
UvA-DARE is a service provided by the library of the University of Amsterdam (https://dare.uva.nl)

UvA-DARE (Digital Academic Repository)

Consequences of care : Parents of children with a chronic disease

Hatzmann, J.

Publication date
2009

Link to publication

Citation for published version (APA):
Hatzmann, J. (2009). Consequences of care : Parents of children with a chronic disease.
[Thesis, fully internal, Universiteit van Amsterdam].

General rights
It is not permitted to download or to forward/distribute the text or part of it without the consent of the author(s)
and/or copyright holder(s), other than for strictly personal, individual use, unless the work is under an open
content license (like Creative Commons).

Disclaimer/Complaints regulations
If you believe that digital publication of certain material infringes any of your rights or (privacy) interests, please
let the Library know, stating your reasons. In case of a legitimate complaint, the Library will make the material
inaccessible and/or remove it from the website. Please Ask the Library: https://uba.uva.nl/en/contact, or a letter
to: Library of the University of Amsterdam, Secretariat, Singel 425, 1012 WP Amsterdam, The Netherlands. You
will be contacted as soon as possible.

Download date:24 May 2023

https://dare.uva.nl/personal/pure/en/publications/consequences-of-care--parents-of-children-with-a-chronic-disease(db1c2e36-80af-4887-bede-2a792115ae7b).html


5
Subjective losses in well-being  
of parents of chronically ill  
children: a monetary evaluation
SUBMITTED FOR PUBLICATION

1 Psycho Social Department, Emma Childrens’ hospital/Academic Medical Center,  
Amsterdam, The Netherlands  | 2 Catalan Institute of advanced research and Institute  
d’Anàlisi Econòmica Barcelona Spain  | 3 University of Amsterdam School of Economics,  
Scholar, Labor Market and Economic Development (Scholar), Amsterdam Institute for  
advanced Labour Studies and Tinbergen Institute, Amsterdam. The Neteherlands  |  
4 Department of Pediatrics, Academic Medical Center, Amsterdam, The Netherlands

Janneke Hatzmann MSc1

Ada Ferrer-i-Carbonell PhD2

Martha A. Grootenhuis PhD1

Bernard M.S. van Praag PhD 3 
Hugo S.A. Heymans MD PhD4



ABSTRACT 

The objective of the present study was to determine the effect of having a 
chronically ill child on parental well-being and to estimate the monetary counter 
value of this effect in terms of household income. The study was conducted at 
the Emma Children’s Hospital/Academic Medical Centre in The Netherlands. 
In total, 580 parents of chronically ill children (10 diseases) and 443 parents of 
healthy schoolchildren participated. The chronically ill children were diagnosed 
>1 year before inclusion in the study, were aged 1-19, and were living at home. 
Their parents were able to fill out the questionnaire in Dutch or English.

Parents of chronically ill children reported both a lower household income and 
subjective well-being (ß=-0.306, [95%CI -.441- -.172]) than parents of healthy 
children. The monetary value of the loss in subjective well-being was 4275  
a month. The highest loss in subjective well-being was found in parents who 
had a child with a progressive (ß=-0.773 [-1.00- -.55]) or relapsing (ß=-0.243 
[-.45- -.032]) illness. The monetary equivalent associated with having a child with 
a progressive illness was 10925 per month and 3434 per month for relapsing 
illness. For the specific disease groups, the monetary value ranged from 569 
for parents of children with metabolic diseases to 10629 euro for parents of 
children with Duchenne disease.

Parents of chronically ill children reported lower subjective well-being than 
parents of healthy schoolchildren. Empirical estimates indicate that parents incur 
substantial subjective costs, related to having a child with a chronic disease. This 
is the first study quantifying loss of subjective wellbeing in a sample of parents 
of chronically ill children. These costs should not be neglected in cost-benefit 
analyses in health care.
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INTRODUCTION

In the last decades, the number of chronically ill children has increased considerably.1 As 
a consequence more parents experience the daily consequences of caring for their chroni-
cally ill child. These daily consequences have been described in terms of emotional burden, 
parental health, and social consequences. Parents of chronically ill children are a relatively 
young part of the working population experiencing a multitude of consequences of the 
care for their children. They have a lower quality of life, both physical and emotional, and 
they report more difficulties regarding employment and maintaining a social life.2-6 In es-
timating the costs of care, these (subjective) consequences are often not included. They 
may be described as subjective costs or losses in subjective-wellbeing. 

