, not only mental 
health services.” 

However, in practice, this is not always done: 

“Fundamentally, it depends on the design of the clinical study, on wheth-
er they have the resources to do anything very sophisticated.” 

DISCUSSION 
Health care decision-makers face growing pressure to incorporate research-based 
evidence about clinical outcomes and costs when choosing which interventions to 
provide to children and youth with mental health conditions [2]. One critical compo-
nent of researchbased evidence is accurate data on the use of various services used by 
these children. Our study revealed that researchers use multiple approaches and 
methods to measure service use, yet there are few guidelines to help researchers de-
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cide which methods may be most accurate for a given decision or condition. Future 
research on some of the methodological issues raised by the experts could improve 
assessment of service use. 

There is a clear need of research to help clarify and define services more consistently. 
Some services, such as medical services, are relatively clearly defined, however, other 
services have much less consistent definitions (particularly social or school-based ser-
vices). Research to improve understanding differences in definitions could help future 
studies collecting service use data. For instance, when clinicians, other service provid-
ers, and researchers talk about a services, such as ‘‘case management’’, are they talk-
ing about the same service? Or are they using different definitions? If services are not 
defined and categorized consistently, costs are likely to be inconsistent as well, since 
different unit costs would be attributed to different services or components. These 
differences could lead to different conclusions for economic analyses and the decision-
making process. To some extent problems in definitions of services could be mitigated 
by explicit discussion about each type of service by clinicians and researchers at the 
time of the study. However, in some cases, particularly when secondary data is used to 
examine service use, this might not be possible. Research to improve understanding of 
differences in definitions could help future studies collecting service use data. 

Another area where future research could be useful is research to improve the instru-
ments and methods used to collect service use. Experts indicated that projects often 
developed a service use data collection tool for the individual study, and these often 
lack information on reliability and validity of the approaches or instruments to meas-
ure service use. Greater emphasis on use of validated instruments, when applicable, 
would improve comparability of studies. There is now a website where many resource 
use questionnaires are gathered together (http://www.dirum.org/), but only a few 
have published data on reliability and validity [23-25]. Further, many instruments are 
validated or standardized for the specific populations for which they were developed, 
and too often they are used for other clinical groups and circumstances without prior 
testing [26]. Additional research on the reliability and validity of common service use 
measures could improve both the quality and comparability of studies collecting ser-
vice use for children with mental health conditions. 

The experts also identified a number of issues that could be addressed in future re-
search to help improve the quality of service use data collected in interviews. Research 
on patient recall and the timing of data collection for different types of services, to 
what degree the structure of the questionnaire influences response, whether the set-
ting for the interview is important, and how much training is necessary for accurate 
administration of interviews would be very useful. Work is also needed to identify the 
best method for combining and interpreting service use data that comes from multiple 
sources, for instance combining data from parents and children, or direct and indirect 
sources. 



 98 | CHAPTER 5 

Finally, we note a specific issue related to unit costs. Although respondents did not 
raise many methodological issues associated with the monetary valuation of services 
they indicated a clear need for development of uniform definitions of what exactly 
should be included in the calculation of a unit cost. If the building blocks of these cost 
calculations were standardized and uniform across studies, results would be more 
comparable and cost figures might be transferrable to other contexts. For example, 
there is no agreement nationally or internationally about how indirect costs such as 
waiting time, travel time etc., should be estimated. Standardized unit cost lists and 
books provide much greater comparability across studies, but these are available for 
only a subset of services in some countries, and commonly focus on public sector costs 
only. Future research should also consider the disadvantages of creating standardized 
unit costs. For example, some experts have suggested that using standardized costs 
might result in a loss of information about variability in cost between different ser-
vices/providers/locations [26,27,5]. Thus in studies seeking to evaluate expanding 
services to a setting that is very different than the one in which it was originally devel-
oped, local unit costs may be appropriate. On the other hand, when comparing differ-
ent services to one another within an agency, having standardized unit costs may be 
more appropriate. 

Limitations 

We interviewed only American, British, and Dutch experts, which may have influenced 
the results of the study. However, these experts have contributed a significant number 
of articles to the evidence based on mental health care service use and costs for chil-
dren and youth with mental health conditions. A second limitation of the study was 
that both face-to-face and telephone interviews were used. It is possible that, for ex-
ample, the face-to-face interviews may have led to a deeper discussion of some issues 
compared to the telephone interviews. To overcome this, clarification of some issues 
were requested by email from telephone informants and all participants were offered 
the opportunity to read the transcript of their interview and provide additional com-
ments. 

CONCLUSION 
The aim of this study was to investigate the problems in service use research focusing 
on children and youth with mental health conditions. This study represents a first step 
in a larger discussion about how to improve methods for service use research. Our 
findings suggest that there are a number of unresolved issues in collecting service use 
data. Addressing these will help improve the quality and consistency of the data that 
underpin economic evaluations of services for children and youth in need of mental 
health care and thus also improve the quality of information that is available to deci-
sion-makers. 
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The Dutch Medical Research Involving Human Subjects Act (WMO) requires the writ-
ten consent of participants involved in medical research. This makes online research  
– e-research – unnecessarily complicated and, at times, impossible. A great deal of      
e-research involves online interventions focusing on sensitive issues, such as sexual 
dysfunction, addiction and child abuse. The assurance of anonymity is an important 
precondition for participation in this type of research. However, the word ‘written’ in 
WMO protocols is interpreted strictly as ‘on paper’, and participants are not permit-
ted to give consent through other means (e.g. email). A second requirement, which 
complicates research among minors aged 12 to 18 in particular, is that both parents 
or the guardian must also give written consent. This undermines the principle of 
anonymity to such an extent that finding participants is virtually impossible. While 
participants in medical research must be identifiable to the researcher, their ano-
nymity must otherwise be guaranteed as far as possible. The law must be amended 
to keep pace with the demands of our time. 
Online (e-health) interventions are on the increase [1]. These involve not only cognitive 
behavioural therapy, quit-smoking courses and strategies for coping with depression, 
but also interventions for sensitive issues such as sexual dysfunction, child abuse, or 
dealing with addicted or mentally ill parents. As with all health interventions, research 
on the effectiveness and costs of e-health interventions is important. This research 
itself often takes the form of e-research, enabling the researcher to track care practic-
es online without the need for physical intervention. 

Like other medical research involving human participants in the Netherlands, e-
research is subject to the WMO. This law requires that research involving human par-
ticipants          – including all experiments and a great deal of observational research – 
is of sound design, that the experimental subjects are not exposed to unacceptable 
risks, and that they give written consent on the basis of adequate information. Pro-
posals for e-research projects are reviewed by 1 of the 25 recognised medical research 
ethics committees (MRECs) in the Netherlands. If a proposal fails this review, the re-
searcher can appeal to the Central Committee on Research Involving Human Subjects 
(CCMO). 

An example of online research into an online intervention was the evaluation of the 
cost-effectiveness of Kopstoring, a course for children of mentally ill or addicted par-
ents [2]. Some of the participants in this study live at home with one or both parents, 
and purposefully sought help online due to the anonymity offered by the internet. This 
anonymity would be jeopardised if the participants were required to sign a written 
consent form, particularly in the case of minors, whose parents or guardian would also 
have to sign. This high threshold for participation, in turn, would render the research 
impossible. The researchers proposed to inform the participants in advance about both 
the Kopstoring intervention and the cost-effectiveness research, after which they 
could give informed consent online. However, both the MREC and the CCMO rejected 
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this proposal. Despite acknowledging the importance and usefulness of the research, 
both committees required that the participant and, in the case of minors, both parents 
were to give written consent (i.e. on paper). 

This example illustrates the problems that arise from the implementation of the WMO 
for e-health interventions and e-research. 

Written consent 

The procedure for preventive review of medical experiments developed in the 1960s in 
the United States, and was introduced in the Netherlands in the 1970s. At the time, it 
was a matter of self-regulation, involving voluntary participation on the basis of sound 
information, as laid down in the Declaration of Helsinki of 1964. The internet did not 
yet exist. 

In the Netherlands, the WMO came into effect on 1 December 1999 after a number of 
modifications. The purpose of this law is to protect the human subjects of medical 
research and to ensure the soundness of the research in which they are involved [3]. 
There has been debate about the scope of the law, especially about the definition of 
scientific research as research ‘in which persons are subjected to treatment or are 
required to behave in a certain manner [4].’ This type of research requires the written 
consent of the participants; Article 6 of the WMO expressly prohibits medical research 
involving subjects who have not given written consent. This is unequivocally echoed in 
the CCMO manual, which adds to the WMO definition the ‘Guidelines for Good Clinical 
Practice’ specifying that written consent means a signature from the subject or his/her 
legal representative. 

Given the advent of the internet and its ensuing transactions and interventions, includ-
ing e-health, this strict interpretation of the term ‘written’ in the WMO has become 
problematic. Article 6:227a of the Dutch Civil Code (BW) recognises email as written 
communication [5]. Moreover, digital consent is now accepted as a legal form of writ-
ten consent in other areas, such as online shopping. The question therefore arises as 
to whether written consent in the form of an online signature, a click of a button or a 
scan is also acceptable in medical research. 

This was the key question at a hearing of the CCMO ensuing from the case of the Kop-
storing project. The CCMO followed the reasoning of the relevant MREC, adhering to 
the definition of written consent as ‘… a signature of consent on a paper medium. A 
broader interpretation is not permissible [6,7].’ Nevertheless, the CCMO’s conclusion 
was ambivalent: ‘On the one hand, it is important that all MRECs interpret the term 
written in the same way. Different views should not be permitted to lead to different 
outcomes on such a fundamental aspect of the protection of experimental subjects. 
On the other hand, societal developments should be taken into account. The commit-
tee shall therefore assess the degree to which electronic consent should be possible in 
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particular circumstances, and what conditions should be attached to this [7].’ This 
suggests that the CCMO recognises the importance of broadening the conception of 
written consent, but considers this a task for lawmakers. 

Identifiability 

The requirement that consent must be given in writing relates to the identifiability of 
the participant. The CCMO and the MREC argue that a signature involving pen on pa-
per is necessary to ensure that the participant is a real person. In contrast, other laws 
requiring consent, such as the Medical Treatment Contracts Act (WGBO) and the Data 
Protection Act (WBP), leave open the form of this consent.  

The brochure Medical Research: General Information for Research Participants, pub-
lished by the Dutch Ministry of Health, Welfare and Sport, states the following: ‘Any 
personal data gathered by the researcher during the course of the research remains 
confidential. The researcher stores your data under a code. This code is used in any 
reports on the research. Only the researcher knows the code given to your data [8].’ 
This means the participant’s data are processed and presented anonymously, but par-
ticipation in the research as such is not anonymous. That would be impossible, if only 
because the researcher needs to able to ascertain that the participant meets the inclu-
sion criteria. In addition, the researcher must be able to verify data with the partici-
pant if needed. Medical researchers are required to adhere to the Dutch Code of Con-
duct for Health Research in doing so [9,10]. 

In short, participants in medical research, including online research, must be identifia-
ble for the researchers. However, the requirement of anonymity that the researcher 
observes – just as a medical practitioner does – ensures that participants can remain 
anonymous as far as possible. 

