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Welcome – Technical points
• ​We are please to be numerous > 65 registrations

• Webinar being recorded​

• Thank you for
▪ Turn off your microphone and disconnect your camera​
▪ Raise your hand at the time of the questions and discussions​
▪ We will answer the questions sent in the registration form​
▪ A satisfaction survey will be proposed on last slide QR code

• Webinars # will be available on ITHACA’s Website https://ern-ithaca.eu/webinars/

• Anne Hugon Project Manager ERN ITHACA - anne.hugon@aphp.fr

2025

https://ern-ithaca.eu/webinars/


Agenda

Our expert speakers will provide insights on the following topics

• Welcome and Introduction

• TSC-Associated Neuropsychiatric Disorders and the TANDem project 
• Pr Anna Jansen - Antwerp University Hospital, Antwerp, Belgium

• The journey with TSC, a family perspective 
• Mary Vasseghi  - ePAG - TSC Ireland and Trinity College Dublin 

• Focus on caregiver wellbeing 
• Liezl Schlebush - University of Cape Town, South-Africa 

• Discussion time & Conclusion

2025



Welcome and Introduction

Tuberous Sclerosis Complex (TSC) is a multi-system genetic disorder with 
various TSC-Associated Neuropsychiatric Disorders (TAND) that significantly 

impact the mental health and wellbeing of individuals with TSC and their 
caregivers. 

TAND represents the number one concern to families worldwide, yet is highly 
under-identified and under-treated. In this webinar we will introduce the 

concept of TAND and propose strategies for management. 

Guest speakers 

• Anna Jansen, Antwerp University Hospital, Antwerp, Belgium

• Mary Vasseghi, ePAG - TSC Ireland and Trinity College Dublin

• Liezl Schlebush, University of Cape Town, South-Africa

2025



TSC-Associated Neuropsychiatric 
Disorders and the TANDem project 
Pr Anna Jansen - Antwerp University Hospital, Antwerp, Belgium
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https://tandconsortium.org

TSC-Associated Neuropsychiatric 
Disorders and the TANDem project

Prof. Anna Jansen 

Mary Vasseghi, Liezl Schlebush, Nola Chambers, Tosca Heunis, 

Liesbeth De Waele, Petrus de Vries and the TAND Consortium



Tuberous Sclerosis Complex

Grosskop Monich et al Braz. J. Nephrol. 46 (3) • Jul-Sep 2024



TAND

TSC-associated neuropsychiatric disorders



Survey TSA UK 2010

90% of people with TSC will have some biopsychosocial difficulties in their lifetime

<20% receives appropriate evaluation and/or guidance

‘ASSESSMENT & TREATMENT GAP’

9

de Vries PJ et al. Pediatr Neurol. 2015;52:25-35.



de Vries et al 2015; Leclezio & de Vries 2015

The six levels of TAND



TAND Checklist

• Focusing on key aspects across 10 sections

• It comprises simple “yes” and “no” questions

• Administered by an appropriate clinician with the 
parent or person with TSC

• 10 – 15 minutes to administer

de Vries et al., Pediatric Neurology, 2015
www.tandconsortium.org

http://www.tandconsortium.org/


Uniqueness of TAND profiles

Leclezio  and de Vries 2016





Overwhelming uniqueness

Treatment paralysis



TAND clusters

Leclezio 2017
Leclezio et al Ped Neurol 2018



Uniqueness of TAND profiles

Leclezio  and de Vries 2016



+ a wrap-around psychosocial cluster

Seven natural TAND clusters
Cluster # TAND-L Checklist Items

Autism-like 6 Delayed language, Unusual 
language, Poor eye contact, 
Repetitive behaviour, 
Inflexibility, Peer difficulties

Mood/Anxiety 4 Mood swings, Depressed mood, 
Anxiety, Extreme shyness

Dysregulated 
Behaviour

3 Aggressive outbursts, Temper 
tantrums, Self-injury

Overactive/Impulsive 3 Overactive, Impulsivity, 
Restlessness

Scholastic 4 Reading, Writing, Spelling, 
Mathematics

Neuropsychological 7 Memory, Orientation, Attention, 
Visuo-spatial, Dual-tasking,  
Executive skills 

Eat / Sleep 2 Eating / sleeping difficulties









NEEDS FROM THE TSC COMMUNITY

1. Self-complete, quantified TAND 

Checklist

2. Smartphone app

3. TAND toolkit

Mind the gap!

Multi-stakeholder dialogue for 

priority setting in health research

Pilot: Tuberous Sclerosis Complex

TAND = Research Priority #1!



An international multistakeholder participatory research project

TANDem project

https://tandconsortium.org/



Leuven, 
Belgium, 2019

Stellenbosch, 
South Africa, 
2022

TANDem project plan



TANDem project protocol paper



Development of the self-report quantified TAND Checklist (TAND-SQ)



Publication of the TAND-SQ Checklist



Self-report quantified TAND Checklist (TAND-SQ)



Integration of the TAND-SQ in the app



Data collection using the app



Validation of the TAND-SQ

• Responses on the TAND-SQ can be quantified into Cluster Scores (CS), Cluster Severity Scores 

(CSS), and Total TAND Severity Scores (TTSS).

• Findings provide support for the internal consistency of the CS and CSS, and convergent validity

of the CS, CSS and TTSS both within the TAND-SQ and with data independent of the TAND-SQ in 

two cohorts.

• TAND clusters are valid constructs and thus can guide clinical decision-making and care for 

individuals with TSC. However, the TAND Clusters are NOT a diagnostic tool.

• For patients with high symptom burden, CSS might help families prioritise further evaluations.

• For patients with low symptom burden, endorsing ANY item (e.g. sleep) should still prompt 

further referral/evaluation.