Up to now, when estimating the costs of chronic childhood illness, most attention has 
been paid to the cost effectiveness of different treatment modalities. Economic evalu-
ation of costs for parents of chronically ill children has not been performed, however, 
in the general population the costs of informal care have been estimated using several 
approaches.7 The most commonly applied approaches are the Proxy of Good Method 
and the Opportunity Cost Method, imputing a monetary value to the hours of provided 
informal care. These methods focus on objectively measurable time loss, not including the 
subjective costs made by informal caregivers, which will be the focus in the present paper. 
To the best of our knowledge there are no monetary evaluations of this emotional cost 
component in a pediatric sample.

This paper presents an empirical analysis in which we estimate the counter value of 
the loss in parental well-being in monetary terms. This is done by assessing the trade-off 
between the effect of having a chronically ill child and of household income on paren-
tal self-reported well-being. This method is known as the Well-being Evaluation Method 
which was first applied in health economics literature by Ferrer-i-Carbonell and Van Praag 
(2002).8,9 The same method was applied to value the costs of informal care in the gene-
ral population.7 The well-being valuation method can complement the more traditional 
methods of estimating the costs of care by emphasizing the use of subjective well-being 
measures as a relevant outcome measure. The aspect of including subjective cost compo-
nents is now recognized as being relevant for cost-benefit analysis in economics. Estima-
tion of subjective costs has proven its value for the valuation of e.g. air craft noise around 
Schiphol airport 10, the value of marriage, of losing a job11, and the costs of informal 
care.7 

The aim of the present study was to examine the effect of having a chronically ill child 
and household income on subjective well-being of parents in order to estimate the mo-
netary value of having a chronically ill child in comparison with parents of healthy child-
ren. The monetary value is derived from the estimated trade-off in terms of well-being  
between a chronically ill child and household income. 
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METHODS

Procedure and Participants
This study is part of the Care-project, a Dutch study on the social consequences and Health 
Related Quality of Life (HRQOL) of parents caring for a chronically ill child. Data were collec-
ted from January 2006 to September 2007. Parents of chronically ill children were recruited 
in the Emma Children’s Hospital at the Academic Medical Centre in Amsterdam and through 
national patient associations. For the comparison group, parents of healthy children were 
approached through schools located within 50 kilometres of the hospital. Data collection is 
described in more detail by Hatzmann et al.6 

Chronic illness in children was defined according to Mokkink et al 12, using the following 
criteria: the disease occurs in children and adolescents up to 19 years old, is diagnosed fol-
lowing evidence based methods, is not (yet) curable and exists for at least three months, or 
will probably endure longer, or three or more disease episodes have occurred the last year. 
We selected ten different chronic childhood diseases that met these criteria: asthma, diabetes, 
Down syndrome, Duchenne muscular dystrophy, end stage renal disease, metabolic diseases, 
profound multiple handicaps, sickle cell disease, spina bifida, and survivors of brain tumors. 

Inclusion criteria in all disease groups were: 
1 the chronically ill children were aged between 1-19 years old, 
2 were diagnosed at least 1 year before the start of the study, 
3 the children lived at home, and 
4 parents were able to fill out the questionnaire in either Dutch or English. 

Parents in the comparison group were eligible if:
1 their child was not chronically ill, 
2 was aged between 1-19 years old, and 
3 they were able to fill out the questionnaire in either Dutch or English.

Measurement
A self report questionnaire was developed for the Care project. This questionnaire included 
HRQoL, well-being, questions regarding demographics, education, employment, child care, 
additional burden in the family (e.g. chronic illness of parents), use of health care services, 
leisure activities, and characteristics of the chronically ill child.

The main outcome measure in the present study was subjective well-being. Parents were 
asked to report their life satisfaction by answering to the following question: “How satisfied are 
you today with your life as a whole”. Individuals had to provide an answer on a 1 to 10 scale, 
with 1 meaning “totally unhappy” and 10 “totally happy”. The first version of this question was 
formulated by Cantril in 1965.13 Similar versions have been introduced in many questionnaires 
and used by researchers in several disciplines, such as psychology, sociology and economics ever 
since. The concept of subjective well-being has adequate convergent validity 14 and reliability.15
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Predictor variables included parental characteristics that were already defined before the 
birth of the child (e.g. age, education and gender) and those that may be influenced by the 
presence of a child (e.g., household income, working hours). The variables included in the 
present study were age, gender, number of children in the household, educational level, net 
household income (euros per month), whether the respondent had a partner, a non Dutch 
background, paid work, and whether one of the parents of the ill child had a chronic disease 
him/herself. Finally, variables were included describing if the respondent had a child with a 
chronic disease, the type of illness, and a parental report on the development of the disease 
in the previous year (progressive, relapsing, stable, or improving). 

