This item is the archived peer-reviewed author-version of:

Non-take up of the supplemental child benefit for children with a disability in Belgium : a mixed-method
approach

Reference:
Vinck Julie, Lebeer Jo, Van Lancker Wim.- Non-take up of the supplemental child benefit for children w ith a disability in Belgium : a mixed-method approach
Social policy and administration - ISSN 0144-5596 - 53:3(2019), p. 357-384
Full text (Publisher's DOI): https://doi.org/10.1111/SPOL.12457
To cite this reference: https://hdl.handle.net/10067/1552160151162165141

Institutional repository IRUA

Non-take up of the supplemental child benefit for children with a disability
in Belgium: a mixed-method approach

ABSTRACT
Families with disabled children run a greater risk of being poor, and although policies providing
poor families with financial benefits should be effective in reducing poverty, the actual
effectiveness is often jeopardized by the issue of non-take up (NTU). Yet, NTU of benefits
aimed at disabled children is for the most part uncharted territory. In this article, we fill this
gap using a mixed-methods approach to (i) estimate the magnitude and characteristics of NTU
in the Belgian ‘supplemental child benefit’ by drawing on a large-scale administrative dataset
on childhood disabilities; and (ii) explore the determinants of NTU by means of semi-structured
interviews with experts and parents. We estimate a NTU rate of at least 10%, a substantial
figure given that the benefit is not income-tested. This mainly concerns children with ‘less
visible disabilities’ (autism spectrum disorder and other intellectual and psychological
disorders) and results from insufficient information provision about the benefit’s existence and
eligibility criteria; process costs, for instance the complexity of the procedure; and the way the
scale to assess a child’s disability is constructed.
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1 INTRODUCTION

Families with disabled children run a greater risk of being poor, and poor families are more
likely to have disabled children. The overlap between childhood disability and child poverty
has been documented extensively (e.g. Emerson & Hatton 2007). Although policies providing
poor families with financial benefits should be effective in reducing poverty, the actual
effectiveness is often jeopardized by non-take up (NTU), the observation that people who are
legally entitled to benefits do not receive them (Hernanz et al. 2004). Yet, NTU of benefits for
disabled children is for the most part uncharted territory. In this article, we use a mixedmethods approach to (i) estimate the NTU magnitude and characteristics; and (ii) explore the
NTU determinants, for the ‘supplemental child benefit’ for disabled children in Belgium.
Recent reviews demonstrate that NTU is a common problem across EU and OECD countries.
In particular for means-tested benefits, NTU frequently affects more than half of the eligible
population (Eurofound 2015). For example, NTU estimates in social assistance benefits across
OECD countries range from 40% to 80% (Hernanz et al. 2004). Recent estimates for social
assistance NTU for Belgium are in the same ballpark, ranging from 57% to 76% (Bouckaert &
Schokkaert 2011). For benefits targeted at disabled people, estimates are scarce. For the United
Kingdom, it was estimated in the 1990s that between 30% and 70% of eligible working age
persons received (part of the) Disability Living Allowance (Craig & Greenslade 1998). To our
knowledge, studies regarding NTU of Belgian disability benefits do not exist and never has
anyone attempted to estimate the take-up of benefits targeted at disabled children. That will be
our first contribution to the literature. We exploit the fragmented Belgian policy system to
detect NTU.
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Policies that are aimed to reduce poverty or designed to alleviate the increased healthcare costs
owing to a disability, are missing their very own purpose if they fail to reach those most in
need. Yet, in order to improve the effectiveness of such benefit schemes, it is indispensable to
unravel the complexities of NTU. In doing so, we draw on van Oorschot’s (1996) dynamic
model of benefit receipt as an explanatory framework to explore the determinants of NTU. We
regard NTU as an (undesired) outcome of multilevel actor-behavior, located at three different
levels (client, administration, and benefit scheme) involving three different actors (clients,
administrators, and policy makers). Moreover, NTU at the client level does not occur at one
specific moment in the procedure, but is the product of clients’ experiences while going through
three consecutive stages: threshold, trade-off, and application stage. In each stage, the
administrators’ behavior and the design of the benefit scheme might induce NTU as well. That
will be our second contribution to the literature: using semi-structured interviews with experts
and parents, we get better purchase on the NTU determinants.

