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. . . . met teruglik in vogelvlucht

Contactdag 17 mei 2025 
Jan-Paul Wagenaar



www.stsn.nlwww.stsn.nl

Omslag lustrumboek 2011
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Mijlpalen uit de oude doos . . . .

• Erasmus MC start genetisch onderzoek naar TSC (1988)

• Start van STSN werkgroep TSC en Gedrag (1990)

• TSC2 (1993) en TSC1 (1997) genen ontdekt

• Start Expertisecentrum/poli voor volwassen TSC patiënten in 
UMC Utrecht op initiatief STSN (1995) 

• Start Michelle Stichting (1999)

• Start Expertiseteam TSC en Gedrag i.s.m. CCE (2003)

• TSC toegevoegd aan Sylvia Tóth Centrum (2003)

• Start Expertisecentrum voor kinderen in R’dam (2008)

• STSN organiseert jaarlijks een expertmeeting en elke 5 jaar 
een wetenschappelijk lustrumsymposium
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(Symposium) 2006

TSC Expertiseteam en het Centrum 
voor Consultatie en Expertise (CCE)

Het onderzoek leidt in 2000 tot de 
STSN publicatie ‘De complexiteit 
van Tubereuze Sclerose’ van 
Hubbeling en Mulder.

Naar aanleiding hiervan wordt in 1990 vanuit de 
STSN de werkgroep gedrag ingesteld met als doel 
het stimuleren van onderzoek naar de problemen in 
het gedrag en het stimuleren van een betere 
hulpverlening.
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Symposium 2011
Autisme spectrum en neurocognitie 

15.00-15.30  Het visuele systeem bij autisme spectrum stoornissen  

                          (mw. prof. dr. C. Kemner, UMC Utrecht) 

15.30-16.00  From 2006 to 2011 - New developments in the neuropsychiatry of TSC 

 (dr. P.J. de Vries, University of Cambridge) 

Sprekers 4de STSN Wetenschappelijk TSC Symposium 2011, Utrecht
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Illustratie: expertmeeting of contactdag

Expertbijeenkomst april 2014, Rotterdam
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Expertiseteam
TSC & Gedrag

Handboek
‘TSC in verschillende 
levensfasen’ (2016), recent 
herziende druk)

Brochure:
NL (2017)
FR (2018)
D   (2019)
UK (2019)

Publicaties
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Symposium 2016
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18/11/2017, Brussel:

Oktober 2018, Leuven: project-uitvraag
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2020-2023

Vragenlijst (dig) Richtlijnen voor 
diagnose & 
behandeling

Wereldwijd netwerk!
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Bourneville Prijs:

Dr. Manuel Gomez (1993)

Dr. Paul Fleury (1996)

TSC Research Group Rotterdam (2001)

Dr. Bernard Zonnenberg (2006)

Michelle Foundation (2011)

Marc Nellist (2016)

Petrus de Vries (2021)

. . . . . (2025)

Symposium 2021

Tussenresultaten  TANDem !
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TAND: Tsc Associated Neuropsychological Disorders (2018)

⁺ Waardevolle aanvulling op medisch consult

⁺ In de tijd

⁺ Patient, maar ook knelpunten verzorgers/ gezin

⁺ Verbreding zorg

※ Verbinding ziekenhuis – praktijk?
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STSN Expertmeeting maart 2024: resultaten

➢ Basisprincipes voor diagnose & 
behandeling TAND vastgesteld

➢ Voor elk van de 7 clusters: specifieke 
aanbevelingen.

➢ . . . Maar nog veel werk te doen!

‘TAND-journey’
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Basisprincipes TAND

Core principles for the identification and treatment of TAND

1. Everyone with TSC is at risk of TAND.
2. Therefore everyone with TSC needs lifelong monitoring for the emergence of TAND. 
3. Screen for TAND at least annually and follow up with appropriate action. 
4. The goal is early identification and early intervention, rather than a “watch and wait” approach.
5. TAND clusters cluster together and the presence of one should alert families and teams to explore others.
6. Always consider the impact of physical health problems and medications for physical health problems on 

TAND.
7. Clinicians should work with families and caregivers as lived experts in TSC and TAND, especially in light of 

the lack of research evidence of TAND in TSC.
8. A whole system plan including biological, psychological and social aspects should be used to understand 

needs and provide interventions and support.
9. Evidence-informed assessment and interventions should be used from TSC studies or the general 

population in the absence of TSC-specific evidence.
10. The goal of TAND support is to help everyone living with TSC achieve an optimal quality of life as 

individuals and as families, and to facilitate their active participation in all aspects of society throughout 
their journey with TSC and TAND.
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Voorbeeld TAND-cluster

Autism-like (AU) cluster recommendations

➢ AU1,2. Everyone with TSC should be monitored for symptoms in the autism-like cluster from early in infancy and 
throughout adulthood. 