Statistical analyses
Stata version 9.2 was used for all analyses. Before conducting the final analysis, preliminary 
analyses were performed. In order to avoid losing observations we created dummy variables 
for individuals with missing information on household income, educational level, the number 
of children in the household and on whether the respondent him/herself had a chronic ill-
ness. The dummy variables were set equal to 1 if the information was missing and equal to 0 
if the information was present. For those respondents who did not provide the information 
the variable of interest was set equal to 0 16 (pag. 202). However, further tests showed that 
the results did not significantly change if when the individuals with this missing information 
were excluded.

Demographic data of parents of chronically ill children and the comparison group were 
compared using Student t-tests for continuous data and Chi-square tests for categorical 
data. Multivariate analyses of variance were conducted to estimate the influence of having a 
chronically ill child and the influence of household income on parental subjective well-being, 
controlling for demographic characteristics, e.g. education, age, and working status. The 
response to the well-being question can assume 10 discrete ordered values (from 1 to 10). 
In order to account for the categorical ordered nature of the variable, we performed the 
regressions with Ordered Probit (OP). 

The monetary value of the reduction in well-being due to having a chronically ill child was 
calculated by looking at the estimated trade-off between having a chronically ill child and 
household income. This provides information on how much income loss would be equiva-
lent, in terms well-being, to having a chronically ill child. We based our estimations on the 
different specifications presented in Table 2. The monetary value of the loss of well-being 
was calculated as follows. Starting from the model equation in which we explain subjective 
well-being (SWB),

 

where SWBn is the life satisfaction of parent n, y is the household income, S is a dummy vari-
able which was set to 1 if the child was chronically ill, X is a vector of other control variables, 
and ε is the usual error term, which in the case of OP is assumed to be normally distributed (1).  

SWBn= a + ßyn + yS+δX n + εn _ (1)
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From this specification we found the equivalent income compensation (2), which should be 
given to neutralize the effect of having a chronically ill child for the parents. We stress that 
it is not said that if the parents were to get this additional income amount their well-being 
would equal that of parents with a healthy child. In the literature of happiness economics it is 
stressed that there are adaptation mechanisms, the so- called hedonic treadmill 17, by which 
part of the effect of an actual income increase is undone or is leaking away.

RESULTS

Participants
A total of 1106 parents of chronically ill children from ten different diagnosis groups were 
approached to participate in the Care project. Eventually, 580 (52%) parents completed 
the Care-questionnaire. In the comparison group 443 (response rate 33%) parents of he-
althy children completed the questionnaire (Appendix in Hatzmann et al. 2008). Significant 
differences were observed between parents of chronically ill children and the comparison 
group: parents of chronically ill children were younger (t(1014)=-4.49, p<0.001); had a lower 
household income (t(928)=-4.84, p<0.001); a lower educational level (X²(2)=8.01, p=0.018); 
more often had a chronic illness themselves(X²(1)=9.61, p=0.002), and had less often paid 
work (X²(1)=30.13, p<0.001). 

        ∆y =          .S  (2)
-y
ß(       )

Figure 1 Spread of subjective well-being
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Parental Life satisfaction
Table 2 presents the results of the estimation. The first specification in table 2 shows that 
having a chronically ill child was negatively associated with parental well-being (ß=--0.306, 
p<0.001). Classifying chronically ill children according to the development of the disease 
in the previous year (specification 2, table 2), revealed that progressive illnesses was most 
associated with parental well-being (ß=--0.773, p<0.001), followed by a relapsing course of 
disease (ß= --0.243, p<0.002). For parents whose children had stable or improving illnesses 
a negative association with subjective well-being was found, although the coefficients were 
not statistically significant. Specification 3 shows the association of specific disease groups 
with parental well-being. Statistically significant negative effects were found for parents 
of children with Duchenne, end stage renal disease, metabolic diseases, profound handi-
cap, and diabetes. Subjective well-being was positively and significantly associated with net 
household income, measured in units of 1000 per month (ß=0.072; ß=0.071; ß=0.068 
p<0.01). Having a partner, the number of children in the household, and being low educa-
ted were positively associated with subjective well-being. When the parent had a chronic 
illness him/herself, it negatively influenced their subjective well-being (ß= --.29, p=0.01).

