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parents of children with disabilities
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Background

Parents of children with physical disabilities do a
lot to support their child in daily life but also
come across several challenges. They show a
large scale of unmet needs (e.g. around financial
Issues, adaptations or finding suitable leisure
activities). In the consultation process with
physicians parents indicate a lack of information.
Getting Iinformation about different aspects of
care is difficult.

Being informed is a major requirement for the
process of empowerment and shared decision
making. Parents who are better informed are
able to prepare better for the consultation with
different health care professionals, able to
support each other and become equal partners
In  negotiating care or supporting child’s
participation.

What"

WWW-wijzer | Voor ouders van kinderen met een beperking

Rondom de medische behandeling (arts)

Rondom de peramedische behandeling (0.0. fysiotherapie, ergotherapie, logopedie) w
Opvang, school en werk

Hulpmiddelen, aanpassingen en voorzieningen

Praktische ondersteuning in de thuissituatie

Emotionele en psychische ondersteuning
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WWW - roadmap

roadmap for parents of
children with a disability

Find information in
the tool and on the
internet

Study

Currently we investigate the effects of the
use of the WWW-roadmap of parents on the
consultation with the rehabilitation physician.
In a sequential cohort design we study
effects on parental empowerment, parent
and physician satisfaction, parental self-
efficacy and family centered care.

In 5 different settings a control cohort and an
intervention cohort, both with 100 parents
will be included in spring and summer of
2016.

More information?

Aim

We developed, the WWW-wijzer (In English:
WWW-roadmap) that will enable parents to
explore their needs (What do you want to
know?), help in their search for information
(Where can you find information), and
refer to appropriate professionals (Who can
further assist you?).

Development of the tool

In a collaboration between parents,
healthcare professionals, IT-specialists and
clinical researchers we designed the tool. In
an iterative, user-centered process clinical
usability and feasibility were cared for.

Conclusion

 The WWW-roadmap aims to
help parents in formulating and
asking questions and finding
iInformation.
Using the WWW-roadmap,
parents can prepare

themselves for a consultation
with a (rehabllitation)
physician. This facilitates
parental empowerment, self-
efficacy and shared-decision
making.
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