Legal age of consent 

For medical research involving minors, the WMO follows the ‘no, unless’ principle: 
Article 4 stipulates that such research is prohibited unless it may be personally benefi-
cial to the minor involved. This type of research is often referred to as therapeutic 
research. The research is further prohibited if the underage subject is opposed to the 
research or parts thereof. Article 6 of the WMO regulates the consent requirement for 
minors: inclusion of minors under the age of 12 is prohibited without the prior written 
consent of the parents or guardian, and inclusion of minors aged between 12 and 18 is 
prohibited without the prior written consent of both the minor and his/her parents or 
guardian. The lower threshold of 12 years is comparable to those in other laws regulat-
ing patients’ rights, such as the WGBO and the Organ Donation Act (WOD). However, 
the WGBO puts the upper threshold not at 18 but at 16. The Doek Commission, which 
evaluated the WMO, called for the upper age threshold in the WMO to be identical to 
that in the WGBO [11]. 
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In our view, the WMO and the WGBO could be aligned even more closely. If a minor 
aged 16 years or older wants a medical treatment that the doctor is willing to provide, 
the treatment can go ahead even in the absence of parental consent. Further, if the 
minor does not want the parents to be informed, the doctor must respect this wish. If 
this were to apply not only to medical treatment but also to medical research, evalua-
tion research into medical treatments would face far fewer problems. At present, an 
individual aged 16 to 18 can give personal consent for a medical treatment, yet needs 
the permission of both parents for the accompanying research. This jeopardises not 
only the anonymity but also the autonomy of the minor. As a result, patients in this 
age group are notoriously difficult to engage in evaluation research. 

Even if the consent required for evaluation research among underage patients were 
brought into line with that for medical treatment, the stipulation ‘on paper’ would 
remain problematic. Consider interventions focused on the children of addicted or 
mentally ill parents, or on helplines such as the General Helpline for Child Abuse 
(AMK). Gaining parental consent to participate in research on the effects or costs of 
such interventions is virtually impossible. 

Conclusion 

The restrictive interpretation of the term ‘written consent’ in the WMO hampers the 
performance of e-research in the Netherlands. For minors, there is the additional prob-
lem that both parents also need to give consent. This makes research on sensitive 
online interventions among young people, for example with regard to problematic 
parents or child abuse, practically impossible. With their anonymity compromised, 
young people will simply refrain from participating in research. 

These problems can largely be solved by way of two interventions. First, consent given 
online must be recognised as equal to written consent, as is already the case in other 
segments of society. Second, the legal age of consent for medical research must be 
reduced to 16 years, in line with the age of consent for medical treatment. This would 
allow young people aged 16 and older to make independent decisions on participating 
in e-research, and enable them to remain anonymous. In this way, the lawmakers and 
welfare organisations can move with the times. 
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This thesis aims to evaluate several aspects of Kopstoring, one of the first and most 
frequently offered standardized online courses for adolescents (16–25 years old) deal-
ing with parental mental illness and addiction. Since 2006, the Kopstoring course has 
been offered online, on www.Kopstoring.nl. It aims to improve the skills of adolescents 
for coping with the above parental problems. Besides skills training, an objective of the 
course is to educate adolescents about mental illnesses and addictions and the conse-
quences thereof. The Kopstoring course is provided entirely online; it was initially pro-
vided by 9 mental health institutions based in the Netherlands. 

In this study, several aspects of this online preventive programme are evaluated: clini-
cal effectiveness, participants’ and providers’ perspectives, methodology of service use 
measurement and the. ethical and judicial aspects of online programmes and online 
scientific studies. The first part of the thesis evaluates the clinical effectiveness of Kop-
storing and looks at the content of the programme and the process of delivery. The 
second part focuses on legal aspects related to provision of online prevention inter-
ventions. In addition, more general issues related to service use assessment for youth 
in need of mental health care are explored in this part. 

Main findings: exposing the gap 

From the perspectives of participants and providers, Kopstoring has proven to be a 
valuable alternative to similar face-to-face interventions, especially for adolescents. 
This group already experiences a lot of life changes in the transition to adulthood [1, 
2]. The anonymous character of Kopstoring is therefore considered very valuable, 
pragmatic and safe. Being well informed about mental illness and addiction helps with 
dealing with parental mental illness or addiction problems at home and with improving 
the relationship with the parents. Peer contact appears to be very valuable as many 
adolescents dealing with parental mental illness think they are the only ones experi-
encing it because it is not a topic adolescents talk openly about with their support 
system or in their everyday environment. In addition, the fact that Kopstoring is pro-
vided for free was a big advantage for the participants and was emphasized as very 
positive by the participants in the process evaluation. 

The positive results from the process evaluation were not endorsed in the clinical ef-
fectiveness study. The results of the latter study showed a slight improvement in ef-
fect, but these were proven to be statistically non-significant. No significant differences 
were found in effect scores of internalising and externalising symptoms and depression 
problems between the group that started the course immediately and the group that 
started the course after 6 months. 

Methodological issues arose around topics of measuring and valuating costs related to 
the adoption of prevention programmes and services used by adolescents in need of 
mental health care. Speaking to experts in the field of children and adolescent mental 
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health and service utilization confirmed the feeling of distance between theory and 
practice and the existing problems for research. 

In addition, problems related to medical ethics and medical law were extremely chal-
lenging. The requirements described in Chapter 6, such as having respondents return 
signed informed consent forms in paper format for online research, make assessments 
like these included in this study virtually impossible. The consequences of the afore 
mentioned requirement were devastating for the Kopstoring study. Medical acts and 
legislation need to be in place to protect the patients or respondents who participate 
in scientific studies; however, these acts need to be up to date and aid the patient in 
their participation rather than create obstacles 

Interpretation of the main findings 

The outcomes of the clinical effectiveness of Kopstoring speak for themselves; howev-
er, they need to be interpreted with caution due to factors such as major organisation-
al restructuring of the youth mental health care system [3] and the mentioned tension 
between medical ethics and current practice in medical or health-related research. 
Both of these factors influenced the planning and execution of the randomised con-
trolled trial (RCT) as well as the outcomes of the clinical evaluation, and it is in this light 
that we need interpret the outcomes of this evaluation of Kopstoring. 

Medical ethics: online versus written informed consent 
Medical research ethics committees (MRECs) are tasked with judging whether research 
is practised in conformity with the Dutch Medical Research Involving Human Subjects 
Act (WMO) and international ethical codes and guidelines. As described in this thesis, 
Article 6 of the WMO dictates ‘written informed consent’ for all scientific studies, and 
this is one of the articles subject to judgement by the MRECs. 

To make our case for online informed consent for study inclusion, the regional MREC 
denied our request to obtain online informed consent; however, they confirmed that 
the WMO is outdated and therefore impractical to use in certain fields of scientific 
research. Despite this realisation, the specific MREC also claimed that they are not the 
right committee to amend the WMO, or any medical act in the Netherlands, because 
they do not have legislative power. Therefore, MRECs have to deny any deviation from 
what is written in the WMO, and they do not allow any room for interpretation of 
provisions in medical acts. The Central Committee on Research Involving Human Sub-
jects (CCMO), the National committee dealing with disputes over medical ethical prob-
lems, agrees with the interpretation of the MREC that written informed consent in 
paper format is the binding requirement for scientific research and that no exceptions 
should be made. 

Because online health care programmes are on the rise [4], evaluation studies of these 
programmes are becoming more and more common. These evaluation studies are by 
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definition non-invasive and use online questionnaires to evaluate programme (cost-) 
effectiveness. The only reason these studies might be considered subject to judgement 
by medical research ethical committees in the first place is the fact that respondents 
are randomly allocated to an intervention or a control condition. With random alloca-
tion the natural course of events is interfered with, and that is the reason why studies 
are subject to the WMO. The current approach for scientists performing evaluation 
studies of online interventions (with online consent procedures) is to try to follow 
standard practice as closely as possible and avoid introducing a totally different inclu-
sion procedure for the study as compared to the procedure used in the intervention. 

The consequences of this gap between medical ethics and current practice are illus-
trated in Box 1 by using the Kopstoring randomised controlled trial as an example. 
Textbox 1: Consequences of consent procedure 

 
Medical ethics: legal age of consent 
According to the Dutch Medical Treatment Contracts Act (WGBO), a patient is consid-
ered a minor, and therefore not allowed to legally consent to treatment, if a patient is 
younger than 16 years. At the same time, according to the WMO, for scientific studies 
evaluating these medical treatments or interventions, the patient needs to be 18 years 
or older to give legally binding consent. For researchers evaluating interventions for 
adolescents or the young adult population, and the youngster who is 16- and 17-year-
old, are positioned in a very complex situation. This disparity in legal age between 
these two important medical acts is not only confusing but might also introduce selec-
tion bias in scientific studies assessing (clinical) treatments or interventions. In addi-
tion, it makes the prospect of including participants younger than 18 years unattractive 
or even impossible for researchers. 
Textbox 2: Consequences of disparity in legal age of consent  

In case of the Kopstoring randomised controlled trial, the problem of the disparity in legal age 
between the WGBO and the WMO most likely led to an underrepresentation of 16- and 17-year-old 
participants. This group is able to give legally binding consent for the Kopstoring course 
(treatment/care) but unable to provide legally binding consent themselves for participation in the 
Kopstoring study. 

After screening 299 adolescents for eligibility for the Kopstoring course and study, 226 adolescents 
were eligible for participation and gave online consent. They were first asked for online consent, 
after which written consent also needed to be obtained. Out of 226 participants who gave online 
informed consent for participation in the Kopstoring course as well as the study, only 104 (46%) 
returned their written informed consent papers. That is a loss of 122 (54%) potential participants. 
This problem most likely introduced selection bias to our study. Participants who were not willing 
to receive a postal package at home (where they likely live with their parents), because it would 
harm their privacy, refrained from sending their written informed consent. 
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Medical ethics: vulnerable populations and their privacy 
Following from the previous point, participants in scientific studies under the age of 18 
years are obliged to ask for informed parental consent. The WMO states that written 
informed consent of both parents is required. In case of the Kopstoring course, 16- and 
17-year-old participants could enter the course without any problem after giving (in-
formed) consent, but for the study assessing the possible effects of the course, they 
not only have to inform their parents (which violates their privacy), they also need to 
get their parents’ consent to participate in the study. This requirement puts the ado-
lescent in the difficult position of asking for parental consent for an evaluation study 
on the effects of a treatment focussing on alleviating the consequences of their par-
ent’s mental illness or addiction. The problem of parental consent when dealing with a 
vulnerable population of people younger than 18 years old has also appeared in inter-
ventions focussing on sexual counselling [5] of young adults or interventions related to 
treating or reducing child abuse and neglect (e.g. child abuse helplines) [6]. In addition, 
getting both parents to sign parental consent forms is in some cases practically impos-
sible due to the complex situations families are in because of parental mental illness or 
addiction. 
Textbox 3: Consequences of obtaining parental consent in vulnerable populations 

 

Organisational restructuring: transitions in youth and child care 
The evaluation of Kopstoring took place in a period of economic crisis. In 2015, the 
Dutch parliament implemented a new organisational and financial structure for youth 
services in the mental health care system [3]. One of the major consequences of this 
new decentralised structure was the shift in the authority responsible for financial 
resource allocation related to mental health care for children and youth. The regional 
municipalities are now responsible for child and youth (health) care services and child 
protection services. This change has had severe consequences for the mental health 

