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COI	

• No	COI	in	relaGon	to	the	topic	of	this	lecture.	



•  Learning	Objec/ve:	
•  To	familiarize	with	advocacy,	describe	several	models	of	

advocacy,		

•  Key	message:	

• Advocate	for	neurology	!	



Advocacy	

….is	 (1)	 about	 something,	 that	 is,	 in	 the	 most	 general	
sense,	 the	 well-being	 of	 the	 paGent,	 (2)	 done	 by	 an	
advocate,	and	(3)	on	behalf	the	paGent.		
	
Advocacy	 acGviGes	 must	 build	 on	 the	 uniqueness,	 or	
individuality	of	the	paGent.	
	

Taking	an	Epistemological	Perspec/ve	on	Advocacy	
Thomas	Grisold	and	Oliver	Lukitsch	



Advocacy	

„Knowledge	and	science	is	not	enough“	



Defining	terms	
• What	is	advocacy	?	

•  „The	advocate“	
• Advocate	and	advocatee	
•  Self	advocacy	
• AdvocaGng	for	others	

•  Levels:	Micro-Meso-Macro		





Example:	On	the	Hill	



Aims	and	goals	
•  PaGents	
•  Target-		and	goal	
•  „Things“	-	circumstances	

•  Causes	
•  Procedures	
•  Therapies	
•  Laws/JurisdicGon	



Culture	

•  Culture	
•  Culture	in	organisaGons	
•  „PoliGcal	thinking“	
•  Teamwork	and	synergy	



Several	chapters	are	quoted	in	this	slide	series.	
The	book	is	available	in	parts	in	„google	books“		

as	a	„preread“.	



Organisa/ons	

•  SOS	Children’s	Villages	
•  ECCO	Cancer	„specific	care“	
• Neurological	subspecialiGes	



SOS	

SOS	Children’s	Villages		
	
	

Re-discovering	Advocacy	to	increase		
relevance	and	impact.	A	high	level	case	study	

SOS	Children’s	Village	had	engaged	in	advocacy	in	the	very	early	days	(1950s)	but	began	to	focus	on	
	service	provision	and	largely	disconnecGng	it	from	the	professional	discourse.		
By	the	late	1990s	the	organisaGon	expanded	into	over	100	countries.	Despite	doing	excellent	
work	as	service	provider,	the	organizaGon	felt	the	threat	of	being	of	liYle	relevance,	losing		
support	and	recogniGon.	
	
The	organizaGon	had	to	re-discover	how	to	engage	in	advocacy	as	integral	part	of	its	mission.	Missing		
elements	in	the	UN	ConvenGon	on	the	rights	of	the	Child	offered	the	chance	to	convince	internal	and		
external	public	of	the	need	of	SOS	Children’s	Villages	to	engage	in	advocacy.	



SOS	Children’s	Villages	InternaGonal,	The	programme	por8olio	of	SOS	Children’s	Villages,		
	2016	(from:	SOS	Children’s	Villages)	

Advocacy		



Strategy	2030	of	SOS	Children’s	Villages,	reference	made	to	Sustainable	Development		
		Goals	(from:	SOS	Children’s	Villages	InternaGonal)	

Strategic	goals	



ECCO	

Françoise	Van	Hemelryck		

Pa/ent	involvement	in	European	cancer	socie/es	–	the	example	of	ECCO	-	the	
European	CanCer	Organisa/on	(hQps://www.ecco-org.eu)	



ECCO	
	

Pa/ent	Advocacy	Groups	in	Oncology	

RepresentaGves	of	the	following	paGent	advocacy	organizaGons	are	members	of	the	ECCO	
PaGent	Advisory	CommiYee	(2016-2018).	

	

Examples:	

	

InternaGonal	Brain	Tumour	Alliance	(IBTA)	(www.theibta.org)	

Myeloma	PaGents	Europe	(MPE)	(www.mpeurope.org)	

Leukemia	PaGent	Advocates	FoundaGon	(www.cmladvocates.net)	

EuropaColon	and	Global	Colon	Cancer	Alliance	(www.europacolon.com)	

European	Men’s	Health	Forum	(EMHF)	(www.emhf.org)	
	

	

	

	



ECCO	2015	

• Good	communicaGon	is	a	central	component	of	clinical	care	.		