Development of international consensus clinical recommendations



Development of international consensus clinical recommendations



Publication of international consensus clinical recommendations



Development of the TAND toolkit



Development of the TAND toolkit

https://tandtoolkit.org



Evaluation of the TAND Toolkit App



Dissemination



Dissemination



TANDem community outreach, Stellenbosch, South Africa, 2022



TANDem project consensus meeting, Stellenbosch, 2022



Participatory steps from TANDem to TANDem-2

Understanding our journeys with TAND

• What do our journeys with TAND look 
like for families around the world?

• How can we understand family 
caregiver factors on this journey?

• Can we strengthen family caregiver 
wellbeing to support them on their 
journeys?



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 



Well-Beans for Caregivers Programme

• Adapted from the World Health Organization 
Caregiver Skills Training (CST) Programme

• Global emphasis on caregiver skills training

• Little focus on caregiver capacity to care 

• ACT (acceptance and commitment therapy) for 
autism, chronic illness, pain etc., i.e. a 
transdiagnostic intervention

• WHO CST ultra-brief caregiver wellbeing (three 
sessions)

Strengthening caregiver wellbeing



• Training of providers

• Dissemination of existing information

• TAND toolkit

• Languages

• Research capacity-building

• Collaboration with others

‘Umbrella goals’ beyond the three aims of TANDem-2



TAND consortium



Thank you!



The journey with TSC, a family 
perspective 
Mary Vasseghi  - ePAG - TSC Ireland and Trinity College Dublin

2025
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Living, learning 
& 

striving together



The “olog-ists” 

Neurologist

Nephrologist

Radiologist

Dermatologist

Pneumologist

Ophthalmologist

Cardiologist

Psychologist

Dentist

Dietician  

General Practitioner

Endocrinologist

Gynaecologist

Gastroenterologist

Neuropsychologist

• Physiotherapist

Occupational Therapist

Psychiatrist

• Oncologist

• Geneticist

Speech & language Therapist

Nurses

https://clipart-library.com/clipart/8TG6jqKzc.htm



2025

“Dominate the situation, 
don’t let 

the situation
dominate you”





2025



Focus on caregiver wellbeing 
Liezl Schlebush - University of Cape Town, South-Africa

2025



Focus on caregiver wellbeing 
Liezl Schlebush - University of Cape Town, South-Africa
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About the programme

• A three-session wellbeing programme for caregivers

• Successfully facilitated in South Africa

• Now we need to adapte it for TSC community & online delivery via Zoom



Main programme: 
12-sessions focus on training caregiver skills to 
promote child development for children with 
developmental disabilities

*free to families
*free programme materials
*group-based
*global field-testing & feasibility in resource-
limited settings

Optional
3-session caregiver well-being module

World Health Organization Caregiver Skills Training 
Programme (CST)



Why should we worry about caregiver well-being?

Caregiver

Child

Family



ACT
Acceptance & Commitment Therapy (ACT)

https://contextualscience.org



Acceptance & Commitment Therapy (ACT)



3 sessions
2 hours 

2 facilitators
10 parents

Getting 
present

Identify 
your values

Small steps

Ways to 
take care 

of yourself

Thoughts 
and 

feelings

Acceptance



[Cita tion to be c onfirmed - c rea tive c ommons lic enc e]

FACILITATOR

Guide
Well-Beans for Caregivers Programme*

Session 1: What matters most to you?

A three-session well-being programme for c aregivers of c hildren

with developmenta l delays, d isabilities and/ or d isorders. Adapted

from the Caregiver Well-being Module of the World Health

Organization Caregiver Skills Tra ining Programme (CST)

*

1

[Cita tion to be c onfirmed - c rea tive c ommons lic enc e]

CAREGIVER

Workbook 1
Well-Beans for Caregivers Programme*

Session 1: What matters most to you?

A three-session well-being programme for c aregivers of c hildren

with developmenta l delays, d isabilities and/ or d isorders. Adapted

from the Caregiver Well-being Module of the World Health

Organization Caregiver Skills Tra ining Programme (CST)

*























‘Most useful’ for caregivers

“This was the first session and it was lovely meeting everyone. Most useful for me was 
hearing we are not alone in this as parents.”

“To use the exercises to help you get back to the present moment.”

“The closing of it - comparing our stresses and problems (thoughts and feelings) to the 
weather, it changes and shall pass as well.”

“No answer/comment from parents was wrong. Everybody listened, understood and had 
sympathy. Advice and encouragement were given. It was a positive session (all three 
were).”  



Feedback from facilitators

“Very quick and easy to facilitate and prepare for.”

“There were several exercises and group discussions and along with these, the 
reflections from the parents made the content lengthy.”

“Very engaged and willing to share their own experiences.”

“They were very willing to share and take part in the conversations.” 



Technology lessons learned

Positives
• Reach!
• Optimistic findings of feasibility, acceptability, and potential 

positive change

Challenges
• Electricity and connectivity
• Scheduling (parents and practitioners)
• Practical considerations (data, sharing a device, when to share 

materials, video on/off, bandwidth)
• Online group facilitation skills of practitioners



Discussion & Conclusion

https://forms.office.com/e/LtrdW8VXaA

https://ern-ithaca.eu

https://ern-ithaca.eu/webinars/

• Time for questions 

• Satisfaction Survey :

https://forms.office.com/e/LtrdW8VXaA

• Website :
• https://ern-ithaca.eu
• https://ern-ithaca.eu/webinars/

Webinar ITHACA 2025 75

Thank you for your 
participation

https://forms.office.com/e/LtrdW8VXaA
https://ern-ithaca.eu/
https://ern-ithaca.eu/webinars/
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