In case of the Kopstoring course, we had to ask 16- and 17-year-old adolescents suffering from the 
consequences of parental mental illness or addiction to violate their privacy and inform their 
parents that they would like to register for an online course because they are suffering from these 
consequences. In addition, they needed to ask the parent to approve and sign the informed 
consent form. It is debatable whether it is ethical to put vulnerable populations in this position. 
Quotes from two Kopstoring respondents (both 16 years old): 
“You have sent me the informed consent paper, which I find particularly strange. I am already 16.5 
years old and asked the social worker who helps me and she also considers it strange.” 
“Well, I signed my consent papers, but the consent papers of my parents, that was difficult and 
tough, because…yes, my mom is the one causing the problems which led me to participate in the 
Kopstoring course, and my dad, well, he was not in his right mind at that moment….” 
Simply put: For adolescents (16–17 years old), obtaining parental consent means harming their 
privacy for the sole purpose of being a participant in a scientific study evaluating the course they 
have already been registered for. In short, they are receiving the care they need, so why go through 
giving up their privacy just to facilitate a study? 
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institutions providing services for youth such as Kopstoring. Due to this development, 
entire prevention departments have been declared redundant and professionals have 
been let go. Managers of mental health organisations see themselves as forced to 
make decisions about allocation of resources and other financial matters, and in this 
case the first departments to suffer the consequences were prevention departments. 
Textbox 4: Consequences of organisational and financial restructuring in the youth mental health care sector 

 

Screening and inclusion problems: 
In addition to the medical ethical and organisational problems the Kopstoring trial 
encountered practical problems during the execution of the trial, such as the fact that 
the population showed more clinical symptoms than was to be expected in a preven-
tion setting. The consequence of the latter was the exclusion of potential participants 
who, in clinical practice, would have been perfectly eligible for the course. The combi-
nation of these factors necessitated a number of modifications (see box 5), and there-
fore a deviation from the initial protocol. 

  

During the randomised controlled trial, Kopstoring was provided by two professionals from each of 
a total of nine mental health institutions at the start of the project. Four of these institutions 
belong to the original core Kopstoring group (which designs and provides courses), and the other 
five were recruited for the provision of Kopstoring during the trial period. Following the budget 
cuts and reorganisation of the youth mental health care sector, only six institutions remained. 
After the RCT inclusion period, only four institutions had found funding to continue provision of the 
Kopstoring course. Due to the shift in responsibilities from mental health institutions to 
municipalities, funding for national online (anonymous) interventions has become problematic. 
Mental health institutions can hardly find money in their local municipalities to cover the costs of 
providing Kopstoring because the municipalities are not eager or willing to pay for online health 
care for participants who could be outside their region, and health insurers need personal 
information to be able to cover the costs (and it is an anonymous course). 
For the Kopstoring RCT, the team of professionals has changed several times. Providers have had 
difficulties convincing management of the worth of continuing to provide Kopstoring. Some 
providers and some mental health institutions have not been able to keep their legal commitment 
to Kopstoring due to the aforementioned changes in financial and organisational structure. These 
changes might have influenced the decision of whether to keep Kopstoring. 
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Textbox 5: Overview of changes to the initial design of the RCT 

 

Weighing the combined impact of these factors illustrates their severity and possible 
effects on the results of the evaluation of Kopstoring. In this light, one may argue that 
the study results could have been different if the legal, financial and organisational 
context had been more facilitating. The process of enrolment, screening and data col-
lection of the evaluation study in this thesis were very dependent on the context de-
scribed above. 

Limitations and strengths : minding the gap 

Limitations 
The major limitations of the particular studies included in this thesis were addressed in 
the previous section and in the several chapters. In this section, some general limita-
tions of the studies performed will be discussed. 

Firstly, the severity of symptoms of the participants was underestimated. The Kopstor-
ing course is a preventive course and aims to aid adolescents in coping with parental 
mental illness and addiction. We therefore aimed to exclude adolescents who had 
been diagnosed with a mental illness or addiction, in the screening process. In addi-
tion, we used the Youth Self Report (YSR) internalising scales as a screening instru-
ment. We found that the vast majority of potential participants scored higher than the 
cut-off scores (male: 16, female: 21) [8] on the internalising YSR scales. Higher scores 
mean more complaints and therefore a worse health state. Because of these high 
scores, we had to conclude that almost all candidates were ineligible to participate in 
the trial. Changing the screening procedure resulted in a population with moderate to 
severe clinical complaints, while it was expected that symptoms in the study popula-
tion would be largely subclinical. This raises the question whether the Kopstoring 

After start of the trial, a number of modifications in the trial design [7] were implemented. The 
changes concerned the power calculation, the screening procedure (exclusion criteria) and the 
choice of secondary outcome measures. 
The target population showed more clinical symptoms than was to be expected in a prevention 
setting. The consequence of the latter was the exclusion of potential participants who, in clinical 
practice, would have been perfectly eligible for the course. The unfortunate choice of the Youth 
Self Report as a screening instrument led to a deviation from the original screening procedure. The 
Effect Evaluatie Lijst (EEVL) was used as screening instrument instead of the Youth Self Report and 
complemented with additional questions to be assessed by the professionals from the Mental 
Health Services. In addition, the a-priori choice of using the Symptom Checklist-90 (SCL-90) as 
secondary outcome measure appeared to be ill-suited. The SCL-90 was too long and captured too 
many of the same concepts as the YSR. Therefore, the Centre for Epidemiologic Studies-Depression 
Scale (CES-D) was used instead, which is a much shorter instrument and focuses on capturing 
internalising problems. In addition, the recruitment problems and the availability of new 
information about the correlation of YSR measures, were reasons to reconsider the (conservative) 
power calculation. 
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course, with its preventive nature, is ‘intense’ enough to help the adolescent offspring 
of parents with mental health or addiction problems. A mismatch between course and 
population may have caused the absence of any effect. 
Secondly, another limitation was the random allocation procedure, which may have 
been biased because of the requirement to obtain written informed consent. Random 
allocation took place after online informed consent, but before written informed con-
sent. As a consequence, participants who were allocated to the waiting list condition 
may have been less motivated to return their written informed consent. Also, one 
could imagine that those in the waiting list group that experienced more problems 
were particularly reluctant to return the consent forms. This is what probably caused 
the imbalance in the groups at baseline. 
 
Thirdly, data collection for the studies in this thesis always used the adolescent as the 
source of information. This means that all data were collected from the participants 
directly through self-reported assessments. Consequently, the data were based on the 
self-reported information of individual participants, and it might have been preferable 
to have more sources to validate this information [9-11]. 

A fourth limitation lies in the technical sphere. With the rise of online interventions 
and evaluations in health care, more interventions are being developed for use via 
computer and mobile phone applications. These developments might be advantageous 
in many cases; however, they are also prone to introducing technical failures. In the 
Kopstoring study, we had some technical failures, some more severe or harder to solve 
than others. 

A possible limitation of measuring short-term effects is that the intervention might 
have an effect over a longer period of time, which is a very likely phenomenon within 
the field of prevention. The potential delayed effect of the intervention, also described 
as the sleeper effect [12], could not be ruled out, and effects of the intervention 
measured at 12 or 24 months might have shown different results. 
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Strengths 
Despite both major and minor limitations, this thesis contains study results that shed 
new light on online health care and online evaluation research. The Kopstoring ran-
domized controlled trial is the first study to assess the clinical effectiveness, and partic-
ipants’ and providers’ perspectives of an online preventive course for adolescent chil-
dren of parents with mental health or addiction problems. 

The study’s most essential strength follows from its most essential limitation. This 
thesis contains material exploring and describing a very real problem in Dutch medical 
research ethics. It is the first of its kind to create awareness of the gap between actual 
regulation and what is done by professionals in the field. Not only are medical acts 
narrowly interpreted and unable to grow alongside the technological advances of this 
era, but even the MRECs and the Central Committee on Research Involving Human 
Subjects (CCMO) admit that this is a real and large problem. However, these commit-
tees cannot amend legal acts or regulations and refrain from interpreting them less 
narrowly in order to keep the division of tasks separated; they instead merely check 
studies’ protocols to judge whether or not these protocols are in line with medical 
ethical legislation made by parliament. Our study has shed some light on the size and 
severity of this problem, and hopefully the problem will be noticed by politicians and 
parliament, the ones with legislative power. 

Secondly, this study focusses on an intervention for a very vulnerable group. Not much 
research has been done exposing the risks and consequences for children of parents 
with mental illness or addiction problems. However, more evidence of these risks and 
consequences has slowly become available. The number of interventions for these at-
risk children is growing; most of them are family oriented or focus on the patient (the 
parent in this case). Kopstoring has been evaluated as very good by the participants 
themselves, giving them a voice in this process as well. With the knowledge gained 
from the included studies, we are now able to provide more information about this 
target population. 

Kopstoring has been noticed internationally by research teams from Sweden and the 
United States. Despite the fact that the evaluation used in this thesis showed no statis-
tically significant effects of Kopstoring, the course has been deemed effective and 
helpful enough that at the moment a team in Sweden has translated the material and 
is performing a pilot study in preparation for a multi-centre randomized controlled 
trial. 

Recommendations: bridging the gap 

In total, 17 recommendations can be given based on the outcomes of the studies in 
this thesis. Due to the variety of factors assessed in this thesis, recommendations can 
be divided into two categories: recommendations for policy- and decision makers and 
recommendations for future (online) research. 
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Recommendations for policy- and decisions makers 
• Firstly, we recommend starting a political discussion about the increasing 

problems and gap caused by growing medical and other technologies in this 
digital era and by outdated rules and regulations. 

• Secondly, we recommend that consent given online be recognised as equal to 
written consent, as is already the case in other segments of society in the 
Netherlands.  

• Thirdly, we recommend reducing the legal age of consent for medical re-
search to 16 years, in line with the age of consent for medical treatment. This 
would allow young people aged 16 and older to make independent decisions 
on participating in e-research, without violating their privacy. 

• As a fourth recommendation, we advise that the tasks of the Medical l Re-
search and Ethics Committee (MREC) and the Central Committee on Research 
Involving Human Subjects (CCMO) be expanded and not restricted to merely 
judging whether research protocols are within the limits of good conduct and 
obedience to medical ethical law. However, if the committees conclude that a 
research team might have a valid and good point proving the law to be out-
dated, they should be able to institute an exemption rule or a procedure to 
suggest changes to the current medical act to parliament, using the case at 
hand. 

• Our fifth recommendation is to use a multilevel approach to address the prob-
lems of children dealing with parental mental illness or addiction. The prob-
lems of this group of children need to be more widely recognized in Dutch so-
ciety. 

Recommendations for further research 
• Firstly, we recommend that future clinical studies evaluating similar preven-

tive interventions for youth include coping mechanisms as an intermediate 
outcome measure alongside the measured clinical outcomes, as coping has 
proven to be a good tool for adolescents dealing with parental mental illness 
or addiction [13]. 

• Secondly, we recommend to avoid any situation in which randomization takes 
places based on online informed consent, when awaiting written informed 
consent. This might lead to unbalanced groups at baseline. 

• Thirdly, we recommend using a participatory approach in future studies. Evi-
dence has shown [14,15] that this is very effective for understanding and em-
powering the target population. Including persons from the target population 
as part of the study group empowers them to direct the research team to in-
clude aspects important for research and outcomes. 
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• In addition we recommend more qualitative studies on the experience and 
importance of anonymous online interventions. The process evaluation in-
cluded in this thesis gave a full understanding of experiences and expectations 
of participants in Kopstoring. It showed the importance of aspects that would 
not have been discovered with merely quantitative research. 

