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Academic Lab: 
Social relations and 
attachment 



•  Help	to	develop,	stimulate	and	improve	
relations	and	consequently	improve	the	
quality	of	life	of	persons	with	a	visual	
and	visual	and/or	intellectual	disability.		

•  Develop,	share	and	secure	knowledge	
concerning	attachment	and	social	
relations.		

•  Create	a	world	where	persons		
with	a	visual	or	visual	and/or	
intellectual	disability	feel		
safe	and	secure	and	can	develop	their	
skills.		

 

Main goals of the academic lab 



Research focus on: 

•  Prevention,	aimed	at	developing	a	secure	
attachment	of	the	child	with	parents/guardians	

•  Identifying	and	adequately	interpreting	
behavior	and	stress		

•  Promoting	and	improving	social	relationships		

•  Restoring	disrupted	relationships	



Where	possible	we	add	ICT	



Co-creation! 



• Researchers	• Managers	and	
coordinators	

• Professionals	
(multi-
disciplinary)	

• Person	with	
disability	

• Parents	
• Relatives	/	others	

Expert	by	
experience	

Experience	
and	

knowledge	

Scientific	
knowledge	

Knowledge	
about	

organization	
and	

implementati
on	



Each project has 
other experts by 
experience!  

Also	during	
the	COVIC-19	
lockdown!	



Aims:		
•  Open	dialogue	between	participants	in	projects.	
•  Be	aware	of	the	different	roles	in	a	project.	
•  Be	aware	of	the	different	roles	in	different	phases.	
•  Talk	about	which	role	each	participant	prefers	for	

which	task.		

•  Tasks	and	roles	in	a		
research	project	

•  Transparency		

Collaborations 



Some examples of 
projects: 
 

…	and	much	more!!		



Co-operative Research 



Stimulate observation 
of behaviour and 
stress experienced. 
Gives advice on how 
to react in a sensitive 
and responsive way.  
- For parents and 
caregivers of persons 
with severe ID 

Attune and Stimulate checklist 
 

	
	



•  Checklist	A&S	tested	by	32	ROC-students!	
•  Parent	was	involved	from	the	start	and	
participated	in	presentations	

Checklist	‘Attune	&	Stimulate’	



Checklist	‘Attune	&	Stimulate’	



Sensitive care-giving 
 Increasing	knowledge	on	

sensitive	and	responsive	
caregiving	for	parents	and	
caregivers	through	multiple	
choice	questions	



Hi Sense app: development 

Focus	group	 •  Themes?	

Focus	group	 •  Content?	

Parents	/	
professionals	

•  Clear	and	
interesting?	

Students	/	
professionals	

•  Technical	
problems?	



	
	

Stress: Intellegent Sock & Flower app 

 



Sense - a biofeedback system to support the 
interaction between parents and their child 
with the Prader-Willi syndrome: a pilot study 

Kyra Frederiksa, Misha Croesa, Wei Chena, Sidarto Bambang Oetomoa,b and Paula Sterkenburgc 

a Industrial Design Department, Eindhoven University of Technology, the Netherlands 
b Neonatal Intensive Care Unit, Department of Pediatrics, Máxima Medical Center, Veldhoven, the Netherlands 
c Clinical Child and Family Studies Department, VU University Amsterdam, the Netherlands 
k.frederiks@student.tue.nl, m.j.g.croes@tue.nl,  w.chen@tue.nl, S.BambangOetomo@mmc.nl,   
p.s.sterkenburg@vu.nl 
Address: Technische Universiteit Eindhoven, P.O. Box 513, 5600MB Eindhoven 

Abstract. Parents of children with the Prader-Willi syndrome have shown to experience difficulties in interpreting their child’s 
signals and experience a lack of interest from their child, which causes a risk for a disrupted bonding process between the child 
and his or her  parents. Evidence suggests that this is mainly due to the fact that these children are excessively sleepy, hardly 
cry and express movement to a lesser extent. In this paper an intelligent biofeedback system is proposed to support parents in 
their interaction with their child. The proposed system – called Sense – uses a galvanic skin response sensor to monitor the 
child’s arousal response and visually communicates this to the parents. A prototype of the system is created and evaluated with 
users. Furthermore, thirteen tests are carried out with Prader-Willi patients to validate whether the galvanic skin response 
sensor provides a meaningful output signal for the system. The results from the tests show that galvanic skin response is a 
valuable biofeedback source to provide more information about the child’s emotions and reaction to the environment. As a 
result of evaluating the intelligent system, parents expect Sense will improve the interaction and bonding between parents and 
their child with the Prader-Willi syndrome.  

