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!  Disclosures:	none	
!  Disclaimer:	This	mee=ng	is	ini=ated,	organized	and	
funded	by	Shire.	The	content	of	these	slides	does	not	
necessarily	reflect	the	opinion	of	Shire.	



Pa&ent		

!  28-year-old	man	with	panhypopituitarism	due	to	
germinoma	in	the	sellar	region.	Cured	by	surgery	and	
radia=on	therapy	at	the	age	of	14	years	

!  Complaints	of	sore	throat,	developed	within	one	day.	
Treatment	by	GP	with	an=bio=cs.	

!  Next	day	very	ill,	temperature	41	0C.	Pa=ent	does	not	
increase	dose	of	cor=sone	acetate.	Mother	calls	GP	



Pa&ent		

!  GP	arrives	aWer	30	minutes,	cannot	enter	the	house	

!  Two	hours	later	the	pa=ent	is	found	dead	on	his	bed	
!  Post-mortem	inves=ga=on:	pharyngi=s,	pneumonia,	
posi=ve	blood	cultures	

!  Conclusion:	Pa=ent	died	in	Addison	crisis,	
precipitated	by	bacterial	respiratory	tract	infec=on	



Author	 Emergency		
card	

Emergency		
medica&on	

Training	in		
self-injec&on	

Self-injec&on	in	
case	of	AC	

White	2010	 n.m.	 68%	 n.m.	 29%	

Hahner	2010	

Hahner	2014	

94%	

100%	

30%	

62%	

n.m.	

22%	

n.m.	

n.m.	

Reisch	
2012	

90%	 22%	 n.m.	 n.m.	

Only	few	pa&ents	with	adrenal	insufficiency	are		
able	to	self-inject	(recent	data	from		UK	and	Germany)		



Analysis	of	37	adrenal	crises	(59%	outpa&ents)	in	German	
pa&ents	(8	males,	29	females;	23	PAI,	14	SAI)	

Hahner,	Clin	Endo	2015,	82:	497	
In	22%	emergency	card	was	ignored!	



Educa&onal	group	sessions	for	pa&ents	with	adrenal	insufficiency 



Repping-Wuts,	EJE	2013;	169:	17	

Self-management	tools:	par&cipants	at	baseline	and	at	follow-up	(n=183).		
Results	are	percentages	(n)	of	yes	answers	



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



Mission of AdrenalNET

	To	help	pa=ents,	healthcare	providers	and	
scien=sts	to	enhance	their	knowledge	of	
adrenal	disorders	with	a	view	to	helping	
improve	the	care	provided	



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)



Organization	

•  Non-profit	founda=on,	founded	in	december	2014		

•  Board:	representa=ves	of	the	Dutch	Adrenal	Society,	the	
Dutch	Adrenal	Fund,	the	8	University	Medical	Centers,	the	
major	teaching	hospitals	and	the	Na=onal	Working	Group	
of	Endocrine	Nurses	

•  Various	sponsors,	mainly	funds	affiliated	with	the	
insurance	companies		

•  Coordinator	(Johan	Beun;	0.2	We);	internist-endocrino-
logist	(Lisanne	vd	Plas-Smans;	0.6	We);	communica=on	
officer	(Jacqueline	Neijenhuis;	0.2	We)	



AdrenalNET:�
what has already been achieved?	

!  Na=onal	consensus	on	glucocor=coid	stress	instruc=ons	
!  Na=onal	ambulance	protocol		
!  Na=onal	arrangement	with	aWer-hours	medical	posts	

(alarm	informa=on	in	the	triage	soWware)	
!  EU	emergency	card	(adopted	by	European	Society	of	

Endocrinology)	
!  Crisis	kit	for	pa=ents	with	adrenocor=cal	insufficiency	
!  Availability	and	full	reimbursement	of	hydrocor=sone,	

DHEA	and	ketoconazol	



National ambulance protocol	
EMERGENCY INJECTION FIRST 



European Emergency Card�
(see www.adrenals.eu)	



Crisis kit	



Next step: Care quality standard

Development	of	a	care	
quality	standard	for	all	
adrenal	gland	disorders,	to	
ensure	that	pa=ents	will	
receive	the	same	quality	of	
care,	no	maier	where	they	
live	in	The	Netherlands.	



																																																	Next	step:	
Development	of	an	advanced	website	(www.bijnierNET.nl)	that	
contains	the	latest	informa&on	about	diagnosis	and	treatment		



Weekly	blogs	by	experts	in	the	field	



8 animated clips	
 (also available in English, partly in German and Danish, soon in 

Turkish and Arabic; see www.adrenals.eu)



Infographics	on	adrenal	disorders	



Next step: Digital care

	Early	2016,	AdrenalNET	will	provide	the	
opportunity	for	pa=ents	to	ask	our	team	of	
expert	health	care	providers	ques=ons	on	
adrenal	diseases	



Next step: Digital care

Early	2016	AdrenalNET	will	launch	an	SOS	app		

for	assistance	in	preven=ng	Addison	crisis	