2 UNDERSTANDING NON-TAKE UP: A DYNAMIC MULTILEVEL MODEL OF
CLAIMING BENEFITS

More than two decades ago, van Oorschot (1996) put forward a powerful critique on the
majority of studies at the time that tried to explain NTU by focusing solely on the client level.
Many economists, for instance, tended to see NTU as the result of utility-maximizing decisions
of rational actors (e.g. reviews in Craig (1991) and Currie (2004)). According to such logic,
potential clients weigh the benefits and costs associated with claiming, and act accordingly. In
a famous example, Moffitt (1983) models individuals’ NTU behavior as the result of welfare
stigma, a social and psychological ‘cost’ associated with benefit claiming. Other costs
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identified in the literature include information costs, i.e. lack of information or misinformation
on benefits, and process costs such as queuing, filling in complex forms, and the uncertainty
of the outcome (Van Mechelen & Janssens (2017) provide an overview). Benefits include the
level and duration of the benefit. Only if potential clients regard the benefit level worth the
trouble of going through administrative hassle, for instance, they will claim the benefit.
Although such focus on costs and benefits is helpful to shed light on individual behavior and
responsibility in explaining NTU, van Oorschot (and others, see e.g. Craig (1991)) emphasized
that claiming is not simply a matter of balancing costs and benefits at one point in time. It is
rather a dynamic process in which clients go through consecutive stages where costs can
outweigh benefits. Van Oorschot identified three such stages.
In the threshold stage, individuals need to overcome several barriers before they actually claim
a benefit. Here, information costs are relevant: people need to be aware of the benefit’s
existence, and if so, they have to consider themselves eligible. Once the first stage is crossed,
they enter the trade-off stage. In this stage, individuals trade off ‘claim inhibiting factors’ and
‘claim stimulating factors’ (van Oorschot 1996: 16). Here, costs, especially process, social and
psychological costs, and benefits come into play again. Is the benefit worthy of going through
all the trouble? What will other people think? If benefits outweigh costs, people will claim the
benefit and enter the application stage. This stage can result in receiving the benefit, or the
application can be rejected. Here too, costs are relevant. If individuals are not aware of, for
instance, all the information necessary for successfully applying for a benefit, their claim can
be rejected. Moreover, clients can drop out of the process at each stage, and re-enter the process
at a later time.
An important part of the explanatory framework is that NTU is regarded as the result of a
multilevel process involving different actors: client behavior is influenced by administrators
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and by the design of the benefit scheme. At the administrative level, influencing factors include
the quality and quantity of information provision, the simplicity of the application procedure,
the internal (e.g. stigmatizing communication) and external (e.g. collaboration between
stakeholders) organization of the responsible agencies (Van Mechelen & Janssens 2017; van
Oorschot 1996). At the benefit scheme level, factors include the degree of selectivity, the
associated selection criteria, and the discretionary power built into the system (Van Mechelen
& Janssens 2017). The multilevel perspective is important at each stage of the claiming process.
For instance, administrators can or cannot provide sufficient information at the threshold stage.
At the trade-off stage, stigma might stem from conditions associated with claiming, such as
being obliged to do volunteer work or engage in mandatory training programs (Dwyer &
Wright 2014). At the application stage administrators can wrongfully reject applications, or
decide for or against granting a benefit depending on their discretionary power. In the
subsequent analyses, this dynamic and multilevel explanatory framework will be applied to
gain insight into the NTU of the supplemental child benefit for disabled children in Belgium.

3 POLICIES

FOR

DISABLED

CHILDREN

IN

BELGIUM:

MULTIPLE

RECOGNITION LEVELS

Belgium is a federacy in which responsibilities for person-related matters are largely
regionalized. As a result, the ‘policy package’ targeted at disabled children is fragmented.
Various income supplements, social and fiscal benefits, and in-kind support measures are
available at the federal and regional level. Here, we focus on the Belgian region of Flanders.
First, children with higher care needs, including disabled children, might be entitled to
supplemental child benefits at the federal level. This is a top-up of the regular child benefit. To
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claim said supplement, children need to receive the regular child benefit first, and their
disability needs to be assessed. Doctors of the Federal Government Service for Social Security
(FGS) assess the severity of the disability and score the child on a 36-point scale for which
they make use of standardized criteria. The scale consists of three pillars which gauge the (i)
physical and mental consequences of the child’s disability (maximum 6 points), (ii)
consequences for the child’s participation in daily life (maximum 12 points), and (iii)
consequences for the family (maximum 18 points). Although the scale includes non-medical
criteria, the assessment is called a ‘medical examination’. The higher the score a child receives
on the total scale, the higher the alleged impact on the family’s care burden and the higher the
supplemental child benefit will be. The supplement ranges from €80 up to more than €500 per
month (see Appendix 1 for an overview). Of all Belgian children under the age of 21 in 2015,
2.37% are recognized as disabled at the federal level and hence receive supplemental child
benefits (Famifed 2016).
Second, if disabled children want to make use of subsidized care services (e.g. residential,
semi-residential or ambulatory care) or apply for additional financial support to purchase
devices (e.g. wheelchairs) or for adaptations to the home, a recognition at the regional level is
neededi. To acquire this recognition in Flanders, a multidisciplinary team of the Flemish
Agency for Persons with a Disability (FAPD) assesses whether children are substantially and
long-term limited in their social participation due to their disability. Such team consists of a
doctor, a psychologist or pedagogue, and a social worker or social nurse. This is not a medical
examination per se, but an assessment of the child’s needs in relation to the care request, taking
account of the child’s medical, psychological and social situation. Once the recognition is
obtained the child can make use of care services, depending on the availability of places, apply
for support measures or financial help to purchase devices.
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It should be noted that disabled children in Flanders can also be enrolled in special or inclusive
education, for which yet another recognition is necessary. As a matter of fact, 4% of children
in primary education are enrolled in special education, by far the highest percentage in Europe
(EASIE 2017). Obviously this can be an important source of care support for their families as
well.
In sum, at both policy levels different recognition procedures are in place, and in general they
operate separately from each other. Only when children have at least 18 out of 36 points for
the supplemental child benefit, an accelerated application procedure at the FAPD is possible.
Due to a recent state reform, the regions will gain responsibility for regulating child benefits
from 2020 onwards (Béland & Lecours 2017). However, at the time of writing none of the
Belgian regions plan to change the supplemental child benefit scheme.
In the next sections, we will exploit these different recognitions to estimate the NTU rate of
the supplemental child benefit by means of administrative data.

4 METHODS AND DATA

We draw on quantitative and qualitative data to estimate NTU of the supplemental child benefit
as well as to gain insight into its determinants. For estimating NTU, we use two administrative
datasets. First, microdata from the Datawarehouse Labor Market and Social Protection (DWH
LM&SP) is linked with FAPD and census data. The DWH LM&SP compiles administrative
socioeconomic information from Belgian social security agencies, and personal and household
information from the National Register, including place of residence, gender, date and place of
birth of all people living in Belgium. We obtained a random sample of 50% of children below
21 years old with a recognized disability at the federal level living in Belgium in 2010 (n =
7