• GeneGc	tesGng	may	reveal	inherited	mutaGons,	and	is	giving	rise	to	new	ethical	consideraGons.	

• PaGents	should	demand	reliable	biobanking.		

• Biosimilar	medicines	can	increase	access	to	effecGve	biologics.	

• Children	have	rehabilitaGon	needs	specific	to	their	age	aoer	cancer	treatment.		

• There	is	a	need	for	official	European	protocols	for	best	pracGce	by	employers	.		

• MulGdisciplinary	teams	are	the	cornerstone	of	good	care.	One	of	the	main	challenges	now	is	how	to	
include	paGents	and	GPs	in	mulGdisciplinary	teams.		

• Clinical	trials	are	a	significant	burden	to	paGents.	PaGents	in	clinical	trials	may	have	a	wholly	negaGve	
experience.	The	process	could	be	improved	and	paGents’	input	from	the	early	stages	of	trial	concepGon,	
including	in	IRB	discussions	and	grant	panels,	will	help.	UlGmately,	randomised	trials	protect	paGents	
against	beliefs	that	have	taken	hold	in	the	medical	community.	



Neurologic	and	other	
speciali/es	

•  Stroke	
•  European	MS	plaqorm	
•  ALS	
•  Neuromuscular	
•  Movement	
•  Brain	tumors	
•  DemenGa	
•  Orphan	diseases	iin	neurology	
•  PalliaGve		Care	
•  Epilepsy	
•  Headache	
•  Neuropathic	Pain	



Example:	MS		

Sylvia	Lawry	(nee:	Friedman;	born	 in	Brooklyn,	New	York,	June	28,	1915)	was	a	
social	 campaigner	 on	 behalf	 of	 people	 with	 mulOple	 sclerosis.	 She	 founded	
the	NaOonal	MulOple	 Sclerosis	 Society	 (United	 States)	 in	1947	and	 co-founded	
the	MulOple	Sclerosis	InternaOonal	FederaOon	in	the	same	year.	

Two	decades		of	pa/ent	advocacy	in	Mul/ple	Sclerosis		the	success	story	of	the	“European	MS	Pla]orm”	



Two	decades		of	pa/ent	advocacy	in	Mul/ple	Sclerosis		the	success	story	of	the	“European	MS	Pla]orm”	

Pa/ent	Advocacy	for	MS	



Comparison	of	different	
advocacy	projects		

•  The	contents	and	targets	need	to	be	„tailored“.	The	procedure	
is	similar	and	ranges	from	project	development,	towards	
implementaGon,	project	management,	finalizaGon,	debriefing	
and		results.	



Teaching	advocacy	

•  Teaching	advocacy	is	important		and	is	essenGal	for	the	work	of	
neurologist.	

•  The	American	Academy	of	Neurology,	has	established		a	
Palatucci	course	concept,	which	teaches	the	essenGals	of	
advocacy.	

•  The	WFN	holds	regular	Advocacy	Palatucci	courses	at	the	WFN		
World	congresses	



Teaching	Advocacy	

• Project	management	
• Advocacy	goals	
• OrganizaGon		and	Team	work	
• MoGvaGon	
• Avoid	procrasGnaGon	
• Goals	and	milestones	
• SMART	
• Sound	bite	
• Elevator	message	



Advocacy	planning	

• Project	definiGon	
• Project	management	

• Project	team	

• CommunicaGon	

• Project	ending	
• Project	team	debriefing	

• Results	

• Project	management	

• Project	duraGon	



Take	away	

•Knowledge	and	science	is	not	enough.	
	

•Everything		is	poliGcs.	
	

•Being	a	trained	advocate	any	neurologist	can	achieve	more	for		paGents.	



Closing	remarks	

• Advocacy	is	not	a	remote	acGvity,	but	part	of	the	daily		work	of	
a	neurologists.	

• Advocacy	can	be	useful	at	several	levels.	
• Advocacy	is	pracGced	in	many	organizaGons,	and	also	

neurological	subspecialGes	have	interesGng	advocacy	models.	

• Advocacy	can	be	trained	and	taught.	
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