
 

 

 University of Groningen

Orthopedagogische thuisbegeleiding voor gezinnen met een jong chronisch ziek kind
Oenema-Mostert, Christine Elina

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2006

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Oenema-Mostert, C. E. (2006). Orthopedagogische thuisbegeleiding voor gezinnen met een jong chronisch
ziek kind. [, Rijksuniversiteit Groningen]. s.n.

Copyright
Other than for strictly personal use, 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), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 25-05-2023

https://research.rug.nl/nl/publications/4fb37c04-dc79-4e8b-8f17-be148eab13e3


 

  

 

137 
 
 
 
 
 
 

Summary 

For young chronically ill children, the child-rearing situation is particularly 
complicated. Describing the category of “chronically ill children” is a diffi-
cult task, as the definition of “not healthy” identifies widely differing target 
groups as ill. In this study, chronic illness in children refers to medically 
demonstrable, physical conditions that have long-term effects on the health 
and the psychological (or social) functioning of the child. Medical or para-
medical treatment, medical supervision, or both remain necessary during his 
whole life. The chronic illness does not lead to primary impairments in the 
child’s motor, perceptual, mental, or psychological development. The de-
gree of predictability, the time at which the chronic illness is diagnosed, and 
the course of the chronic illness (which is usually progressive) are factors 
that (strongly) affect the interactions between caregiver and child, and they 
have an effect on development and child-rearing competence. In this study, 
the questions, concerns, and problems that arise in the child-rearing situati-
ons of young chronically ill children are not arranged according to a medical 
diagnostic category; they are treated non-categorically. In other words, 
children with various chronic illnesses are treated as a single group with re-
gard to the consequences of chronic illness on problems in the child-rearing 
situation. According to the parents who are involved, childrearing does not 
proceed normally. These parents are unable to realize the desired goal of 
child-rearing, which is to prepare their children for independent existence in 
a society that they consider desirable. Those who are involved perceive this 
as a problem of sufficient magnitude that it warrants orthopedagogical in-
tervention in the home setting.  
 
The study entitled “Early orthopedagogical home-based intervention for fa-
milies with young chronically ill children” (Vroegtijdige orthopedagogische 
thuisbegeleiding voor gezinnen met een jong chronisch ziek kind) seeks to 
determine the efficiency and effectiveness of the Portage Program Nether-
lands (PPN) in preventing, reducing, or resolving problems in the child-
rearing situations of young chronically ill children. The program aims to 
stimulate the development of children between birth and six years of age in 
a variety of developmental areas (social development, language, self help, 
cognitive development, and motor skills). It also aims to bring about desired 
behavioral changes in case of problems involved with relating to the child 
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and to support caregivers in this effort. The transactional orthopedagogical 
perspective assumes bi-directionality between caregiver and child. The study 
of the effects of the intervention is therefore directed toward both caregivers 
and children. Fathers and mothers have their own unique understandings of the 
burdens that are inherent in the child-rearing situation, of their own child-
rearing skills, and of how their children are being raised. Because these ideas 
affect the child-rearing situations of chronically ill children, they are also one 
of the objects of the intervention, when necessary. 
 

The central research question of the study is as follows: Is the Portage Pro-
gram Netherlands effective and efficient in reducing or resolving the pro-
blems and questions that are associated with raising young children who ha-
ve chronic illnesses? As indicated by the formulation of the problem, fami-
lies with young chronically ill children whose development is relatively de-
layed and those whose development is relatively accelerated are both inclu-
ded in the study, due to the diversity of the goals of the intervention pro-
gram. Families were referred to the study from a variety of disciplines. After 
a family was included, a number of pre-test measurements were conducted 
on the child and the caregivers A six-month home counseling program be-
gan after the second pre-test measurement. The intervention ends with an 
evaluation and post-test measurements of the child and the caregivers. The 
effects of the intervention on development and caregiver competence were 
measured at a number of points before and after the home counseling, using 
instruments from both within and outside of the intervention program. The 
effect of the intervention on development and the appropriateness of the 
PPN for the target group were determined according to the program’s sys-
tem of notation and semi-structured interviews that were conducted at the 
beginning and at the end of the intervention period (instruments within the 
intervention program), as well as through early-childhood diagnosis (an in-
strument outside the intervention program). The effects of the intervention 
on caregiver competence were measured with instruments outside of the in-
tervention program. Analysis of the results produced a varying image with 
regard to the statistical significance of the program’s effects on development 
and caregiver competence. The effects of the intervention on development 
(as measured with instruments within the intervention program) are positive, 
but they must be interpreted in light of a number of methodological issues. 
This also applies to conclusions regarding the appropriateness of the inter-
vention program for families with young chronically ill children. The effects 
of the program on caregiver competence (as measured by instruments outsi-
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de of the intervention program) are positive with regard to the quality of the 
home situation and relations between caregiver and child. Significant diffe-
rences between the pre-test and post-test measurements of child-rearing 
burden and child-rearing skill were found only among fathers of children 
whose development was relatively accelerated. The Index of Progress is ne-
gative (as measured by instruments outside of the intervention program). 

 

The internal and external validity of this study is threatened by a number of 
factors, including the lack of a control group, voluntary participation, the 
size of the sample, the use of orthopedagogical students as home counselors, 
the flexible character of the intervention program, and the instruments that 
were used. Distortions in the analysis and interpretation of the data due to 
experimental loss also affect the validity of the study. The threats to internal 
validity can be attributed to history and instrumentation, as well as to the 
external influences that are always difficult to control, particularly for this 
target group. These threats also apply to conclusions concerning the effects 
of the intervention. To the extent that these effects are due to coincidental 
events or the instruments, the threats to validity can be attributed to charac-
teristic features of the target group (i.e., young chronically ill children). 
They are therefore difficult to control and prevent (e.g., working method in 
the case of cancellation of home visits). These issues suggest that we can be 
satisfied with this information, given that a valuable result remains, even 
within the necessary limitations. The study shows that a large majority of 
the caregivers who participated in the Portage Program Netherlands feel that 
the program meets their needs for support in coping with child-rearing pro-
blems with regard to the development of their children and with their relati-
ons to the children. The caregivers also report that the burdens posed by the 
child-rearing situation were reduced after the intervention and that their 
child-rearing skills had increased. We are therefore justified in assuming 
that the conclusions of this research are applicable to families with young 
chronically ill children (who are within the age range of the intervention 
program) who are in need of home-based orthopedagogical counseling and 
for whom less intensive forms of counseling are apparently not feasible. 
 
 




