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Introduction of SON



The Thyroid / Thyroid disorders

The thyroid: role in heat production, 
metabolism, energy supply, memory, skeletal 
and cardiac muscle contraction and sleep.

Thyroid disorders  (Schildklieraandoeningen):

• Underactive thyroid gland (Te trage schildklier) 
• Too active thyroid gland (Te snelle schildklier) 
• Graves’ eye disease (Oogziekte van Graves)
• Goiter and lumps (Struma en knobbels)
• Thyroid inflammation (Schildklierontsteking)
• Thyroid cancer (Schildklierkanker)

Essential





Who are we?

• The national patient organization
9500 donateurs

• Target group: all thyroid patients 
and their relatives
In NL: more than 700.000 thyroid patients

• Volunteers
ca. 120



Who are we? - Mission

SON is:

• a partnership supported by patients and stakeholders

• that strives for recognition and visibility of thyroid disorders

SON wants:

• from treating symptoms to solutions

• encouracing patients, stakeholders and insititutions to take action 
themselves



What we are doing

Education
• Website: www.schildklier.nl

1,3 million visitors, > 8 milj. pageviews

• Webinars, podcasts

• Magazine, brochures, infographics

• Youtube, Facebook and Instagram

• Newsletter (13.000 readers)

http://www.schildklier.nl/


What we are doing

Contact with fellows

• Meetings

• Facebook group (ca. 17.000 members)

• Schildkliertelefoon (1240 calls per year)



Advocacy

SON is a discussion partner for the government, 
healthcare providers, health insurers and other 
social organizations.

What we are doing



Research

• Initiate research – based upon needs of our target group

• Support research 

• Contribute to patient recruitment

What we are doing



www.schildklier.nl



About today:

[Who]

Activity 1 get to know each other's

Activity 2 identify personal values before/after

==Break==

Activity 3 co-creation phase

Sum-up theoretical framework and next steps

10 min

15 min

20 min

=5 min=

20 min

15 min 



Activity 1

• 1 min time per person (use the timers!)

• Share your name, your profession and 
what brought you to the workshop

• Be open and non-judgmental

• What comes out in the workshop, 
remains in the workshop!



Activity 2

• 1 volunteer from SON per table 

• Share personal story with thyroid

• Before/after: write on post-its of 
different colours the activities that each 
person does, and how they have been 
affected from the diagnosis

• Place the post-its on the canvas on the 
table

• Identify which values from the list are 
connected to the previous activities

• Discuss it in the group





Activity 3

• Identify 1 value and couple of actions to 
use as a basis for this exercise

• Get your hands dirty! 
Use the materials on the tables to imagine a 
technology that can support the person in 
dealing with the activities connected to the 
value you selected.

You can draw, glue, make small models to 
transform your idea in something visual.

Pick one person per group to share the 
result in the bigger group!



Francesca, 
designer

Esther, volunteer 
from SON

Matthijs, 
designer

Femke, 
geronthologist

Hilde, 

After receiving her diagnosis of 
hypo-thyroidism, Francesca 
finds it hard to adapt to new 

environments: she’s often cold, 
and crowded environments make 
her feel very tired. Also, she does 

not like to explain every time 
this to her new colleague, so she 
rather avoids going into new 

places with strangers.



Citizen science and participatory design

• Participatory design and co-design as tools to empower 
underrepresented voices in design processes

• Roles in the design process: power dynamics, politics and 
positionality

• Top-down vs bottom-up innovation

• Living Labs and other forms of participation

• Stakeholder mapping, problem definition, needs and wishes



Theoretical framework

People value canvas 
(Wildewuur et al.)
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Activity 3



Call for PhD

https://utwentecareers.nl/en/vacancies/1487/phd-position-on-design-methodologies-for-co-creation-of-
technologies-improving-the-quality-of-life-of-people-with-chronical-illness/



Before
saying
goodbye…



Thank you for joining 
the workshop 
and…let’s keep in touch!

Francesca Toso

f.toso@utwente.nl

Esther Bloem

e.bloem@schildklier.nl

mailto:f.toso@utwente.nl
mailto:f.toso@utwente.nl
mailto:e.bloer@schildklier.nl
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