25,717), including their score on the 36-point scale. To this dataset, information on the use of
care support at the FAPD is added. The latter includes the disability type as recognized at
FAPD, the type of care service used, the received subsidies to purchase devices or to adapt
one’s house, and whether these applications were granted, refused or are still in process.
Information on parental education is added from the 2011 Census. Additionally, we obtained a
randomly drawn control group of children below 21 years old without a recognized FGS
disability from the DWH LM&SP, of equal size (n = 25,057, after removing children having
siblings with disabilities).
Since this dataset does not allow to identify disabled children who are only recognized at the
Flemish level, we complement this with an administrative dataset including basic personal and
household characteristics of all disabled children who are recognized by the FAPD only (n =
8,968). The data include the same information on disability type as mentioned above but
unfortunately do not include information on parental education or household type. Finally, we
also obtained aggregated figures on the number of all children below 21 recognized at the
Flemish level, federal level, or both. The data includes neither enrollment in special or inclusive
education nor information on private expenditures for unsubsidized care services or support.
In order to estimate NTU in the supplemental child benefit we exploit the differences between
the recognitions at the two levels based on the aggregated data. Afterwards, we discuss
differences in personal, household and disability characteristics, drawing on the microdata.
These results are complemented by qualitative analyses to gain better understanding of the
NTU determinants. Therefore, we conducted semi-structured interviews with 9 experts
working in different organizations involved in carrying out policies for disabled children at
both the Flemish and federal level, and with 13 parents of children with autism spectrum
disorder (ASD) or behavioral disorders. The experts were recruited in two ways, either via
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contacts the authors already had at the institutions or by an internet search for the responsible
person within a specific organization. At least one expert was interviewed from each key
organization. The initial contact was made by e-mail in which we explained the twofold
purpose of the interview. First, we wanted to get a clear understanding of the specific role
played by the organization. Second, the respondents were asked to identify potential NTU
problems they experienced in their specific setting. The parents were recruited via multiple
channels: Facebook groups, self-help groups, schools, pupil guidance centers, hospitals,
services for disabled people, and care centers. The first contact was made via a Facebook post
or a letter asking about their experience with the supplemental child benefit. In total, the study
includes 16 children with ASD or behavioral disorders. Five children receive the supplemental
child benefit, two children used to receive it, two children were rejected at their first
application, one child’s application is still ongoing, and the remaining six never applied for it.
The interviews were structured with a topic questionnaire (see Appendix 2). The respondents
and the researcher could give their own input to the interview. The experts received the
interview guide approximately one week in advance, parents not. All interviews took place
between February 2017 and March 2018. The expert interviews were conducted at the
respondent’s office, the parent interviews at their homes. The duration varied from 34 up to
170 minutes. All interviews were recorded, transcribed in a verbatim way and analyzed with
NVivo. We applied an initial node structure based on the theoretical framework explained in
Section 2. Subsequently, potential NTU determinants were identified. In what follows, we refer
to the respondents by their chronological number (see first columns of Table 1 and 2).
[Table 1 about here]
[Table 2 about here]
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5 RESULTS

5.1 NTU in the supplemental child benefit

Policies for disabled children are located at both the federal and Flemish level and the data
reveal large discrepancies between the two. The first rows of Table 3 show that of all Flemish
children with a recognized disability at either level, 42% are only recognized at the federal
level (and only receive supplemental child benefit), 21% are only recognized at the Flemish
level (and only applied for subsidized care services or support), while only 37% are recognized
at both.
It is perhaps not surprising that a substantial group of disabled children receive cash benefits
but do not make use of subsidized care support (42%). Parents may prefer to provide home
care for their disabled children, may choose to purchase care with a non-subsidized provider,
or their child is at school during the day. It is surprising, however, that 21% of disabled children
are only recognized at the Flemish level, forgoing supplemental child benefits. Why would
parents forgo (sometimes substantial) cash support that is tailored to their child’s disability, if
that same disability is recognized at the Flemish level anyway?
One possible reason is that these children have applied but were rightfully rejected at the
application stage, at least according to the standardized criteria. Official FGS statistics for 2010
indeed show that 14.16% of valid applications are rejected because the child is awarded too
few points to be recognized (personal communication FGS 2018). Another possible reason is
that parents started the application but dropped out on the way. This applies to 2.18% of the
applications where parents did not show up on the medical examination, chose to revoke their
claim or did not send the necessary medical reports (personal communication FGS 2018).
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Whereas the former percentage can indicate an indirect form of NTU (we discuss the role of
the benefit scheme in §5.3.3), the latter is NTU in its purest form: parents do not take-up the
benefit because they struggle with the application process. Correcting the initial figure of 21%
for these rejections (deducted from initial figure) and drop-outs (added to initial figure) results
in an adjusted lower-bound NTU estimation of 10%, assuming that all children rejected at the
federal level are recognized at the Flemish level (see Table 3 for calculations and assumptions).
Relaxing that condition to the initial overlap of 37% results in an upper-bound estimation of
19%. So, at least one out of ten children with a recognized disability in Flanders do not receive
supplemental child benefit because they did not apply or dropped out during the process. Since
NTU of the regular child benefit in Belgium is estimated to be extremely low (0.25-0.49%,
Famifed 2017), and given that the supplemental child benefit is not subjected to any other
income-test besides the disability recognition at the federal level, this is a rather substantial
NTU rate. It is telling that all interviewed experts were surprised by its magnitude. Moreover,
it is likely to be an underestimation since only children with formally recognized disabilities
are included. Some children have not (yet) undergone medical examination, or families have
not yet accepted the disability as being an issue, while other children are enrolled in special
education without a formal recognition of their disability although they could qualify.
[Table 3 about here]