Monetary value
Using the results from table 2, we calculated the equivalent income compensation corres-
ponding to having a chronically ill child (see equation 2). Results are presented in Table 3. Pa-
rents with a chronically ill child would report the same subjective well-being as an “identical” 
parent in the comparison group if they would have = 4275 euro extra per month. 
This amount is almost twice the average monthly income of parents of chronically ill children 
(2475 euro). This amount represents an average for the total group of parents of chronically 
ill children. When further specified by development of the disease in the past year, we see that 
the equivalent compensation for parents of children with a progressive disease would have to 
be about 10925 euro per month, i.e. about 4.5 times their monthly income. For parents of 
children with a relapsing course of disease, the monetary value was 3434, i.e. approximately 
1.5 monthly incomes. For the disease specific effects, the monetary values were calculated 
for those illnesses with statistically significant effects. The monetary values ranged from 6569 
euro a month for the metabolic disease group to 10629 for the Duchenne group. 

DISCUSSION

Although in previous studies the cost of pediatric treatment has been investigated, no at-
tention has been paid to the subjective cost in terms of parental well-being yet. This study 
shows that having a chronically ill child has a considerable negative association with parental 
subjective well-being. This association is largest for parents that have a child with a progres-
sive illness, followed by parents whose child has a relapsing illness. Also, the specific illnesses 
have varying effects on parental well-being. 

0.306
0.072
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Table 1a Description of predictor and outcome variables

Life satisfaction 7.54 (1.60) 7.32 (1.70) 7.83 (1.42) t(1006)=--5.09, p<0.001

Household Income² 2694 (1605) 2475 (1429) 2984 (1773) t(928)=--4.84, p<0.001

Age parents 42.7 (6.1) 42.0 (6.4) 43.7 (5.4) t(1014)=--4.49, p<0.001

Number of children 2.28 (0.91) 2.30 2.26 t(1008)=0.71, p=0.478

 n(%) n(%) n(%) Chi-square test 

Respondent is a woman 851 (83) 482 (84) 369 (83) X² (1)=0.01, p=0.919

Respondent has a partner 892 (88) 499 (87) 393 (89) X² (1)= 1.20, p=0.273

Educational level    X²(2)=8.01, p=0.018

Lower 238 (24) 147 (26) 91 (21)

Intermediate 404 (40) 237 (42) 167 (36)

Higher 365 (36) 186 (33) 179 (41)

Born in the Netherlands 854 (84) 473 (83) 381 (86) X²(1)=2.23, p=0.136

Respondent has paid work 713 (70) 364 (63) 349 (79) X²(1)=30.13, p<0.001

Respondent has chronic illness 114 (11) 80 (14) 34 (8) X²(1)=9.61, p=0.002  

Parents of 
chronically ill 
children

Mean (sd)

All parents

Mean (sd)

Parents 
of healthy 
children

Mean (sd)

¹ Difference between parents of chronically ill children and parents of healthy children, significant 
differences are presented in bold. 
² Net household income per month. In the estimation all income numbers are divided by 1000.

Differences between 
groups ¹

t-test

Table 1b Description of well-being and net household income 
for each disease group

Life satisfaction Net Household income 

(month)

Asthma

Duchenne

Sickle cell Disease

End stage renal disease

Metabolic disease

Profound handicap

Diabetes

Down Syndrom

Spina Bifida

Survivors Brain tumor

7.33 (1.97)

7.05 (1.43)

7.02 (2.26)

6.77 (1.77)

7.18 (1.52)

6.67 (2.20)

7.35 (1.37)

7.81 (1.30)

7.60 (1.23)

7.81 (1.53)

2525 (1507)

2672 (1372)

1388 (815)

2037 (1180)

2582 (1079)

2914 (1744)

3056 (1799)

2659 (1510)

2421 (1317)

2559 (1797)



  Subjective costs of care  CHAPTER 5

This paper presents an empirical estimate of the trade-off in terms of well-being between 
having a chronically ill child and household income. This trade-off expresses the monetary 
value in terms of reported well-being when having a chronically ill child. The results indicate 
that parents with a chronically ill child would need about 4275 euro a month to report the 
same well-being level as parents without a chronically ill child. For parents of children with a 
progressive illness the monetary value is about 4.5 times their monthly income (10925 euro). 
The values for each disease group, based on significant effects, range from 6959 to 10629 
euro. These values show that the reported costs of well-being were highest for parents of 
children with Duchenne and multiple complex handicaps. A striking result is the lack of ef-
fect on well-being for caregivers of children with sickle cell disease, while this group is known 
for their lower quality of life. This is presumably caused by the inclusion of household income 
and having paid work in the regression model, as their low socio-economic status may have 
greater explanatory value for their well-being than the illness of their children.18 