• Then, we recommend thinking thoroughly about the consequences of some 
technical gaps that have not been overcome yet in online preventive research 
(e.g. participants who register a second time when allocated to the waiting 
list) 

• A sixth recommendation for future research is seeking a very close collabora-
tion between the research team and the providers, the health professionals. 
Because of the virtual nature of online studies, it can be hard to keep every-
one together. Research teams have to be invested in goodwill and avoid an 
ivory tower attitude. 

• A seventh recommendation for future research is to double-check and moni-
tor the process several times. Despite the fact that systems are online and re-
searchers rely on programs to alert them when something goes wrong, it is 
often noticed too late. During the inclusion period of a randomized controlled 
trial, we recommend a data monitoring system, but a person acting as a moni-
tor is preferable. 

• Another recommendation, is to compare Kopstoring to a different compara-
tor, e.g. a face-to-face equivalent, when assessing cost effectiveness. Care as 
usual effectuated with a waiting list control group already seems to result in 
lower costs compared to the provision of Kopstoring. 

• Our ninth recommendation is to include measures other than self-reported 
ones, such as databases or registries, to validate service utilization. 

• We also recommend starting to explore methods of valuating school absen-
teeism in at-risk offspring of parents with mental illness or addiction. Children 
of parents with mental illness or addiction are at an elevated risk of develop-
ing these problems themselves. In addition, they are very likely to be informal 
caregivers. This may be provoking (regular) school absenteeism. 

• In accordance with the previous recommendation, we also recommend look-
ing at the impact of presenteeism in school settings. For work settings, this 
phenomenon has been explored and described, and valuation methods exist. 
For school settings, it has not been explored in depth, which may be having a 
considerable impact on adolescents as well as society. 

• For online research, we recommend making sure to follow the latest updates 
and technical innovations of programmes. Nowadays, web-based interven-
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tions can be accessed with several devices as well as on the go. Researchers 
should make sure they have compatible programmes and make completing 
the questionnaires as easy as possible for the participants. 

• Finally, we recommend to improve understanding and uniformity in defini-
tions for mental health services in the field (uniformity advances service use 
measurement and therefore provides accurate input for the cost side of eco-
nomic evaluations); this could aid future studies in collecting service use data 
and make results more comparable and uniform. 

Concluding remarks 

In conclusion, the studies presented in this thesis have shown results that should be 
taken into account by decision- and policy makers as well as researchers. Despite the 
lack of statistical significant evidence for the effectiveness of Kopstoring, the results of 
the process evaluation show the potential of Kopstoring and stress the need for fur-
ther research into the potential of online preventive interventions. In addition, some 
study results in this thesis emphasise the pressing need to discuss the gaps between 
(bio)medical research, policy framework, and legal acts. 
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This thesis reports the outcome of an evaluation of an online preventive course for 
adolescent children of parents dealing with mental illness or addiction. The evaluation 
integrates the clinical perspective, the perspectives and experiences of patients and 
providers, the judicial and ethical perspectives and the service utilisation perspective. 
The data for this thesis was collected by means of a randomised controlled trial. Addi-
tional data were collected for a study evaluating methodological issues with the ser-
vice utilisation of youth in need of mental health care. The first step of the study en-
tailed the recruitment and enrolment of the offspring (in the 16-to-25-year age group) 
of people with psychological or addiction problems. Maastricht University in close 
collaboration with the Trimbos Institute (the Netherlands Institute of Mental Health 
and Addiction) and nine mental health institutions3 carried out the recruitment. Sever-
al online and offline recruitment strategies were used to reach the target population. 
After recruitment, enrolment took place, and professionals from the nine mental 
health institutions carried out screening. The second step was the random allocation of 
the participants to either the Kopstoring course or a six-month waiting list control 
group. After these steps, baseline and follow-up measurements were taken to collect 
data for the research in this thesis. 

The first part of this thesis includes chapters that report the analysis of the data col-
lected as outlined. 

Chapter 1 discusses the relevance of the thesis, its aims and objectives and the meth-
odologies used. The severity and size of the problem is most likely underestimated in 
the Netherlands, and the prevalence of children dealing with parental mental illness is 
probably high. It is important to address the problem’s size in addition to its nature. 
Studies have repeatedly shown that a child who has been exposed to a parental psy-
chiatric disorder or addiction is at increased risk (genetic, biological and psychological) 
of developing the same (or a comparable) condition. Interventions for this at risk group 
have been developed. However, most of them have a family focus or even focus solely 
on the patient, that is, the parent. This thesis focuses on an intervention for the ado-
lescent offspring of the patient and includes adolescent children (aged 16-25 years) of 
patients with mental illness or addiction problems. The aim of the thesis is to evaluate 
the Kopstoring course from different perspectives. Therefore, we perform a multiper-
spective evaluation that includes clinical effectiveness, participants’ and providers’ 
expectations and experiences, judicial and ethical perspectives and methodological 
perspectives. 

                                                                 
3 GGNet, Mindfit (until recently, Dimence), GGZ Oost Brabant, Ypse (until recently, Reinier van Arkel), VVGI 
(until recently, GGZ NML) & Riagg Zuid, Context, Brijder, Eleos (until recently, Optiment) 
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Chapter 2 describes the content of the online preventive Kopstoring course and its 
components and structure. In addition, it describes the methodology used to collect 
data. 

Chapter 3 reports the process evaluation of Kopstoring and focuses on the expecta-
tions and experiences of the participants and providers. Data were collected by means 
of in-depth interviews with 13 participants and 4 providers. Analyses of these inter-
views revealed that, in general, participants’ experiences with the Kopstoring course 
were very positive and met their (a priori) expectations. At a deeper level, analysis 
uncovered 5 main themes: background, requirements for the intervention, experience 
with the intervention, technical aspects and research-related aspects. The background 
revealed how the participants heard about Kopstoring and information regarding their 
personal situations. The second theme reflected the requirements for participation 
(e.g. Internet, preparation of the course etc.), and the third theme described the expe-
riences of the participants and providers with the online intervention. The participants 
provided information about the content of the sessions, the quality of the provision 
and the importance of peer support. The fourth theme yielded information about the 
technical aspects of the website and the chat box (e.g. colours, fonts and errors) and 
the fifth theme encompassed research components such as the waiting list, randomi-
sation and the discussion of consent in depth. Overall, the participants’ experience 
with Kopstoring was extremely positive, and they considered it a highly valuable inter-
vention. In addition, they appreciated its online aspect and valued being anonymous. 
They also considered privacy to be a key component of Kopstoring. Most of the barri-
ers that were identified during the in-depth interviews were related to technical as-
pects of the course, for example, loss of connectivity. Other barriers existed with re-
gard to the randomised controlled trial. They were, namely, the gathering of (written) 
informed consent and that of parental consent in the case of minors. The process eval-
uation also included the experiences of the course providers. The providers felt com-
fortable and confident providing Kopstoring online. They emphasised the quality of the 
course and the quality of the protocol. A barrier for the providers was participation in 
the randomised controlled trial. They reflected on its limitations (randomisation, 
screening procedure and inclusion and exclusion criteria). The providers also suggested 
ideas for the improvement of the Kopstoring course, including more input from them 
in the decision making process. 

Chapter 4 assesses the clinical effectiveness of the online Kopstoring course. This study 
compared the participants in the Kopstoring course with a six-month waiting list con-
trol group. The results suggest that there are no statistically significant differences 
between the intervention and control groups’ internalisation and externalisation of 
problems and depression symptoms. The inclusion of the target population was prob-
lematic due to the legal obligation to gather written informed consent in the online 
context. Written informed consent forms were not easily obtained, and, therefore, the 
sample size remained small and the trial underpowered. Most likely, these problems 
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also introduced selection bias into the trial. In this light, the results of the clinical eval-
uation study should be interpreted with the utmost care. 

Chapters 5 and 6 focus on the problems encountered with data collection and the 
analysis of the Kopstoring randomised controlled trial. More specifically, chapter 5 
describes the burden of mental illness and how economic evaluations can help deci-
sion makers deal with the allocation of scarce resources, as is the case in the health 
care sector. In order for economic evaluations to optimally inform decision makers and 
policy makers, the accurate measurement of service use is critical. Such measurement 
is the basis for the cost calculation aspect of the economic evaluation. Based on expert 
interviews, this qualitative study identifies the best approaches to service use meas-
urement for child mental health conditions. In addition, it identifies and describes 
problems in the current theory and methodology. The results suggest considerable 
expert agreement on the strengths (e.g. the availability of accurate instruments to 
measure service use) and weaknesses (e.g. the lack of unit prices for services outside 
the health care sector or alternative approaches to service use measurement). Experts 
also identified some unresolved problems, for example, the lack of uniform definitions 
for some mental health services. This problem implied that different approaches to the 
provision of mental health services were being compared because they had the same 
definition or name. In fact, they were not comparable because their content was not 
uniform. The study had an international outlook and, therefore, experts from the Unit-
ed Kingdom, the United States of America and the Netherlands were interviewed. 

Chapter 6 describes a fundamental problem experienced with the Dutch Medical Re-
search Involving Human Subjects Act (WMO). This act requires the written consent of 
participants involved in medical research, making online research unnecessarily com-
plicated and, at times, impossible. A great deal of e-research involves online interven-
tions focusing on sensitive issues (e.g. sexual dysfunction, addiction and child abuse). 
The assurance of anonymity is an important precondition for participation in this type 
of e-intervention and its evaluation in e-research. However, the word ‘written’ in 
WMO protocols is strictly interpreted to mean ‘on paper’, and participants are not 
permitted to give consent through other means (e.g. email). A second requirement, 
which complicates research involving minors aged 12 to 17 years in particular, is that 
both parents or the guardian of each child give written consent. This undermines the 
principle of privacy to such an extent that finding participants is virtually impossible. 
While participants in medical research must be identifiable to the researcher, their 
anonymity must otherwise be guaranteed as far as possible. In this study, we focus on 
the idea of amending the Dutch WMO. In addition, this study describes and explores 
the differences between the legal age of decision making and consent for medical 
research and for participation in e-research. For treatment, a person aged 16 years or 
more can make legally binding decisions (Medical Treatment Contracts Act, WGBO), 
while, for scientific studies (including the evaluation studies for these treatments), 
solely a person aged 18 years or more can make legal decisions. The inconsistencies 
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between the two most highly used medical acts (the Medical Treatment Contracts Act 
(WGBO) and the Dutch Medical Research Involving Human Subjects Act (WMO)) re-
garding the age at which one can provide legally binding consent cause problems in 
the assessment of interventions. 

Chapter 7 summarises the main findings of the studies that this thesis describes. In 
addition, it interprets the findings and reflects on the strengths and limitations of the 
studies. The outcome measures chosen for the analysis do not reflect the positive 
effects and the experiences of both the providers of and participants in Kopstoring (i.e. 
they are statistically unconfirmed). However, we need to interpret the results with the 
utmost caution due to all obstacles encountered during the Kopstoring study. This 
chapter also formulates recommendations for policymakers and decision makers and 
for future research. Examples of the recommendations for policymakers and decisions 
makers include starting a political discussion about increasing problems and gaps be-
tween the rules and regulations and current practice. We go on to recommend that 
consent given online be recognised as being equal to written consent. For future re-
search, we recommend including coping mechanisms as an intermediate outcome 
measure alongside clinical measures in clinical trials (as coping has proven to be a good 
tool for adolescents dealing with parental mental illness) and performing more qualita-
tive studies that look into experiences concerning online anonymous interventions and 
the importance of the same. 