5.2 Characteristics of disabled children

Let us now turn to the characteristics of children with recognized disabilities. Table 4 shows
results for disabled children, subdivided by recognition level, as well as for the control group
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of children without any recognized disabilities. Given the combination of two datasets (see §4),
not all information is available for all groups.
[Table 4 about here]
In line with previous research, the results show that disabled children are more likely to (i) be
older (Blackburn et al. 2010); (ii) be male (Emerson & Hatton 2007); (iii) live with single
parents (Clarke & McKay 2008); (iv) have low (or medium) skilled parents (Sebrechts &
Breda 2012); and (v) live together with other disabled household members (Blackburn et al.
2010).
The scores on the 36-point scale suggest that those with more severe disabilities are more likely
to combine cash and care, indicating that disabled children posing less of a care burden are less
likely to apply for care support at the Flemish level. Finally, the share of disabled children with
both parents born outside the EU27 is lower among those who are recognized at the Flemish
level only whereas it is higher among those who are recognized at the federal level only,
compared to their non-disabled counterparts. This suggests that parents with a migration
background are more likely to apply for cash benefits and less likely to apply for care services
or support. Although there is some evidence that non-EU migrants in Belgium are more likely
to provide home care for their children (Kil et al. 2017), at this point it remains an open question
how the underrepresentation of disabled children from an migrant background at the Flemish
level can be explained.
If we shift our focus to the ‘NTU-group’ of interest, i.e. disabled children recognized at the
Flemish level only, and compare them to disabled children that are recognized at both levels,
one observation clearly stands out. There is an overrepresentation amongst the NTU-group of
ASD, intellectual and psychological disorders. Roughly one third of children in the NTU-group
have ASD, while another third consists of children with other intellectual or psychological
12

disorders. Four experts (5, 6, 7, 9) stated that this was no surprise to them. Expert 7 raised that
“these are actually the children for whom we do not actively inform the parents that they might
be eligible”, and according to expert 5 “there has always been criticism of the FGS that
disabilities such as autism that are not sufficiently visible … are not sufficiently recognized”.

5.3 Determinants of NTU

In order to receive the supplemental child benefit, parents have to go through nine different
steps (Figure 1). At each step, NTU can occur. To get a better grasp of its underlying
determinants, we interpret the findings from the semi-structured interviews drawing on van
Oorschot’s explanatory framework of NTU as a dynamic, multilevel process. We focus on the
level of the administration and benefit scheme throughout the three, consecutive stages of
benefit claiming.
[Figure 1 about here]

5.3.1 Threshold stage

The first stage can only be crossed if potential clients know about the benefit’s existence and
consider themselves eligible. The majority of experts raised concerns that parents are often
unaware that their children might be eligible for the supplemental child benefit. In fact, two
interviewed parents only found out about its existence through our study (P6, P9). Throughout
the interviews, multiple channels through which parents can be notified about the benefit were
identified, including interest groups, the parents’ social network, social services of hospitals or
13

health insurance funds, special education schools, pupil guidance centers, diagnostic centers,
rehabilitation centers, doctors (both general practitioners (GPs) and specialists), the Flemish
Agency for Child and Family Welfare, Facebook groups and the internet. However, there is
much diversity in the way they actually inform parents about the benefit. For instance, five
experts (E3, E6, E7, E8, E9) provide parents with information regarding the supplemental child
benefit only when they believe children will be actually eligible, based on their own experience
and knowledge of the benefit criteria. Expert 8 indicates that the special education school
provides information to parents upon registration, but only for children with ASD, intellectual
or physical disabilities and not when the child has ‘minor’ intellectual disabilities or severe
learning difficulties. Moreover, this happens on the school’s own initiative, there is no legal
obligation to do so and some schools do not provide any information at all (E1, E6, E8). Expert
7 admits that the doctors in the Center for Developmental Disorders only provide information
to parents of children with ‘visible’ physical disabilities. Both experts argue that they do not
want to falsely raise parents’ expectations about receiving supplemental benefits. However, if
parents have questions about the benefit their organization provides them with detailed
information including a warning that they might be ineligible. Even if children are being treated
in a rehabilitation center, their parents are not always informed that they could also apply for
supplemental child benefits. Caregivers in these centers are often focused on providing good
care while losing sight of the bigger picture (E5). More generally, in none of the surveyed
organizations, basic information about the supplemental child benefit is available (e.g. no flyers
in waiting rooms).
Differences in the way parents are informed also exist among GPs and specialists. There is no
guarantee that the doctor is fully aware of the benefit and its eligibility criteria. Although it is
the duty of social workers of the FGS to inform their partners and frontline organizations, they
admit that it is very difficult to disseminate information to the almost 9,000 GPs working in
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Flanders (E2). In addition, two respondents (E1, E7) highlight that some doctors are reluctant
to provide information because it entails more work for them without getting any remuneration.
Doctors have to fill in part B (see Appendix 3) of a medical information questionnaire, and this
is necessary before the assessment by the FGS doctors can take place.
An important issue in the threshold stage is whether parents consider their child as eligible for
the benefit. Some respondents (E1, E3, E4, P9, P13) raise concerns about the benefit’s name.
Although it is called the ‘supplemental child benefit for children with a disability or disorder’
(Toeslag voor kinderen met een handicap of aandoening), long-term or seriously ill children
(e.g. young cancer patients) can also be entitled. In fact, a more accurate name would be
something like the ‘supplemental child benefit for children with higher care needs’. One parent
states that this is the main reason why she never applied: “I still feel that we are not going to
get it because he is not really disabled. He has autism that does not seem a disability. (P13).
Moreover, the 36-point scale combines a medical with a social view. The medical view is
reflected in pillar 1 wherein a disability percentage is assigned to children; the social view is
generally reflected in pillars 2 and 3 in which the impact on self-reliance and the family’s care
burden is gauged. It is the combination of points on the three pillars that determines eligibility.
This is not always clear for the majority of parents, however. Experts indicate that parents
sometimes believe that their child is ineligible because it does not have a disability, only to
realize they do qualify after they have been informed that the assessment is not purely medical
(E2, E3, E4, E8).