In the Netherlands, 14% of all children have a chronic illness, amounting to approximately 
500,000 children. If all their parents would have a monetary value for the loss of well-being 
in the range of 4275 euro each month, the total costs in the Netherlands would be around 
2.13 billion euro each month, or 25.65 billion euro each year. Up to now, these indirect 
costs have not been included in cost-benefit analyses. Although these costs are not directly 
made by the parents, their loss of well-being in terms of the monetary counter value is sub-
stantial.

This valuation method is theoretically and politically relevant, as it adds to the current ways 
of estimating the costs of caring for a chronically ill child. In contrast with the traditional 
valuation methods, the well-being approach takes into account all aspects involved in having 
a chronically ill child, to the extent that parents take them into account when they report 
their well-being. These costs probably include a wide range of aspects such as emotional bur-
den, physical and time constraints of taking care of the child, and reduction of leisure time. 
Actually, these subjective costs seem to be an essential cost component in any cost-benefit 
analysis with the purpose to evaluate new treatment methods and therapies.

The statistically significant difference in subjective well-being between parents of chro-
nically ill children and parents of healthy children is 0.5 on a scale from 1-10. Figure 1 
shows that in the comparison group there are more parents with higher well-being scores.  
The difference in mean scores is considered small when expressed in an effect size  
(Cohen’s d = 0.36, 19), while the equivalent monetary value seems rather large. This differen-
ce is more often seen in studies estimating costs of subjective variables 11,20 and is therefore 
not unexpected.

This is the first study describing the subjective costs of care using the well-being valuation 
method in a sample of parents of children with chronic illness, consisting of 10 disease po-
pulations and a comparison group of parents of healthy schoolchildren. The total sample 
exceeds 1000 participants, which is large in a pediatric sample.

A limitation of this study is the response rate of 52%, including a majority of relatively 
well educated, Dutch two-parent families. Therefore, although there has been adjusted for 
these variables in the analyses, biased participation in this study may have resulted in an  
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Have a chronically ill child

Ref. Does not have a chronically ill child

Illness is improving

Illness is progressive

Illness is relapsing

Illness is stable

Ref. Does not have a chronically ill child

Child has asthma

Child has Duchenne

Child has sickle cell disease

Child has end stage renal disease

Child has metabolic disease

Child has profound handicap

Child has diabetes

Child has Down Syndrom

Child has spina bifida

Child is survivor of brain tumor

Household income 

(unit: 1000 euros/month) 

Age

Respondent is a woman

Respondent has a partner

Number of children

Respondent is born outside Netherlands

Education Level (ref. High)

Education Level Low

Education Level Medium

Respondent has paid work

Respondent has a Chronic illness

Number of Observations

Pseudo R2

Log. Likelihood

-0.306

0.072 

0.001

-0.046

0.369

0.100

-0.147

0.186

0.048

0.062

-0.286

1000

0.0285

-1698

Sepcif.1

Coeff

-4.46

2.64

0.09

-0.51

3.43

2.73

-1.48

1.91

0.61

0.81

-2.72

0.00

0.01

0.93

0.61

0.00

0.01

0.14

0.06

0.54

0.42

0.01

-0.149

-0.773

-0.243

-0.151

0.071 

0.002

-0.055

0.375

0.108

-0.184

0.186

0.031

0.052

-0.293

998

0.0356

-1683

-1.47

-6.64

-2.26

-1.59

2.60

0.36

-0.60

3.48

2.93

-1.83

1.90

0.39

0.67

-2.79

0.14

0.00

0.02

0.11

0.01

0.72

0.55

0.00

0.00

0.07

0.06

0.70

0.50

0.01

Table 2: Regression models (Ordered Probit) for having a chronically ill child, 
course of disease and specific diagnoses ¹

¹ The regression models also include nine intercept terms and a dummy for missing information on 
income, number of children, and education. All variables were included simultaneously in the three 
regression models (specif 1-3). Significant effects are presented in bold.