In conclusion, decision makers and policymakers as well as researchers should take 
into account the results of the studies presented in this thesis. While the effectiveness 
of Kopstoring has only been confirmed in a process evaluation, the outcomes of the 
included studies show its potential and stress the need for further research into the 
power and potential of online preventive interventions. In addition, some of the study 
results of this thesis address the pressing need to discuss the gaps between 
(bio)medical research and the policy framework, structure and legal acts. More than 
ever, we should be aware of the problems hampering the provision of online health 
care and the evaluation of the same. 
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Dit proefschrift beschrijft de evaluatie van een online preventieve cursus voor jong-
volwassen kinderen van ouders met psychische- of verslavingsproblemen (in Neder-
land ook wel KOPP/KVO kinderen genoemd). Deze evaluatie integreert verschillende 
perspectieven waaronder het klinische perspectief, patiënt en uitvoerders perspectief 
in vorm van verwachtingen en ervaringen, het juridische- en ethische perspectief en 
het zorggebruik (kosten) perspectief. De data waarop de resultaten van dit onderzoek 
is gebaseerd, is verzameld met behulp van een gerandomiseerd multi-centrum expe-
riment. Additionele data is verzameld voor de studie die methodologische problemen 
van zorggebruik van kinderen en jongeren in de geestelijke gezondheidszorg evalueert. 
De eerste stap in het datacollectie proces was de rekrutering en inschrijving van jong-
volwassen kinderen (16-25 jaar oud) van ouders met psychische- of verslavingspro-
blemen. De rekrutering en PR werd geleid door het Trimbos Instituut (in nauwe sa-
menwerking met Universiteit Maastricht). Voor de rekrutering zijn zowel online als 
offline strategieën toegepast om de doelpopulatie te bereiken. Na rekrutering en in-
schrijving zijn de potentiele deelnemers gescreend door getrainde professionals van 
negen GGZ-instellingen4, verdeeld over Nederland. Stap twee was de toewijzing van de 
gescreende deelnemers in ofwel de Kopstoring groep ofwel de wachtlijst groep. Na het 
doorlopen van dit proces hebben een aantal metingen plaatsgevonden en zijn de Kop-
storing cursussen uitgevoerd. 

Het eerste gedeelte van dit proefschrift bevat hoofdstukken die resultaten beschrijven 
gebaseerd op analyses van data van het hierboven beschreven Kopstoring experiment. 

Hoofdstuk 1 beschrijft de relevantie van dit proefschrift alsmede de hoofdvraag en 
doelen. Hoofdstuk 1 gaat tevens in op de toegepaste methodologie, die gebruikt is om 
tot beantwoording van de vraagstelling te komen. De ernst en omvang van de proble-
men die KOPP/KVO kinderen hebben, wordt onderschat in Nederland en de prevalen-
tie van kinderen met een ouder met psychische- of verslavingsproblematiek is hoog. 
Naast de ernst en de omvang van het probleem is het belangrijk om aandacht te vesti-
gen op de aard van het probleem. Uit wetenschappelijke bronnen blijkt namelijk dat 
een kind (of jongvolwassene), dat blootgesteld wordt aan psychiatrische- of versla-
vingsproblematiek van de ouder, een verhoogd risico heeft (zowel op genetisch, biolo-
gisch als psychisch vlak) om dezelfde problemen of ziekten te ontwikkelen als de ou-
der. Interventies voor deze kwetsbare groep zijn inmiddels ontwikkeld, helaas hebben 
de meeste interventies de focus op de gehele familie of juist de patiënt alleen (dus de 
ouder) en wordt het kind vaak vergeten in het proces. Dit proefschrift richt zich mede 
daarom op een interventie speciaal ontwikkelt voor jongvolwassen kinderen (16-25 
jaar oud) van ouders met psychische- of verslavingsproblemen. Het doel van dit proef-
                                                                 
4 GGNet, Mindfit (tot voorkort, Dimence), GGZ Oost Brabant, Ypse (tot voorkort, Reinier van Arkel), VVGI (tot 
voorkort, GGZ NML) & Riagg Zuid, Context, Brijder, Eleos (tot voorkort, Optiment) 
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schrift is het uitvoeren van een evaluatie van de online Kopstoring cursus vanuit ver-
schillende perspectieven. We evalueren daarbij het klinisch effect van Kopstoring, 
maar ook verwachtingen en ervaringen van patiënten en uitvoerders. Verder zijn ook 
juridische en ethische perspectieven en methodologische perspectief meegenomen in 
de evaluatie. 

Hoofdstuk 2, beschrijft de inhoud van de Kopstoring cursus en gaat dieper in op de 
verschillende componenten van de online cursus. In dit hoofdstuk wordt ook dieper in 
gegaan op de opzet en methodologie van dataverzameling voor de klinische evaluatie-
studie van Kopstoring. 

Hoofdstuk 3 rapporteert de resultaten van de procesevaluatie van Kopstoring en richt 
zich op verwachtingen en ervaringen van deelnemers aan de Kopstoring cursus en van 
de uitvoerders van de cursus. Data voor de proces evaluatie is verzameld door middel 
van diepte interviews met zowel deelnemers als uitvoerders van de cursus. 13 jong-
volwassenen (16-25 jaar oud) en 4 uitvoerders zijn hiervoor geïnterviewd. Analyses van 
deze diepte interviews lieten zien dat de ervaringen van de deelnemers van de Kopsto-
ring cursus over het algemeen heel positief waren en tevens in lijn met hun verwach-
tingen. Analyses van de data legde 5 thema’s bloot namelijk: de achtergrond van deel-
nemers en inschrijving, ervaringen met de interventie, technische aspecten van online 
hulpverlening en Kopstoring, en onderzoeksaspecten. In het algemeen werd de Kop-
storing cursus zeer gewaardeerd door de deelnemer alsmede door de uitvoerders. Het 
eerste thema legde bloot hoe deelnemers bij de Kopstoring cursus terecht kwamen en 
wat de reden was voor inschrijving en persoonlijke situatie. The tweede thema reflec-
teerde op de vereiste voor deelname aan de cursus (bijv. internet toegang, voorberei-
ding van de sessie etc.) en het derde thema beschreef de verwachtingen en ervaringen 
van de deelnemers en uitvoerders. De deelnemers gaven informatie over de inhoud 
van de sessies, de kwaliteit van de uitvoer, en de relevantie en belang van lotgenoten-
contact. Het vierde thema, gaf inzicht in het technische gedeelte van de website en de 
chatbox (bijv. kleuren, fouten, lettertype, inloggen etc.) het laatste thema gaf inzicht in 
de ervaringen met de onderzoekscomponenten zoals de wachtlijst, randomisatie en de 
toestemming voor deelname. Het online aspect van de cursus, dat de privacy en ano-
nimiteit van de deelnemer waarborgt, werd als sleutel component benoemd in de 
positieve beoordeling van de Kopstoring cursus. Obstakels die ervaren werden door 
deelnemers, lagen vooral op technisch vlak. Daarnaast werden sommige aspecten van 
het onderzoek (zoals het risico om op een wachtlijst te komen, het versturen van 
schriftelijke toestemmingsformulieren, en in geval van minderjarigheid het verkrijgen 
van ouderlijke toestemming) als barrière gezien. In de procesevaluatie zijn ook data 
verzameld middels diepte interviews met de uitvoerders van de Kopstoring cursus. 
Deze data laat zien dat de geïnterviewde uitvoerders (professionals) zich vertrouwd 
voelen met de inhoud van de cursus en de online uitvoer ervan, ze benadrukken de 
goede kwaliteit van de inhoud van het draaiboek. De uitvoerders hebben sommige 
onderzoekscomponenten als obstakels ervaren en vonden dit dan ook een limitatie 
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voor uitvoer (randomisatie, de wachttijd, de screeningsprocedure van het onderzoek 
en de in-en exclusie criteria van het onderzoek). De uitvoerders brachten verder idee-
en voor verbetering aan waaronder een nauwere samenwerking van onderzoeksteam 
en praktijk. 

Hoofdstuk 4 evalueert de klinische effecten van de online Kopstoring cursus. In deze 
studie wordt de Kopstoring cursus vergeleken met een wachtlijst controle conditie, 
waarin deelnemers gebruik maken van ‘normale zorg’. Resultaten laten zien dat er 
geen statistisch significant verschil wordt gevonden tussen de twee groepen in termen 
van internaliserende (depressie en angst) en externaliserende symptomen (agressie) 
en problemen en depressie symptomen. Ondanks het ontbreken van statistische signi-
ficantie in effect, waren sommige verbeteringen wel zichtbaar. Verschillen tussen de 
groepen waren zichtbaar op de internaliserende schalen van de Youth Self Report en 
suggereerde een verbetering van scores in de interventiegroep. Gezien de impact van 
methodologische, medisch-ethische en juridische problemen en organisatorische pro-
blemen dienen de resultaten van deze klinische effectenstudie met grote voorzichtig-
heid geïnterpreteerd te worden. 

Hoofdstuk 5 en 6 richt zich primair op de problemen die we ondervonden hebben 
tijdens de het verzamelen van de data en met het design en de uitvoer van de Kopsto-
ring studie. Hoofdstuk 5 beschrijft de impact van psychische ziekten en hoe economi-
sche evaluaties beleidsmakers kunnen helpen in het nemen van beslissingen over ver-
deling van schaarse middelen in de gezondheidszorg. Om economische evaluaties zo 
goed mogelijk tot hen recht te laten komen en zo optimaal mogelijk gebruik te maken 
van deze evaluaties, is accurate meting van zorggebruik kritiek en onmisbaar. Zorgge-
bruik dient als basis voor het berekenen van de kosten in een economische evaluatie-
studie. In dit hoofdstuk is de uitkomst van een kwalitatieve studie beschreven, die 
gebaseerd is op interviews met experts. In deze diepte interviews, identificeren zij de 
beste methode en zienswijze om zorggebruik van kinderen (en jong volwassenen) die 
zorg nodig hebben voor psychische problemen in kaart te brengen. Verder worden de 
problemen met de gangbare theorieën en methoden geïdentificeerd en beschreven. 
Analyses laten verder zien dat er goede overeenstemming is tussen experts met be-
trekking tot de sterke punten (bijv. beschikbaarheid van goede en accurate meetin-
strumenten om zorggebruik te meten) en de zwakkere punten (bijv. het ontbreken van 
uniforme kostprijzen voor diensten buiten het reguliere zorgsysteem, en andere alter-
natieve methoden voor het meten van zorggebruik). De geïnterviewde experts identi-
ficeerde ook enkele problemen, waar zich nog geen eenduidige oplossing voor heeft 
aangediend, zoals het ontbreken van uniforme definities voor hulpverlening of dien-
sten. Deze kwalitatieve studie had een internationale insteek en daarom zijn er experts 
van het Verenigd Koninkrijk, Amerika en Nederland geïnterviewd. 

