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Learning objectives

• 1) Project management

• 2) Definition of resources

• 3) Resource finding

• 4) Industry relations and ethical aspects



Preamble: Everything is politics....

• “Everything	  is	  politics”	  is	  one	  of	  the	  main	  sentences	  which	  
have	  followed	  me	  since	  my	  Oirst	  AAN	  advocacy	  meeting	  in	  
the	  US.	  	  

• Although	  one	  is	  aware	  of	  this	  in	  daily	  work	  and	  practice,	  
the	  AAN	  Palatucci	  course	  has	  made	  this	  more	  transparent	  
to	  me	  in	  daily	  life.	  	  

• The	  best	  ideas	  with	  the	  most	  valuable	  content	  can	  not	  take	  
off	  if	  	  not	  properly	  fuelled	  with	  manpower	  other	  resources	  
to	  create	  an	  impact.	  



Funding of a project. Name the project :
1  Project management



1  Project management"




Define an End point:
•  Like	  in	  clinical	  studies,	  you	  need	  	  am	  “endpoint”,	  one	  main	  point,	  not	  several.	  The	  result	  ,	  
and	  content	  needs	  to	  be	  easily	  understood	  and	  “sticks”.	  	  	  

•  Secondary	  endpoints	  are	  useful,	  but	  they	  are	  secondary	  	  and	  will	  create	  too	  much	  
distraction	  if	  emphasized	  too	  much.	  
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Will this project have an impact ?

•  Will it be valuable ?

•  Will it be viable ?

•  Can it be sustained after the project is over ?

•  Who will be the beneficiary ?

•  Feedback ?



The same object: different point of view.



Advocacy


Human Ressources


Financial

Indirect

Sponsoring

Patient/relatives,
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2) Definition of resources



Human resources

•  Human resources are the fuel of any advocacy activity.  This resource is also 
the most valuable .

•  Make sure to include  multidisciplinary or multi-professional participants if 
needed. Implement and ask for „patient`s „ and „carer“`s opinions. 

•  Advocacy needs some bureaucratic background for organization, contacts,  
and recording.

•  Mould your human resources into a workable structure.



Financial aspects

•  Despite the fact that advocacy is usually done by volunteer work, you still 
need to draw a budget.  This should include direct and indirect costs, and 
also an estimation costs of the human resources you will need.

•  Funding is differently done in all parts of the world. Ideally funding from an 
„official“, a government, or a NGO site can be obtained. Funding can also be 
via donations,  prizes, and often industry.

•   All funds create interaction between the donor and the recipient. Also a 
dependency might result.

•  Consider “indirect” costs.



3) Finding of resources

•  Hospital

•  Health system

•  Scientific societies

•  Grants/prices

•  Fund raising

•  Patient organisations, caregivers

•  NGOs

•  Industry



Industry

•  Resources provided by industry are invaluable and  often very useful.

•  However this can be  also very ambiguous.



4) Industry relations and ethical aspects"


•  Sponsoring

•  Transparency

•  Conflict of interests



Pharma industry!

16!

endpoint!product!

congress!

product!

science!

unrestricted grant!

patient / carer related!



Consequences of Industry Relationships | Peer Reviewed | Ross et al. 
American Journal of Public Health | January 2012

Industry practice to obscure relevant information





Media, Press

•  Press training - AAN

•  Media Training

•  Press conference

•  Information

•  Radio, television

•  Local news, national news

•  medical press
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