5.3.2 Trade-off stage
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Once potential clients have crossed the threshold stage, they enter the trade-off stage in which
they weigh perceived benefits against perceived costs. The perceived benefits include both the
level and duration of the benefit. However, both elements are not predefined when parents
consider to apply for the supplemental child benefit. The amount varies from €80 up to more
than €500 per month while the duration of the benefit can go from six months up to the moment
the child turns 21. When the benefit expires, children need to be re-examined to extend the
benefit. Usually the granted duration is adjusted to the typical school transition ages, meaning
that children are re-examined at the ages of three, six, and twelve, but the youngest children
often have to be reassessed every two years (E1). Sometimes benefits are granted immediately
up to age 21 without any additional examination, for instance in the case of diabetes type 1
(E1).
Almost half the respondents (E6, E8, P3, P6, P7, P8, P9, P10, P11, P12) understand that there
should be some kind of follow-up, but wonder why this should be so frequent and why parents
must go through the entire administrative procedure again. “A moderate intellectual disability
or ASD is not gone after two years, why do they already have to show the same things? The
way in which ASD is expressed does not have the same impact at every stage of your life, but
every two years is very fast.” (6). For some parents, this re-examination is puzzling as their
child will never ‘heal’ of its disability (P1, P2, P11, P13): “Actually, I have to say the same
thing every time, because it does not change. The diagnosis remains the same, it is not that he
is cured at one time.” (P2). Other respondents state that frequent reassessment is necessary
precisely because it is not purely a medical examination but also about the consequences for
the family. And these consequences can change (E2, E3, P4). In any case, for parents it is
unclear from the beginning for how long the benefit will be granted and how generous it will
be.
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Regarding the perceived costs, both process costs and social and psychological costs are
relevant. One clear administrative obstruction parents run into when applying is a waiting
period. The FGS website documents the average waiting period varying from one to three
months depending on the region where you live. This is however a gross underestimation of
the actual waiting period (E1, E3, E4). If everything goes smoothly, the minimum time needed
is about three months but usually it takes six to eight months (E1, E3). This often leads to
frustration amongst parents, particularly among those facing financial difficulties while having
to cope with medical expenses (E3, E4).
Parents themselves sometimes contribute to the long waiting period: applications can be
incomplete, or parents do not show up for the medical examination (2.18% of the applications,
see §5.1). This is related to the complexity of the procedure. Parents have to gather medical
records, meet specific deadlines, and be able to physically go to the assessment by the FGS
doctors (E6, E7, P2, P3, P4). Apparently it is a common complaint amongst parents that they
feel pushed from pillar to post during the application procedure (E3, E6, E8, P1, P10). Yet, not
all respondents buy into the argument that the procedure is complex (E4, P5): “The
administration is not too bad. You have the request, the questionnaire, the medical part and
then it is actually waiting for the doctor’s examination and waiting for the decision.” (E4).
Moreover, eleven respondents indicate that parents can get help to reduce these process cost
(E2, E3, E4, E7, E8, E9, P1, P3, P4, P11, P12). This includes information provision, assistance
with filling in the questionnaire (Part A), and preparing parents for the assessment (e.g. advice
on what to emphasise). Still, it is mentioned multiple times that the administrative language
and terminology used in the communication of the FGS is not comprehensible for all parents
and regularly needs clarification (E2, E3, E4, P2, P11, P12).
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Social and psychological cost such as stigma might prevent parents from applying as well.
Some parents are still grappling with the fact that their child is disabled. Having to go through
the whole procedure can be traumatizing in such cases (E2, E4, E7, P1, P13). Moreover, even
if parents have accepted the disability, the fact that they have to go through ‘another
examination’ can be frustrating (E4, P4, P10, P13): “so many examinations have already
happened, I already have so many reports from specialists, is that not enough?” (E4).
Likewise, children have to be present during the medical examination and parents often need
to focus on their shortcomings. This is perceived as detrimental for the child’s self-image (P1,
P2, P3, P8, P13): “They may know everything about me, I want to be open about it, but I do
not want to confront my children with it, they do not have to be there. That impacts on your
child's self-image.” (P3).

5.3.3 Application stage

In the final stage, clients start the application which can subsequently be approved or declined.
It also happens that parents drop out at this stage. We focus on problems that could arise in two
steps: filing the questionnaires, and the assessment by the FGS doctors (steps 4 and 6 in Figure
1).
Parents have to complete a questionnaire concerning psychosocial and family information (part
A, see Appendix 3). Five parents mention that the questions are open for interpretation (P2, P4,
P5, P8, P9). Moreover, it is important that they respond to the questions in an elaborate way as
this has repercussions for the number of points their child will be granted:
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For example, if you look at toilet, there is no question on whether a child is continent
or incontinent, it says ‘independence in washing and hygiene’. … As a parent you
should in fact say ‘my child of seven years old is actually incontinent and she is wearing
diapers’, but if you do not get that question explicitly and you have not thought about
it, then that is certainly not written down by the control doctor, while it leads to a
quotation and points. (E3)