Hoofdstuk 6 schetst een fundamenteel probleem met de Nederlandse Wet medisch-
wetenschappelijk onderzoek met mensen (WMO). Deze wet schrijft schriftelijke geïn-
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formeerde toestemming van de deelnemer van medisch-wetenschappelijk onderzoek 
voor. Dit maakt online onderzoek (e-research) onnodig gecompliceerder en in sommi-
ge situaties zelfs praktisch onmogelijk. Een groot deel van online onderzoek betreft het 
onderzoek naar interventies die gericht zijn op behandeling (of preventie) van sensitie-
ve problemen (bijv. seksueel disfunctioneren, verslaving of kindermishandeling). De 
waarborg van anonimiteit is bij online behandeling en online onderzoek een belangrij-
ke voorwaarde voor deelname aan dit type onderzoek (en behandeling). Desalniette-
min, wordt het woord ‘schriftelijk’ als opgenomen in de WMO, strikt geïnterpreteerd 
als ‘op papier’ en deelnemers zijn daarmee niet bevoegd om toestemming te geven 
voor online onderzoek, middels elk ander medium (e-mail, scan, vinkje, of klik met de 
muis). Een tweede vereiste van de WMO, wat (niet invasief) onderzoek onnodig com-
pliceert, is de regelgeving omtrent minderjarigen, vooral de minderjarigen in de leeftijd 
12 tot 17 jaar oud. Voor deze groep minderjarigen volstaat hun eigen geïnformeerde 
toestemming voor deelname aan online onderzoek niet. Hun ouders dienen ook geïn-
formeerde toestemming te verlenen voor deelname van hun kind aan online onder-
zoek. Dit ondermijnt de privacy van de deelnemer zo erg, dat rekrutering van deze 
deelnemers vaak bijna onmogelijk blijkt. De privacy van de deelnemer van online on-
derzoek dient ten alle tijden gewaarborgd te worden, zelfs met in acht neming dat de 
deelnemer wel herleidbaar moet zijn voor de onderzoeker. In deze studie stellen wij 
een wetswijziging voor van de WMO. Ten tweede worden de verschillende leeftijds-
grenzen waarop een persoon geacht wordt juridisch bindende beslissingen te mogen 
nemen ten aanzien van behandeling (vanaf 16 jaar) en ten aanzien van onderzoek naar 
deze behandelingen (vanaf 18 jaar) beschreven en vergeleken. Deze inconsistentie in 
minderjarigheidsgrenzen tussen de wet geneeskundige behandelingsovereenkomst 
(WGBO) en de wet medisch-wetenschappelijk onderzoek met mensen (WMO) veroor-
zaakt grote problemen voor de evaluaties van zorgprogramma’s behandelingen of 
interventies. 

In hoofdstuk 7 worden de algemene bevindingen van de deelstudies van dit proef-
schrift samengevat. Naast de interpretatie van de resultaten heeft dit hoofdstuk als 
doel te reflecteren over de sterke- en zwakke punten van de evaluatie van Kopstoring. 
De uitkomstmaten, die meegenomen zijn in deze studie, onderschrijven de positieve 
uitkomsten van de ervaringen van deelnemers en uitvoerders niet, en resultaten blij-
ven daarmee statistisch niet significant. De resultaten dienen echter met voorzichtig-
heid geïnterpreteerd te worden vanwege de enorme problemen (methodologisch, 
financieel, organisatorisch, problemen met rekrutering, technische problemen etc.) 
waar dit onderzoek mee te kampen heeft gehad. Tot slot worden aanbevelingen voor 
beleidsmakers en onderzoekers gedaan. Beleidsmakers wordt bijvoorbeeld aanbevolen 
om de politieke discussie op gang te brengen om de minderjarigheidsgrenzen in wet-
geving in de gezondheidszorg uniformer te maken en mensen bewust te maken van de 
problemen die spelen in het onderzoeksveld zodat het gat tussen wetgeving en prak-
tijk kleiner wordt. Ook zou online toestemming mogelijk moeten zijn naast schriftelijke 
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toestemming. Voor toekomstig onderzoek adviseren we om coping mechanisme als 
intermediaire maat mee te nemen in de klinische evaluaties van online interventies 
voor KOPP/KVO groepen. Tot slot zou er meer kwalitatief onderzoek gedaan moeten 
worden naar de ervaringen met online anonieme interventies en het belang van deze 
interventies. 

Concluderend, dit proefschrift heeft vanuit verschillende perspectieven de online Kop-
storing cursus geëvalueerd en geeft daarmee nieuw inzicht op het gebied van uitvoer 
en evaluatie van online interventies. De resultaten zijn van belang voor beleidsmakers 
en de medisch-wetenschappelijke onderzoek gemeenschap. Ondanks dat de positieve 
werking van de Kopstoring cursus beschreven is in de proces evaluatie, bleef de klini-
sche statistische bevestiging in de evaluatie studie achter. De resultaten van de studies 
in dit proefschrift laten het potentieel van online hulpverlening zien en onderstrepen 
de noodzaak voor toekomstig onderzoek in de kracht en het potentieel van online 
preventieve interventies. De resultaten van dit proefschrift benadrukken de noodzaak 
om de discussie aan te gaan over de kloof tussen (bio)medische onderzoek en het 
wettelijke kader en de organisatorische structuur. Meer dan ooit tevoren dienen we 
bedacht te zijn op de problemen en obstakels die er zijn rondom de uitvoer van online 
zorgprogramma’s en online evaluatie onderzoek. 
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“The more extensive a man’s knowledge of what has been 
done, the greater will be his power of knowing what to do.” 

Benjamin Disraeli (1804-1881) 
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This part of the thesis focus on strategies to valorise the results of the conducted re-
search. Valorisation of knowledge is the actual process of making research results 
suitable and available for the general public and society [1]. The outcome of the evalu-
ation performed has led to new insight and knowledge about online e-research. This 
chapter will therefore focus on the value of valorisation of these new insights and the 
possible valorisation strategies. 

 

Relevance for valorisation of knowledge    Minding the gap 

The relevance and importance of valorisation of research results should not be under-
estimated. Even the result of clinical trials with small effect sizes could be disseminated 
and valorised. This chapter elaborates on the valorisation strategies for the results of 
the research performed for this thesis. This thesis explores the potential, and also the 
effectiveness of Kopstoring, an online preventative course for adolescent offspring of 
parents who are dealing with mental illness or addiction. Surprisingly, for the research 
executed within this thesis, it is not the result of the clinical effectiveness study that is 
most important to valorise, but the knowledge gained about the obstacles encoun-
tered when performing this online randomised controlled trial. From the obstacles and 
problems met during the study, researchers, policy makers, legislators and patients can 
learn a great deal. 

 

Valorisation strategies      Bridging the gap 

In this part of the valorisation chapter, we propose several strategies to optimize valor-
isation of the knowledge obtained and in addition the information gathered concern-
ing the problems encountered during the execution of the online randomised clinical 
trial. A general strategy to valorise results of this thesis could be disseminating results 
among the scientific community and the community of health care professionals. This 
process has already started by publishing the results of the studies in International 
peer reviewed journals. In addition, the results are sent out to the National platform 
Kopstoring and mental health institutions. Secondly, the results are partly disseminat-
ed at National (Amsterdam and Maastricht) and International conferences (Italy, Ger-
many, Canada and the United States of America). In answer to the early dissemination 
of various studies, Kopstoring attracted a lot of attention and the Karolinska Institute 
in Sweden has bought the rights to be able to provide Kopstoring in Sweden. At the 
other side of the world, in Portland, Oregon (USA) experts also see the potential of 
Kopstoring and are trying to find a platform for negotiations with the developers 
(Trimbos Instituut and four mental health institutions) to see if there is a potential for 
the provision of the course in Oregon. 
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A second valorisation strategy focuses on valorisation of the knowledge obtained 
about problems with obtaining both written and online informed consent and the 
concerns about the age differences for legal decision making for medical treatment 
and (medical) research. The goal of this strategy is to create optimum awareness about 
the knowledge gathered because the inclined answer to solve this problem is specifi-
cally for National Parliament; the National legislator and policy maker. The first strate-
gy to create awareness and valorise the results of our study on legal issues is one that 
needs investment. As described in chapter 6 of this thesis, the legal obligation to ob-
tain ‘written’ informed consent creates serious problems for online research in some 
cases making it virtually impossible. This claim has been supported by medical and 
health researchers for some years now, and it has even been noticed and acknowl-
edged by the medical research ethical committee (MReC) and the National Central 
Committee on Research Involving Humans (CCMO) [2]. Amending an act or legislation 
is a task that can be performed only by National Parliament [3]. However, since the 
messages has not been picked up yet it might be time to use more convincing strate-
gies. A first step could be to write a petition which can be served to members of Par-
liament. Writing a petition is a good strategy to create awareness and build a large 
community to support this initiative to allow online consent in medical research (in 
cases where it is deemed absolutely necessary and under strict regulation). If the peti-
tion is constructed the correct way it will be understandable, clear and demanding only 
minimal effort from the supporting party. In accordance to writing a petition a citizens 
initiative is a second tool which can be used to create awareness and with enough 
support (online signatures) has a direct impact on the political agenda [4]. 

In addition to the scientific community and Dutch policy makers and Parliament, the 
target population would benefit from transparent valorisation and dissemination of 
the results of this thesis. After all, they are the ones suffering from the situation they 
are in. The course participants have already indicated how valuable Kopstoring can be. 
Communicating the results of this evaluation, will hopefully lead to more effective 
adoption of Kopstoring. As laid out in this thesis, future provision of Kopstoring might 
be threatened by future re-organisations of the youth mental health care sector and its 
financial consequences. Valorisation is even more important in that regard, therefore 
we will disseminate the study results by sending the thesis to health care providers, 
participants, municipalities and health care insurers. 
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APPENDIX 1 
Intervention Population  Aims intervention Content intervention 
FACE-TO-FACE INTERVENTIONS   
Play-and-talk 
groups 

Children 
(12-16 yrs) 

Decrease risk factors and 
strengthen protective factors by 
breaking through social isolation 
and the taboo, fostering mutual 
recognition, decrease the burden, 
and stimulating and searching for 
social support 
 

Children receive information about 
the problems of their parents, get 
social support from the group, and 
are trained in strategies to enhance 
their competence in coping with the 
problems of their parents (1 
interview with parent and child, 8 
child group meetings, 2 parent 
group meetings) 

Support groups 
for adolescents 

Children 
(16-23 yrs) 

Decrease risk factors and 
strengthen protective factors 
breaking through social isolation 
and the taboo, fostering mutual 
recognition, decrease the burden, 
and stimulating and searching for 
social support 
 

Similar as in the play-and-talk 
groups. Program content is flexible 
and chosen in consultation with the 
participants. Common topics: 
heritability, feelings of guilt and 
shame, feeling responsible for the 
parent, leaving home, making plans 
for the future (8 child group 
meetings) 

Child Talks Parents&children 
(0-23 yrs) 

Improving the children’s coping 
skills and offering them emotional 
and social support, improving the 
parent’s competence by increasing 
their awareness of their children’s 
perspectives, and informing them  
of the consequences that a  
parent’s mental illness may have  
for the children 

A routine service of mental health 
services after the intake of each 
adult patient who has children living
at home. Conversations with 
trained mental health professional. 
After the conversations, advice is 
offered about the additional help 
and support that is available (1 
parent meeting, 2 family meetings) 

Psycho-
educational 
family 
intervention 

Parents&children 
(4-21 yrs) 

Start a process of communication 
between the family members  
about the parent’s mental illness 

Parents report the history of their 
situation, are taught about 
improving the resilience and 
strength of their children, and 
concerns are discussed. Information 
is provided to the children and their 
concerns are discussed. In a whole-
family meeting, the mental illness, a 
shared coping strategy, and positive 
steps to promote healthy child 
functioning are discussed (6 to 8 
family meetings; first with parents, 
then with children, then together) 
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Intervention Population  Aims intervention Content intervention 
FACE-TO-FACE INTERVENTIONS   
Piep zei de muis Toddlers and 

young children   
(4-7 yrs) 
 

Teach children playfully how to  
deal with their emotions and the 
stress and tension in their home 
situation. 

