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AdrenalNET
(BijnierNET)

A nation-wide network 
set up by and for patients with adrenal gland disorders 

and their carers 



For whom?

• For all patients with adrenal disorders in
the Netherlands: adults, children and their parents

• For partners and carers
• For healthcare providers, particularly doctors and nurse 

specialists
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Mission of AdrenalNET

To help patients, healthcare providers and scientists 
to enhance their knowledge of adrenal disorders 
with a view to helping improve the care provided
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Objectives

• To ensure better (early!) diagnosis
• To improve the quality of specialised care for (chronic) 

adrenal disorders (co-management)
• To improve the quality of care in emergency situations 

(prevention of Addison crisis)
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AdrenalNET:
what has already been achieved?

• National consensus on glucocorticoid stress instructions
• National arrangement with after-hours medical posts

(alarm information in the triage software)
• Availability and full reimbursement of hydrocortisone, 

DHEA and Ketoconazole
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National ambulance protocol
Emergency injection first
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European Emergency Card
(see www.adrenals.eu)
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Crisis kit
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Safetybelt holder
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Next step:
Development of an advanced website (www.bijnierNET.nl) that contains 
the latest information about diagnosis and treatment 
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Weekly blogs by experts in the field
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9 animated clips
Also available in English, some in German and Danish, 
soon in Turkish and Arabic; see www.adrenals.eu
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Infographics on adrenal disorders
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Next step: Digital care

In 2016, AdrenalNET will provide the opportunity for patients
to ask our team of expert health care providers questions on 
adrenal diseases
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Next step: Digital care

In 2016 AdrenalNET will launch an new SOS app 
for assistance in preventing Addison crisis, 
preferably together with international partners.
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Next step: Care quality standard

Development of a care 
quality standard for all 
adrenal gland disorders, to 
ensure that patients will 
receive the same quality of 
care, no matter where they 
live in The Netherlands.
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Care quality standard
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Preparation

Involvement all parties 
concerned

Define scope

Fase I

Literature search and  
study guidelines

Bottleneck analysis

Prioritize 

Define specific and 
general modules

Fase II

Development modules

Development patient 
version

Authorisation

Implementation



9 animated clips
(also available in English, some in German and Danish, 
soon in Turkish and Arabic; see www.adrenals.eu)

29-03-16

18

Name Subject Dutch English Danish German Turkish Arabic French Spanish

1 AGS / CAH Kids 4+ 

2 AGS / CAH Kids 4+ Autonomy (EN)

3 AGS / CAH Kids 12+ 

4 Emergency injection General

5 Addison crisis Kids 4+ edition

6 Addison crisis Adult edition

7 Pituitary gland General

8 Growth hormone General

9 Carers General

10 HPA axis * General

11

12

13

14

Availability of animated clips on adrenal diseases

Under development Finished, not yet online Almost finished Only subtitled Online

Status on 15/01/2016* HPA axis = hypothalamus-pituitary-adrenal axis
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Questions?

AdrenalNET
(BijnierNET)

A nation-wide network 
set up by and for patients with adrenal gland disorders 

and their carers 

www.bijnierNET.nl                        info@bijnierNET.nl