Besides, parents have to find a doctor willing to fill in the medical questionnaire (part B, see
Appendix 3). Experts 1 and 2 underline the importance of adding medical and school
performance reports to the application to better assess how the disability impacts on the child’s
life. Since these reports are not always centralized, for instance with the GP, parents have to
gather these reports themselves. As one parent puts it: “The hardest part is that you always
have to go to psychologists and psychiatrists for all the reports.” (P2). This can be burdensome
for more vulnerable parents who are less able to navigate administrative systems or for parents
who do not go see a GP in the first place.
After filing the questionnaires, the child has to be examined by a FGS doctor. For that, parents
receive an invitation to go to FGS offices at a proposed date. These offices are located in
Belgian/Flemish central cities. Home visits are rarely an option and consequently parents may
encounter logistic problems in organizing this trip. Moreover, if the proposed date does not suit
their agenda, parents have to contact the FGS and motivate why they want to change. In total
they get two chances (E1, E4). Some children, however, do not have to come to the medical
examination as they are automatically granted points. In 2010, this accounted for 20% of all
applications, though this mainly concerns renewal applications and priority cases (E1). First
applications and particularly those of young children have to be examined in person.
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Control doctors typically approach the child first during the examination and they ask questions
directly to them to verify the information provided in the questionnaires. If they are finished
with talking to the child, they already have a clear idea about the number of points they are
going to grant (E1). Only when parents ask, they can have a moment alone with the control
doctor to complete and clarify what their child said during the examination. Yet, almost all
parents who went to the medical examination feel unheard by the control doctor (P1, P3, P4,
P5, P11). Preparation by parents is key, which may create an imbalance between stronger and
more vulnerable families (E3, E4, E8, E9). Furthermore, the examination lasts approximately
20 to 30 minutes, which might be too short to capture all of the child’s developmental delays
and behavioral problems (E5, E8, E9, P1, P2, P3, P5, P11, P12). Finally, all parents report
some unpleasant experience with the control doctor: he or she did not make enough time, did
not seem to know much about their child’s disability, did not take a look at the reports, or was
unfriendly or not empathic: “At a certain moment the doctor said 'it is clear now, it will not
improve any more'. That was so confronting, so negative that I have cried all the way home.”
(P1).
The perception lives that parents need to justify that behavioral disorders are also a disability
(P2, P3, P4, P7, P8, P9, P10, P11, P12) and that control doctors more easily recognize a
physical or visual disability than a less visible impairment such as ASD (E5, E6). That is what
we find in the microdata as well (see §5.2). This is presumably partly the result of how the 36point scale is constructed. Despite integrating a medical and social perspective, the emphasis
is put on the former. Pillar 1 assigns a disability percentage. The scoring relies on a list of
pediatric disorders as well as on the official Belgian scale to determine the degree of disabilityii.
However, the latter is outdated and not adjusted to the specificities of childhood disability nor
to intellectual disorders as it was developed right after the Second World War to capture the
reduction in earnings capacity of war victims. The list of pediatric disorders does comprise
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intellectual and psychological disorders, but to assign a disability score for these disabilities
much emphasis is put on IQ test results while aspects such as social adaptability are lacking.
Only when children with ASD or ADHD have an IQ below 60, they are assigned a disability
percentage between 66 and 79%, corresponding to four points on pillar 1 (see Appendix 1).
However, this is hardly ‘achieved’ by these children (E9). Control doctors state these tests are
not sanctifying, for instance when the child has to take medication like Ritalin in case of ADHD
or when a child is from a different cultural background (E1). For children with ASD and a
normal intelligence, then, it is almost necessary to explicitly specify (preferably in an additional
medical or school performance report) the limitations they experience due to ASD (E6). In
sum, “for ASD or ADHD, assigning a percentage to the disability is really difficult, it is
guesswork” (E1).
An additional problem for these ‘less visible disabilities’ is that much weight is attached to the
score on pillar 1 in calculating the benefit amount. If the child scores six to eight points in total
but less than four points on pillar 1, the benefit amount will be four times less than when at
least four points would have been awarded (see Appendix 1). Three experts would prefer for
the percentage to be dropped from the classification system or at least to receive less weight in
defining the benefit amount (E1, E2, E5). Pillars 2 and 3 try to capture the consequences for
the child’s self-reliance and for the family, in essence a social perspective on disability. Yet,
here too, medical criteria are used to assess this (E9). For example, two out of three subscales
of pillar 3 look at the type and frequency of treatment and medical supervision needed for the
child, inside or outside their home. Finally, some respondents address that the examination is
not tailored to the child’s disability (E9, P1, P3, P4): “They ask a few things to the child but
things that they obviously can do, not the things where the problems actually are. Writing and
math is all okay, but if you cannot make contact with others, if you cannot help yourself on the
playground, that is much worse for a child.” (P4).
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6 DISCUSSION AND CONCLUSION

In this paper we examine the extent and determinants of NTU of the supplemental child benefit
for disabled children in Belgium. We exploit differences in disability recognitions at the federal
and Flemish policy level, drawing on a unique and large-scale administrative dataset. We find
that at least 10% of children with a recognized disability in Flanders do not receive
supplemental child benefits because they did not apply or dropped out during the process. This
is a rather substantial rate, given that the NTU estimate in the regular child benefits is extremely
low and that the benefit is not means-tested, only subjected to a disability recognition at the
federal level. We find that the disability type is of major importance to understand this NTU
rate: two thirds of children missing out on the supplemental child benefit have ASD or other
intellectual or psychological disorders.
To better understand the underlying NTU determinants, we conduct semi-structured interviews
with experts and parents of children with ASD or behavioral disorders, and interpret the
findings drawing on van Oorschot’s (1996) dynamic multilevel framework of claiming
benefits. The results point out the role of costs and benefits at each stage of the application
process. First, NTU results from insufficient information provision about the benefit by
frontline organizations and doctors. More generally, it is confusing and difficult for parents
since different kinds of support measures are located at different policy levels, all applying
their own recognition and application procedures. Second, parents face process costs: they have
to gather medical reports, meet specific deadlines and be able to physically go to the assessment
by the FGS doctors. There is a minimum waiting period of three months. On top of that, neither
the benefit level nor the duration are predefined when parents consider to apply and are hard
to estimate beforehand.
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Finally, NTU is probably partly the result of how the benefit scale is constructed. Despite
integrating a medical and social perspective, the emphasis is still put on the former. Assigning
a disability percentage to the less visible disabilities like ASD, ADHD and other mental
disorders is not straightforward (Boat and Wu (2015) report similar difficulties). Yet the
disability percentage has important repercussions for the amount awarded. Even the parts of
the scale meant to gauge the child’s self-reliance and the family’s care burden still strongly
reflect a medical perspective.
Our analysis hints at three policy implications. First, more effort needs to be put into providing
frontline organization, doctors and parents with correct information about the benefit’s
existence and eligibility criteria. Although automatic benefit entitlement is difficult if not
impossible to implement, given its reliance on an assessment of the child’s disability, we
believe there is much to gain in terms of proactive information provision: when a child is
enrolled in special education, hospitalized for a long time, recognized at the Flemish level,
examined by a GP, or diagnosed by a specialist, information on the supplemental child benefit
should be provided by default. Proactive information provision by those who diagnose, or
automatically starting the procedure in a more extreme version, is also put forward by all but
two parents (P6 and P8). Related to that, simply removing the word ‘disability’ out of the
benefit’s name and changing it to something like ‘higher care needs’ might circumvent the
stigma associated with disability and might be more telling for parents.
Second, a revision of the benefit scale seems warranted. The benefit criteria still puts much
emphasis on the medical perspective of the child’s disability which is detrimental for children
with less ‘visible’ disabilities. A validation nor reliability study has never been done before. A
study using a vignettes set-up could be a next step to pinpoint the role of how the benefit criteria
treat these less visible disabilities and whether, and if so how, they are assessed differently by
different FGS doctors.
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Finally, our results point to the need for coherence in the disability policy package. Six parents
raise that improved communication between different administrations would ensure them to
not have to provide the same information multiple times (P1, P2, P6, P8, P11, P12). In the same
vein, making a multidisciplinary team responsible for the recognition of the supplemental child
benefit, in line with the FAPD procedure, is desirable for all experts and the majority of parents
(P1, P2, P5, P6, P7, P11, P13). The recent transfer of responsibility for child benefits from the
federal to the Flemish level to be concluded in 2020 provides a unique opportunity to align the
recognition procedures for both cash and in-kind support to disabled children. First steps have
been taken in this respect as the current Flemish minister of well-being, health and family
recently announced a fusion of the different agencies, to be finalized in 2019.
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Figure 1