Keywords: Prader-Willi syndrome, biofeedback system, smart environment, stimulating interaction, bonding 

1. Introduction 

Prader-Willi syndrome 

The Prader-Willi syndrome (PWS) is a 
genetically determined neurodevelopmental 
disorder, first discovered in 1956 by Prader, Labhart 
and Willi [1-3] The estimated prevalence is 
1/10.000-1/25.000 births [4-6] and occurs in both 
sexes and in all races [7]. PWS is characterized by 
hypotonia [5,8,9], hyperphagia [5,8], obesity [1,2], 
hypogonadism [6,8] and typical behavior including 
skin-picking [8,9], temper tantrums [5,9] and 
repetitive behavior [5,8].   

The syndrome is caused by the loss of expression 
of the paternal genes on the long arm of 

chromosome 15 within the q11–13 region [10,11]. 
This loss of expression results in 70% of individuals 
with PWS from a deletion on the paternal 
chromosome [11,12]. Two types of deletion exist: 
Type I (breakpoint BP1 to BP3) and Type II 
(breakpoint BP2 to BP3) [4,12]. Studies indicate 
that there are small differences between Type I and 
Type II. Children with Type I  have poorer adaptive 
behavior, intellectual abilities and academic 
achievement than children with Type II [4,11]. 
Occasionally, the deletion is caused by a 
chromosomal translocation [11,12]. For 25 – 30 % 
of the cases the loss of expression is caused by 
maternal uniparental disomy, the inheritance of both 
chromosomes from the mother [11,12]. Only in 2 -



‘You & I’ Stress regulation 

Stimulate	
mentalizing	and	
stress	regulation	
through	a	game	
‘You	&	I’	for	
adults	with	ID	(IQ	
50-85)	



Serious	Game	‘jij	&	ik’	



	
	

The Involvement matrix 

https://www.kcrutrecht.nl/wp-content/uploads/2019/04/Involvement-Matrix.pdf		



	
	http://www.kcrutrecht.nl/involvement-matrix/					





Using the participation matrix! 

An explanation of the five roles can be found on the next page
Please read the practical guide before using the Involvement Matrix
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•  Scientist	Practitioner		



Execution 
An explanation of the five roles can be found on the next page

Please read the practical guide before using the Involvement Matrix
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www.participatiematrix.nl	 	1	=	Development	of	intervention;	2	=	Data	collection;		
	 	3	=	Data	analyses;	4	=	Publications	
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Implementation 
An explanation of the five roles can be found on the next page

Please read the practical guide before using the Involvement Matrix
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Mark	
Suzanne	
Paula	

Implementation:	presentations,	implementation	plan		

X	
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An explanation of the five roles can be found on the next page
Please read the practical guide before using the Involvement Matrix
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De 
afbeeldi
ng kan 
niet 
worden 
weerge

How do you work together in 
your team? What do you want to 
improve? 



Lessens  from  the  past 

Start	2016	
	
-  We	all	learn	from	each	other.	
-  We	learn	how	to	collaborate.	
-  We	learn	how	to	participate	
also	in	the	preparation	phase.	

-  We	learn	how	to	be	partners.		
-  We	learn	how	to	share	the	
role	of	decision	maker.	



 
 

Follow our research via: 

www.socialerelatiesenict.nl	

www.facebook.com/sociaalict|	www.facebook.com/emb&ict	info@socialerelatiesenict.nl		 Academische	werkplaats	‘Sociale	
relaties	&	Gehechtheid’	

•  www.participatiematrix.nl  
•  Grand: ZonMW-Gewoon Bijzonder 
•  Researchers and co-researchers in the research 

lab: Vrije Universiteit Asmterdam, Ons Tweede 
Thuis, Bartiméus 
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