Sepcif.2

Coefft p t p
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-0.161

-0.727

0.015

-0.571

-0.476

-0.724

-0.480

-0.115

-0.237

0.024

0.068 

0.156

-0.081

0.438

0.090

-0.244

0.204

0.046

0.032

-0.351

1000

0.0374

-1682.96

-1.32

-4.94

0.08

-2.67

-4.32

-3.12

-2.17

-0.99

-1.00

0.14

2.51

0.66

-0.88

3.98

2.45

-2.18

2.08

0.58

0.42

-3.23

0.19

0.00

0.93

0.01

0.00

0.00

0.03

0.32

0.32

0.89

0.01

0.51

0.38

0.00

0.01

0.03

0.04

0.56

0.68

0.00

Have a chronically ill child

Ref. Does not have a chronically ill child

Illness is improving

Illness is progressive

Illness is relapsing

Illness is stable

Ref. Does not have a chronically ill child

Child has asthma

Child has Duchenne

Child has sickle cell disease

Child has end stage renal disease

Child has metabolic disease

Child has profound handicap

Child has diabetes

Child has Down Syndrom

Child has spina bifida

Child is survivor of brain tumor

Household income 

(unit: 1000 euros/month) 

Age

Respondent is a woman

Respondent has a partner

Number of children

Respondent is born outside Netherlands

Education Level (ref. High)

Education Level Low

Education Level Medium

Respondent has paid work

Respondent has a Chronic illness

Number of Observations

Pseudo R2

Log. Likelihood

Sepcif.3

Coeff t-value p-value
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unrepresentative sample, which may also limit generalizations to the total population. Futu-
re research in other socio-demographic subgroups is necessary in order to provide adequate 
data for all parents. Second, the cross-sectional design of this study does not allow inferen-
ces about causality. It may also be that effects change over time and age for these typically 
life-long diseases. In order to get a grip on those effects a longitudinal data base would be 
needed. Third, within the disease groups no differentiation was made for disease severity. 
Therefore, the monetary values of diseases with considerable within group variation, like 
asthma, are difficult to estimate. In addition, the numbers of observations differ considera-
bly between disease groups, which may limit the reliability of the estimates. This may restrict 
the validity of the disease specific results, although it does not affect the rest of the estima-
tes. These disease specific estimations should therefore be replicated in larger samples be-
fore inferences can be made, as some estimated effects have the right sign and a reasonable 
order of magnitude but are statistically insignificant, which is most probably caused by the 
sample size. Such studies might also involve samples including different countries. Then we 
may also find more significant disease specific effects. Fourth, in the regression model, the 

Monetary Value
In Euros per month

Have a chronically ill child

Ref. Does not have a chronically ill child

Illness is improving

Illness is getting worse

Illness is relapsing

Illness is stable

Child has asthma

Child has Duchenne

Child has sickle cell disease

Child has end stage renal disease

Child has metabolic disease

Child has profound handicap

Child has diabetes

Child has Down Syndrom

Child has spina bifida

Child is survivor of brain tumor

Average income – comparison group

Average income - parents with chr.ill child.

4275¹

2101

10925

3434

2135

2354

10629

219

8348

6569

10585

7059

1681

3465

351

2984

2475

¹Monetary values based on significant effects are presented in bold

Table 3 Monetary value of loss of well-being in parents
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percentage of explained variance is rather low (~3%). This is in line with the literature 8,20 and 
is a reflection of the association of well-being with personal traits, such as optimism and abi-
lity to cope with adversities. Although including such variables might improve the explained 
variance, these variables strongly correlate with the error term of the model and its inclusion 
would therefore give rise to endogeneity problems. Therefore, in this paper we only control 
for objectively defined variables in order to estimate the effect of income and the effect of 
having a chronically ill child on well-being. Future research with this method should be done 
in other representative caregiver populations, to increase comparability. 

CONCLUSIONS

This study shows that the subjective costs of caring for a chronically ill child are substantial, 
and within healthcare, more attention should be paid to these hidden costs. The well-being 
valuation method can be used, for example, in cost benefit analysis for valuing the introduc-
tion of a new intervention that supports parents or to value the development of a new tech-
nology that improves the health of the patient. In valuing a new technology from a societal 
perspective, one should not only include the costs and benefits for the patient self but also 
for the caregivers and family members of the patient. This method does not intend to be a 
substitute for more traditional methods but rather a complement. It adds to a better under-
standing of the consequences of having a chronically ill child for people involved in clinical 
practice and in health policy. This study must be seen as a first pilot study into the potentials 
of the tools of subjective measures of well-being for health economics and health policy with 
respect to the evaluation of the growing problem of chronically ill children and adults. 
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