Supplemental child benefit application procedure, 2010

1. Request to start the procedure at the child benefit fund
2. FGS sends acknowledgement of receipt to parents
3. FGS sends two questionnaires to parents: part A (psychosocial and family information) and
part B (medical information)
4. Parents fill in part A and go to child’s doctor with part B
5. Parents send part A + B to FGS within six weeks from step 3
6. FGS control doctors conduct medical examination
7. FGS notifies parents and child benefit fund about decision
8. Child benefit fund communicates amount to be received to parents
9. The child benefit fund pays supplemental child benefit
Source: compiled by the authors
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Table 1
Number
E1
E2
E3
E4
E5
E6
E7
E8
E9

Interviews experts
Institution
FGS
FGS
Children’s hospital
Health Insurance Fund
FAPD
Pupil Guidance Center
Center for Developmental Disorders
Special education school
Center for Developmental Disorders

Who
3 tenured control doctors
1 social worker
1 social worker
1 head of social service
2 employees of Team Policy and Organization
1 employee responsible for special education schools
1 coordinator
1 orthopedagogue
2 doctors

When
3 February 2017
2 March 2017
9 March 2017
30 March 2017
4 April 2017
12 May 2017
16 October 2017
27 October 2017
30 March 2018

Duration
02:43:10
01:29:14
01:40:57
01:45:27
02:36:14
01:12:27
02:45:24
02:50:32
00:59:25

29

Table 2

Interviews parents

Number
P1

Respondent
Mother

P2
P3

Mother
Mother

P4

Mother &
Father
Mother
Father
Mother
Mother

P5
P6
P7
P8
P9
P10
P11
P12
P13

Mother &
Father
Mother
Mother
Mother
Mother

Disabled children
Boy, 12y, ASD, dyslexia, dyscalculia
Boy, 10y, nuclear autism
Boy, 15y, ASD, ADHD, highly intelligent, dysorthography,
Boy, 15y, ASD
Boy, 9y, ASD, highly intelligent
Girl, 25y, ASD, ADHD
Girl, 17y, ASD, ADHD
Boy, 16y, ASH, ADHD, Gilles de la Tourette
Girl, 2y, rare genetic disorder
Boy, 9y, ASD, dyslexia, dyscalculia, ADHD
Boy, 4y, suspected ASD, obsessive compulsive disorder, oppositional
defiant disorder, GLUT1 deficiency syndrome
Boy, 8y, suspected ASD, ADHD
Girl, 19y, ASD, highly intelligent
Boy, 8y, ASD, ADHD
Boy, 7y, ASD
Boy, 17y, ASD, developmental coordination disorder, highly
intelligent

Recognized supplemental child benefit
Not after re-examination
Yes
Yes
Rejected
No
Used to be recognized when < 21y
Yes
Yes
No
No
No

When
23 February 2018

Duration
00:59:53

1 March 2018
2 March 2018

01:01:13
00:48:42

3 March 2018

01:18:24

8 March 2018
9 March 2018
9 March 2018
15 March 2018

01:17:14
00:45:43
00:36:23
00:39:23

In process

15 March 2018

00:48:18

No
Rejected
Yes
No

17 March 2018
21 March 2018
23 March 2018
24 March 2018

00:56:17
00:41:18
00:34:43
00:58:30
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Table 3

Raw and adjusted NTU estimations

Steps

Federal only

Federal +
Flemish

Flemish
only

17,279
(a)
42%
(a) / (d)

15,070
(b)
37%
(b) / (d)

8,781
(c)
21%
(c) / (d)

41,130
(d)
100%

8,781
(c)

41,130
(d)

Total

0. Initial mismatch
Recognitions
%
1. Estimate federal level applications:
increase recognitions with rejection rate
Recognitions
Applications: (e)*1,1416
Rejected

FGS (+ FAPD)
32,349
(a) + (b) = (e)
37,685
(f)
5,336
(f) – (e) = (g)

2. Assume rejected are recognized at Flemish
level
(2.1) Lower bound estimate:
all: (c) – (g)
NTU % of (d)

3,445
8%
(h)

(2.2) Upper bound estimate:
initial overlap only (37%): (c) – 0.37*(g)

6,826

NTU % of (d)

17%
(i)

3. Increase with dropout rate
(3.1) Lower bound NTU estimate:
(h) + 2.18%
(3.2) Upper bound NTU estimate:
(i) + 2.18%
Source: compiled by the authors based on personal communication with FGS (2018)