Young children exposed to 
emotional stress and stress. 
Focused on children from poor 
neighborhoods. Children learn in 
the “play club’ how to deal with 
their emotions and the situation at 
home in a playful manner. 15 
meetings and 4 parent meetings 

Gezin aan bod / 
family’sturn 
 

Families with 
parents with 
addiction pro-
blems (all ages) 

Start a process of communication 
between the family members  
about the parent’s addiction.  

Psycho-educational intervention for 
the family with separate parts for 
child and parents but also part for 
both to practice what they learned 
as a family. 14 weekly sessions of 
2.5h. first hour is only for the 
children and rest of the time 
complete families.  

 

Intervention Population  Aims intervention Content intervention 
WEBBASED  NTERVENTIONS   
‘Kopstoring’ Children  

(16-25 yrs) 
Improving the mental health of 
children, educate children about 
their parent’s illness, and create 
understanding between children 
and parents 

Themes include describing the 
situation at home and roles in the 
family; thoughts, feelings, and self-
blame; questions about addiction 
and mental problems; coping with 
different behaviors; parentification; 
using social network; leading your 
own life; preparing for your own 
future (8 chat sessions) 

‘KopOpOuders’ Parents Support both parents in raising  
their children 

Topics: the role as a parent, the 
impact of parental problems on 
children, feelings of guilt and shame, 
what is good-enough parenting, 
what practical pedagogical support 
is available, opportunity to exchange 
experiences between participants (8 
sessions) 

‘Survivalkid’ Children  
(12-24 yrs) 

Provide children opportunities to 
find support and communicate   
with others any time they feel       
the need 

Survivalkid provides a secluded 
virtual platform with personalized 
feedback, psycho-social education, a 
message board, monitored chat 
groups and opportunities for private 
chats with a professional 
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Intervention Population  Aims intervention Content intervention 
WEBBASED  NTERVENTIONS   
‘Drankjewel’ Children with 

parents with 
alcohol addic-
tion (two cate-
gories: 12-17 yrs 
and 18 yrs and 
older) 

Provision of information and links. 
Provide easy access to contact 
professionals to seek help. 

Online platform with facts, 
frequently asked questions and links 
to active interventions. There are 
also options to contact a 
professional by e-mail or chat with 
an professional 

Familie van… Family members 
of a mentally ill 
or addicted 
person (two 
categories: 
younger than 24 
yr and older than 
24 yrs old) 

Provision of information and links. 
Provide easy access to contact 
professionals to seek help. 

Online platform with facts, 
frequently asked questions and links 
to active interventions. There are 
also options to contact a 
professional by e-mail or chat with 
an professional 

*Table based (adapted) on overview from van Loon (2015)  
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APPENDIX 2 
Sample Size calculations  

Initial sample size calculation: 
We want to be able to detect at least a clinical medium effect size. This corresponds to 
a standardised mean difference (Cohen’s d) of d> 0.45 [1]. We will test the hypothesis 
at a conventional power of (1 – beta) = 0.80 and alpha = 0.05, 2-tailed. For this n = 78 is 
required per condition, hence a total of 156 participants. The drop-out rate from the 
pilot study was 28% [2]. We therefore need to enrol 156/ (1-0.28) = 214 participants in 
the trial. 

Adjusted sample size calculation: 
The initial power calculation is based on the hypothesis that groups would be tested 
with an independent T test. However, analyses will be more efficient when using a 
covariance analysis in which we use the scores of the Youth Self Report List (YSR) 
measured at baseline as a covariate in the analyses. Through this correlation of the 
Youth Self Report List (YSR) between the pre(baseline) and post-measurements we can 
gain an important power advantage. According to the manual of the Youth Self Report 
List (YSR) [4] there is a correlation of r= 0.88 between pre- and post-measurement with 
an interval of 2 months’ time. After 24 months the correlation is r= 0.63 and 48 months 
r= 0.45. It is therefore sound to assume that the correlation of the scores of the Youth 
Self Report List (YSR) over a period of 6 months is approximately r=0.70. 

As with the initial power calculation we expect to find a clinical difference of d= 0.45 or 
more between both conditions as measured at the post-measurement. This will be 
tested with a conventional threshold of α=0.05 (2-sides) and with a power of(1-β)= 
0.80. According to STATA [3] (syntax sampsi 0.00 0.45 sd1(1) sd2(1) power (0.80) 
method (ancova) pre(1), post(1) r01(0.70)) we need 40 participants in each condition. 
Combining the intervention and waiting list control condition adds up to 80 partici-
pants. We should compensate for a loss of 28% drop out with 80/(1-0.25)= 112 partici-
pants. 
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APPENDIX 3 
Table 4: Overview characteristics interviewed expert sample 

R Country Specific work field (background) 2009 2011 Member Check 
1. The Netherlands Epidemiologist/ HTA*  X   
2. The Netherlands Health Scientist/ HTA* X   
3. The Netherlands Economist/ HTA* X   
4. The Netherlands Epidemiologist/ HTA* X   
5. The Netherlands Health economist X   
6. The Netherlands Psychologist X   
7. The Netherlands Orthopaedist X   
8. The Netherlands Anthropologist/ HTA* X   
9. The Netherlands Prevention worker CMHI * X   
10. The Netherlands Sociologist/ Prevention worker CMHI * X   
11.  The Netherlands Psychologist X X  
12.  The Netherlands Economist  X  
13.  The Netherlands (Clinical) Psychologist  X  
14.  The Netherlands Econometrist  X  
15.  The Netherlands Clinical psychologist / Prevention worker CMHI *  X  
16. United Kingdom Health economist X  X 
17. United Kingdom (Mental) Health economist X   
18. United Kingdom Health Economist X X X 
19. United Kingdom Health Economist X X  
20. United Kingdom Child psychiatrist/ Clinician X X  
21. United Kingdom Health economist X X  
22. United Kingdom Health economist  X  
23. United States of 

America 
(Clinical) Psychologist  X  

24. United States of 
America 

Pediatrician/ Clinician  X X 

25. United States of 
America 

Economist  X  

26. United States of 
America 

Economist  X  

27. United States of 
America 

(Clinical) Psychologist  X X 

28. United States of 
America 

Epidemiologist/ Statistician  X  

29. United States of 
America 

Epidemiologist  X  

* CMHI = Community mental health institution 
* HTA = Health Technology Assessment  
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APPENDIX 4 
Table 5: Interview topic list 2009 

TOPICS DESCRIPTION 
1. Unit of analysis (child/ parent/ family) Who is the central figure of analysis; of whom we 

measure costs and effects? 
2. Breadth of Service Use  Should we measure intersectoral service use? 

E.g. in the educational and criminal-justice 
systems? 

3. Services use of relatives, parents, and informal care 
givers (indirect costs) 

How extensive should we measure service use? 
Is it preferable to include service use by parents, 
relatives and (informal) care givers? 

4. School absenteeism/ school ‘presenteeism’  school absenteeism and school ‘presenteeism’ 
(theoretical concept) 

5. Practicality & Validity of instruments How easy and practical are the available 
instruments to use? Validity of instruments  

6. Hurdles in Youth service use measurement All other problems related to service use 
research (ethical or practical problems) 
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APPENDIX 5 
Table 6: Structured open-end questions expert interviews, 2011 
Experts Interviews: Service Use Assessment for Research with Children and Young People 
Date: 
Respondent nr.: 
Introduction 

Goal Research 

Permission to record the interview 

General information about the respondent 

I would like to start with couple of short questions about you, your background and your expertise 

1. Can you tell me who you are and where you work? 
2. What are your degrees and what function do you have now? 
3. What would you describe as your expertise/ what research interests you most? 
4. How long are you working in this field? 

Content 
I would like to ask questions about four themes: 

1) Identification of service use data 
2) Measurement of service use data 
3) Valuation of service use data  
4) Hurdles and problems 

1) Identification of service use data 

1a. Could you describe what you consider to be identification of service use?  
1b. What are the main issues/ problems with the identification of service use of young people (16-25 years 
old) in need of mental health care? 
1c. What are possible solutions for these issues/ problems, in your view? 

Definition of identification: 

Identification of service use implies that we are able to discover and identify what (health care) services are 
used by young people in need of mental health care.  

2. Which methods should we use to identify services used by young people in the mental health care sector, 
in your opinion?  

- What methods do you use or have you used in the past? 

- Which methods do you prefer and why? 

 (Eg: diaries, questionnaires, web-based questionnaires, interviews etc) 

(Self report or proxy scheme’s) 

3a. What different perspectives are there to use in service use measurement of young people in need of 
mental health care? 
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- Which one do you use or have you used? 

- Which methods do you prefer and why? 

3b. Whom should we use as the unit of analysis in service use research and cost research? 

Definition perspective: 

Societal: Identifying all service used that contribute to burden and costs for society. 

Patient: Identifying all services used that contribute to burden and costs for the patient. 

Health Care sector/ Insurer: Identifying all services used that contribute to burden and costs for the insurer. 

2) Service use measurement 

4a. Can you describe what you consider as measurement of service use? 
4b. What issues/ problems do you encounter with the measurement of service use data amongst young 
people in need of mental health care? 
4c. What are possible solutions for these problems/ issues, in your opinion? 

(E.g respondents, practicality of instruments, vague, don’t reach the population, social desirable answers 
etc) 

5. What different methods exist to measure services used by young people in mental health care sector? - 
What methods do you use or have you used? 

- Which method do you prefer? Why? 

6a. To what extent should we measure service use data of youngsters?  
6b. With what method? Why? 

(Eg. Only health care, also other sectors like juvenile service, criminal and forensic services, school services) 

7a. To what extent should we measure the quality of life of informal caregivers? * 
7b. With what method? Why? 

(Rephrase: Is it important to measure quality of life of caregivers in cost-effectiveness analyses or costs of 
illness studies or to calculate burden of diseases?) 

8a. To what extent should we measure school absenteeism?* 
8b. With what method? Why? 

(What methods are used now and in what type of schools? What about university, schools after secondary/ 
high school?) 

9a. What do you think about the concept of measuring school presenteeism?*  
9b. To what extent should we measure school presenteeism? 
9c. With what method? Why? 

 
Definition school presenteeism: 

Presenteeism is until now only defined, identified and measured and consequently valued in work settings 
and not in school settings. Presenteeism in work settings is defined as: being present at work, but working at 
reduced capacity. It can also be applied to school setting…..being present at school, but working/ performing 
at reduced capacity. 
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3) Valuation of service use data 

10a. Can you describe what you consider as valuation of service used? 
10b. Which main issues/problems do you encounter with the valuation of service use data amongst young-
sters in need of mental health care? 
10c. What are possible solutions for these issues/ problems in your opinion? 