➢ AU3. Anyone who shows behaviours within the autism-like cluster should be referred for a formal clinical 
evaluation for autism or communication delay.

➢ AU4. As there is no research on treating autism-like cluster symptoms in people with TSC, we suggest that the 
evidence from research with children and adults with autism without TSC may be relevant to those with TSC. 

➢ AU5. Young children with autism and TSC may benefit from naturalistic developmental behavioural
interventions (NDBI) and other evidence-based supports for children with autism. 

➢ AU6. Adults with TSC and autism-like cluster symptoms may benefit from recognized autism interventions such as 
social skills training. 

➢ AU7. As there are often high rates of co-occurring physical, developmental, and mental health problems in people 
with symptoms in the autism-like cluster, we recommend lifelong monitoring for any co-occurring conditions, 
followed by appropriate treatment. 

➢ AU8. Even though autism (and the autism-like cluster) is the most extensively researched cluster in TSC, much 
more research is needed, especially regarding non-medical treatments in individuals with TSC.
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Voorbeeld TAND-cluster, ‘vereenvoudigd’ voor gebruik rond App

Autism-like (AU) cluster

Autism is common in persons with TSC and is associated with social-communication difficulties like absent or delayed onset of 
language to communicate, repeating words or phrases over and over again, poor eye contact, difficulties getting on with other
people of similar age, doing the same thing over and over again and very rigid or inflexible about how to do things or not. 
Because difficulties are often identified or diagnosed late, all individuals who show difficulties with autism-like manifestations 
should be referred for a formal clinical evaluation for communication disorders and autism/autism spectrum disorder. Young 
children with autism and TSC may benefit from naturalistic developmental behavioural interventions, adults with TSC and 
autism-like cluster manifestations may benefit from autism interventions such as social skills training. Autism and the presence of 
often co-occurring physical health, neurodevelopmental, and mental health problems should be monitored throughout life and 
treated with evidence-informed treatments when required.

CONCEPT!
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2018

2024TAND: in beeld . . . . . 



TANDem-2
Closing the gap to interventions for TAND

TANDem
Empowering Families Through Technology
A Mobile-Health Project to Reduce the TAND Identification and Treatment Gap

From

to

https://tandconsortium.org



Project aims

1) To describe the longitudinal trajectories of TAND 
severity and to examine potential predictors of 
differential trajectory membership.

2) To understand caregiver wellbeing factors and 
their contribution to TAND severity (both cross-
sectionally and longitudinally).

3) To examine whether we can strengthen those 
caregiver wellbeing factors through an 
innovative ultra-brief caregiver wellbeing 
intervention.

TANDem-2: Closing the gap to interventions for TAND 
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TANDem-2, 2024-2027: STSN neemt deel!
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November 2024, Antwerpen

➢ Vier dagen van 8.30 – 17.30 uur
➢ Taken verdeeld, veel bij onderzoekers 

belegd
➢ 2 keer jaar digitaal overleg
➢ 1 keer per jaar fysiek, combi met 

‘reguliere’ bijeenkomsten
➢ Avonden . . . . . ?
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Avonden . . . . 
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Tot slot . . . .  .
➢ We zijn er nog lang niet!
➢ Hoe pakt TAND thuis uit?
➢ TAND biedt kansen en kader om tot verbetering van kwaliteit van leven 

te komen?
➢ Wereldwijde consortium creëert kansen en is zeer bevlogen en 

verbindend . . . . 
➢ . . . . voor veel deelnemende landen geldt dat de inpassing van TAND 

nationaal een uitdaging is.
➢ Consortium hint naast TSC specifieke benadering op samenwerking in 

de breedte!
➢ Zien we kansen voor TAND in Nederland, is er beweging?
➢ Willen / kunnen we daar als STSN de komende 2 jaar aan bijdragen, zo 

ja, hoe?

Gevraagd om een presentatie te geven op de 3-daagse bijeenkomst van de Society for the 
study of Behavioural Phenotypes (SSBP): Titel: ‘Our journey with a small disease’, 4 september 
2025, Amsterdam
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Thank you!
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