10%
19%
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Table 4

Personal, family and disability characteristics of Flemish children, 2010
Federal
only

Federal +
Flemish

Flemish
only

Non-disabled
children

Personal characteristics
Age
17%
18%
13%
29%
0-5
39%
39%
30%
27%
6-11
37%
37%
43%
28%
12-17
7%
7%
14%
16%
18-20
Gender
62%
67%
70%
51%
Boys
38%
33%
30%
49%
Girls
Family characteristics
Country of birth parents
Belgium
83%
90%
90%
86%
EU27
4%
2%
3%
4%
Non-EU27
14%
8%
6%
10%
Parental education (highest level)
Low-skilled
23%
21%
No info
15%
Medium-skilled
45%
42%
No info
36%
High-skilled
32%
37%
No info
49%
Household type
Couples with children
No info
80%
78%
84%
Single parents
No info
19%
21%
15%
Other
No info
1%
1%
1%
Other disabled household members
Yes, at least one
No info
17%
19%
2%
Disability characteristics
Severity of disability (points)
1-5
No info
/
0%
0%
6-10
No info
/
63%
51%
11-15
No info
/
23%
27%
16-20
No info
/
9%
12%
20+
No info
/
5%
10%
Single disability: type
Autism spectrum disorder (ASD)
No info
17%
29%
/
Severe behavioral disorder (SBD)
No info
2%
9%
/
Minor intellectual disability (MID)
No info
5%
8%
/
Other intellectual disability
No info
10%
8%
/
Other psychological disorder
No info
1%
7%
/
Sensory disability
No info
4%
3%
/
Physical disability
No info
5%
2%
/
Suspected retardation
No info
0.4%
0.5%
/
Multiple disabilities: types
2 or more: ASD, SBD, MID
No info
5%
3%
/
ASD, SBD and/or MID with other
No info
29%
21%
/
disabilities
2 or more other disabilities
No info
21%
9%
/
Source: own calculations based on DWH LM&SP (2010), FAPD (2010) and Census (2011). Note: country of
birth: at least one parent born in Belgium/EU27 or two parents born outside EU27.
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NOTES

i

Since March 1, 2014 a distinction is made between directly and non-directly accessible care services based on

the frequency of care use. Only when individuals deplete their directly accessible quantity, they need a FAPD
recognition. In this paper we discuss the situation prior to this reform.
ii

For

the

full

decree

(in

Dutch

or

French),

see

http://www.ejustice.just.fgov.be/cgi_loi/change_lg.pl?language=nl&la=N&cn=2006020831&table_name=wet
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APPENDIX 1

SUPPLEMENTAL CHILD BENEFIT: PILLARS, SUBSCALES,
POINTS AND BENEFIT AMOUNTS, 2018

Pillar
1. Degree of incapacity

Subscale
0-24%
25-49%
50-65%
66-79%
80-100%

Total P1
2. Activity and participation

Total P2
3. Family burden: highest score
doubled

Learning, education and social
integration
Communication
Mobility and movement
Self-care
Follow-up of the treatment at
home
Leaving the home for medical
supervision and treatment
Adaptations to way of living

Total P3
Source: personal communication with FGS (2018)

Total points
<6
6-8
6-8
9-11
9-11
12-14
15-17
18-20
> 20
Source: Famifed (2018)

Points on P1
≥4
<4
≥4
<4
≥4
n/a
n/a
n/a
n/a

Points
0
1
2
4
6
max 6
max 3
max 3
max 3
max 3
max 12
max 3
max 3
max 3
max 18

Benefit amount €/month
80.75
107.55
414.28
250.97
414.28
414.28
471.07
504.71
538.36

APPENDIX 2

INTERVIEW GUIDES

1. EXPERTS
Role of the organization
-

Which children do you help? Age, disability, socioeconomic background

-

What role do you play in the disability policy landscape in general, and for the supplemental
child benefit in particular?

-

Which information do you provide on the different policies for disabled children?

Supplemental child benefit
-

Are parents aware of the benefit’s existence?
 If yes
-

Applied?

-

Rejected?

 If no
-

Why not applied?

-

Do parents complain about the procedure? If yes, which complaints?

-

Do you see possible barriers in the application process?

-

What can be improved in the application process?

-

Do you think the benefit criteria strike a good balance between a medical and social view
on disability?

-

What can be improved in the legislation/assessment?

-

Waiting period

-

Benefit duration

-

Control doctors as gatekeepers

-

What can be improved in the medical examination?

NTU
-

Are you surprised with the magnitude of the mismatch?

-

Do you have an idea which children make up this missed group? Age, disability,
socioeconomic background?

2. PARENTS
Child information
-

Age child

-

Medical background child

-

Education and profession parents

-

Number of (disabled) children in the household

-

Disability recognized by FAPD
 If yes

-

-

Use of FAPD care services?

-

Experience application procedure

Medical point of contact

Supplemental child benefit
-

Knowledge of the benefit
 If yes
-

Information channel

-

Applied?

 If no
-

Why not applied?

Client level
-

Lack of information?

-

-

-

-

How can information provision be improved?

-

Received help with application? If yes, from whom?

-

Shared experiences with friends, family, acquaintances?

-

Did their experience influence you?

-

Do you compare your child with other children with a disability?

-

Stigma about your child’s disability?

-

Does this influence the receipt of the supplemental child benefit?

-

What can be improved so that you apply for the benefit?

Policy level
-

Questionnaire clear or help needed?

-

What feeling did you have when completing this questionnaire?

-

What do you know about the legislation?

-

How is your child’s disability judged?

-

Familiar with the three pillars?

-

What do you think about the application process?

-

What can be improved in the legislation/assessment?

Administrative level
-

Experience control doctor

-

Waiting period

-

Limited benefit duration

-

What can be improved in the medical examination?

General
-

Experienced/perceived difficulties

-

Complaints
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MEDICAL INFORMATION (B) QUESTIONNAIRES
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