Definition valuation: 

Valuation is to value (e.g in costs) a certain service used. We need valuation in research to express the costs 
of a certain service use. We can also use this to express the burden of a certain disease. 

11. What methods are applicable to valuate services used by young people in mental health care sector? 

- What methods do you use, or have you used? 

- What is your preferred method? Why? 

12a. To what extent should we value service use data? (also other sectors?) 
12b. With what method? Why? 

13a. How do you want to value service use of the parents in case the child suffers mental illness? 
13b. With what method? Why? 

4) Hurdles and problems 

14. Do you encounter other issues/ problems in service use research that are not related to identification, 
measurement or valuation of service use amongst youngsters in need of mental health care? 

(Eg. Ethical issues, practical issues, social desirable answers, confidentiality of research, privacy) 

15a. In case a child suffers from the illness of the parent (and has increased risks to develop mental illnesses 
himself) how should we deal with this is service use research?  
15b. Who is the unit of analysis? 
15c. What is the breadth of service use in this case? 
15d. What methods do we prefer? Self report methods or proxy methods? 

*Authors made a decision not to describe the subject of including quality of life of caregivers, or productivity 
losses for children and youth as this discussion will be the subject of a separate manuscript. 
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Ook voor mij is het zover. Ik ben toegekomen aan het schrijven van het dankwoord. 
Onwennig is het wel, maar het moment is er. Het behalen van de eindstreep was me 
niet gelukt zonder de hulp van collega’s en vele lieve vrienden om mij heen. Graag wil 
ik een aantal van deze mensen persoonlijk bedanken. 

Allereerst wil ik mijn promotieteam bedanken. Het team was veelzijdig en veerkrach-
tig, wat nodig bleek te zijn om de uitdagingen van dit project aan te kunnen. Zonder 
jullie steun, vertrouwen had ik waarschijnlijk de eindstreep niet gehaald. Onno, ik vind 
je een inspirerend persoon. Je bent me altijd blijven motiveren en inspireren. Ondanks 
je drukke agenda, mocht ik altijd langskomen en je maakte altijd tijd om te luisteren 
naar het ‘nieuwste probleem’ van mijn project. Jij hebt mijn onderzoek en dit proef-
schrift naar een hoger niveau getild. Ik ben je daar erg dankbaar voor. 

Thea wat ben jij een fijn persoon. Je zachte en begripvolle karakter maakte dat ik altijd 
bij jou durfde aan te kloppen. Ik heb altijd het gevoel gehad dat ik bij jou terecht kon. 
Je kritische blik, zorgde altijd voor een kwalitatieve verbetering van mijn artikelen. Ik 
heb heel veel respect voor jou en voor hoe je gelijktijdig verschillende projecten aan-
pakt en alle ballen in de lucht houdt. Je vervult daarin een voorbeeldfunctie voor mij. 

Filip, bedankt voor alle input gedurende mijn project. Je altijd kritische blik en oplos-
singsgerichtheid was hard nodig dit project. Je bent een bron van ervaring en kennis, 
die zeer waardevol is. Ik respecteer jou als persoon en waardeer je input enorm. Je 
hebt het project diepgang gegeven en daar wil ik je dan ook hartelijk voor bedanken. 
Voor advies kon ik terecht bij jullie, Silvia en Aggie. Ik wil ook jullie bedanken voor de 
input van de wetenschappelijke publicaties die de kern van dit proefschrift zijn. 

Jennifer Beecham, I am so grateful I had the opportunity to work with you. You are an 
extremely inspiring and warm person. In addition, I love your sense of humour and the 
way you motivate students. I sure hope our paths will cross in the future. Thank you 
Martin Knapp, for the opportunity to work at PSSRU for a while. In this capacity I have 
learned a great deal about service use research. 

Last but not least, Frances Lynch. I really want to thank you for what you have done for 
me during the last 4 years. You navigated me through the world of qualitative re-
search, service utilization and cost studies. I learned a great deal during my period at 
Kaiser Permanente. As a person you are so lovely to work with. You have this natural 
kindness over you that I appreciate very much. I am very happy that our collaboration 
is yet to be continued and that I have the opportunity to work with you again in the 
near future. I am looking forward to that! 

Leden van de beoordelingscommissie bedankt dat u wilde plaatsnemen en dank voor 
uw kritische blik op mijn proefschrift 
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Op persoonlijk vlak wil ik graag bij het begin beginnen. Arno Verrijth, als ik niet in jouw 
wiskundeklas terecht was gekomen en eindeloos permutaties en combinaties geoe-
fend had, dan had ik nog steeds een gruwelijke hekel gehad aan elke vorm van wis-
kunde. Ik ben het echter leuk gaan vinden en dat heb ik wel te danken aan jouw wis-
kundelessen. Bedankt Bas Verhage en Kim Dirkx, jullie hebben mij in laten zien dat het 
helemaal niet vanzelfsprekend was een doorstroommaster te kiezen en dat een onder-
zoeksmaster en onderzoek heel leuk kan zijn. Jullie staan daarmee aan het begin van 
mijn wetenschappelijke carrière in dat opzicht. 

Vladimir jou heb ik gaandeweg leren kennen en we zijn goed bevriend geraakt. Vladi-
mir, altijd even vrolijk, ik hoop dat je nooit stopt met stuiteren want dat maakt jou wie 
je bent. Saskia, wij zijn van collega’s hele goede vriendinnen geworden en dat is super 
waardevol voor me. Dank voor al je advies en de talloze uurtjes die we binnen en bui-
ten kantooruren gepraat hebben. Ik ben blij dat je tijdens mijn promotie (letterlijk) 
achter me staat. 

Orsida, thank you so much for being such a good friend. I enjoy our long talks about 
the world, politics, our work and our private lives. Who would have thought that we 
would become such good friends when they put us in the same office at the London 
School of Economics. I sure did not, but your friendship is enormously valuable to me. 
Thanks! Chibuzo, dude, what can I say. I miss you, boss! You just had to move to the 
other side of the world. I hope we meet again soon in Maastricht. Since you are gone, 
there is literally no one who has dance moves here in Maastricht. Thanks for your sup-
port. Ilse, van alle genoemde personen kennen wij elkaar het langst. We zijn elkaar 
even uit het oog verloren na de middelbare school, maar ik ben blij dat we elkaar ook 
weer gevonden hebben. Ondanks dat de wetenschap voor jou een raadsel is, heb je 
me indirect erg gesteund. Bedankt voor je interesse en hulpvaardigheid en voor onze 
mooie vriendschap. 

Wat hebben we een lief en leed gedeeld, Froukje! Laten we daar vooral mee doorgaan 
ook nu mijn PhD reis eindelijk ten einde komt. Bedankt voor je luisterend oor, je tele-
foontjes, en je lieve kaartjes. Karlijn, jou wil ik ook bedanken voor je inzet als coördina-
tor van Kopstoring. Fijn dat we naast werk gerelateerde dingen ook persoonlijke din-
gen zijn gaan delen. Kevin, dank voor het sparren en voor onze uurtjes bij coffeelovers 
als we ons even moesten afreageren. Het waren leuke koffie momentjes, die ons bei-
den uiteindelijk toch weer steeds op het goede pad zette. Daarbovenop bedankt voor 
de bijzondere vriendschap die we hebben en wat een voorrecht dat ik altijd op jou kan 
rekenen. We gaan elkaar ook na onze promoties nog veel zien en spreken, hoop ik. 
Katarina & Laura, jullie wil ik bedanken voor jullie vriendschap. Beide vriendschappen 
zijn voortgevloeid uit een samenwerkingsverband. Jullie zijn allebei top meiden en 
gaan het maken in deze wereld. Bedankt voor de samenwerking binnen CAPHRI, maar 
minstens zo bedankt voor de vriendschap die eruit voortgekomen is. Jelena, dank je 
voor onze ‘coffee walks’ en talloze uurtjes filosoferen. Gaston, jij bent de meest relax-
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te roomy en onderzoeker die ik ken. Het werkt lekker ontnuchterend voor mij dat jij zo 
lekker chill bent. Volgens mij hebben we best wat ‘Wooooosa’ momentjes gehad op 
kantoor. Ik vind het super dat jij mijn paranimf wil zijn. Doreen, jij staat altijd klaar om 
me uit de brand te helpen. Dank je voor je steun afgelopen jaren. Linda van Loon en 
Sander van Kuijk jullie verdienen een standbeeld en een heleboel biertjes. Bedankt 
voor de talloze antwoorden op mijn vragen. Jullie weten me te vinden als jullie de 
biertjes willen claimen. 
Rina, bedankt voor de liefdevolle opvang van Zoe, zonder jouw toewijding en hulp had ik 
dit proefschrift niet af kunnen maken. Gili & Ferdie (Aya en Mimi) hetzelfde geldt voor 
jullie, het zal in de familie zitten.  Mede door jullie steun, helpende hand en een dosis 
liefde, ben ik een enorme pittige periode doorgekomen en op mijn benen blijven staan. 
Ik waardeer dit enorm en wens jullie al het goeds en liefs toe als familie. Dank je wel! 

Jessie (en Ronald), Ik wil ook jou toch graag bedanken voor de steun, vooral in de 
laatste fase. Ik ervaar je steun als prettig, vertrouwd en fijn! Bedankt, voor de talloze 
uurtjes die je met Zoe hebt doorgebracht en bedankt voor de geniet en relax mo-
mentjes in Breukelen.  

Mathijs, grote broer, het zal je een raadsel zijn wat ik doe, maar ik ben erg blij dat je 
ook op deze dag achter mij staat. Ik beloof dat jij ook na deze dag de slimste van de 
familie mag blijven ;-) 

Niki, jij bent degene die echt weet door te dringen op cruciale momenten en altijd 
voor me klaarstaat. Dat heb je gedaan al zolang ik je ken. Ik kan onvoorwaardelijk op 
jouw steun en toewijding rekenen. Vooral in de afrondingsfase heb je me goed, streng 
en liefdevol bij de les gehouden. Door jouw vertrouwen in mij en ons is dit boekje en 
project afgerond en is onze eerste stap voor de toekomst gezet. Het is voor ons nu tijd 
om te genieten van alle mooie dingen die op ons pad gaan komen. Wat hebben wij iets 
bijzonders en wat hebben we het fijn samen. Ik ben blij met jou! 

Zoe, je bent een mooie dochter en een lief meisje. Ik houd van jou. 

Lieve papa en mama, het is vreemd om met jullie af te sluiten, maar ik heb het beste 
voor het laatst bewaard. Ik denk niet dat ik de woorden goed op papier krijg om jullie 
te bedanken voor de steun die jullie afgelopen jaren geboden hebben. Het zat niet 
altijd mee, maar ik kan altijd op jullie rekenen. Fijn, dat jullie mij gemotiveerd hebben 
om door te gaan en mij scherp gehouden hebben om twee studies tegelijk te doen. 
Het hield daar niet op, jullie zijn me blijven steunen en motiveren om aan dit promotie 
traject te beginnen en vooral om het af te maken. Het feit dat het nu toch echt af is, 
daar hebben jullie een heel groot aandeel in gehad. Ik trots op het feit dat ik jullie 
dochter ben! Met alle liefde; heel veel dank! 

Maktub! 
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