
 
 

19th Annual Meeting of the International Alliance of ALS / MND Associations,  

Sydney, 27 -28 November 2011 

 

 

Focussing on ALS / MND within an 

NMD Association 
 
 

 

 

Deutsche Gesellschaft für Muskelkranke DGM e.V. 

Antje Faatz, social counselling and palliative care 



 ALS / MND in Germany 

 

Epidemiological Data  

• Population: 80 million people 

• 100 000 NMD patients (estimated)  

• 8250 ALS/MND patients (prevalence 10.32 / 100 000) 

• 2250 ALS/MND patients diagnosed p.a.   

        (incidence 2.77 / 100 000) 

 

 



 Neuromuscular Centers and 

German ALS / MND Network 

• 27 Neuromuscular Centers initiated and founded by the DGM  

• Multidisciplinary approach, diagnosis, clinical treatment and 

observation of progress, outpatient departments 

• German ALS / MND Network (9 ALS Centers) 

• Work together on biomedical research, clinical studies and 

research on care management 

• Build up ALS patient registers 

• Closely connected to DGM, Prof. Reinhard Dengler (MHH 

Hannover) DGM´s vice president 

 



DGM... members and volunteers 

• 7750 members (all types of neuromuscular diseases)  

• 1070 ALS / MND members (460 ALS-patients, 230 

relatives, 380 surviving dependants) 

• 300 volunteers (peer counselling, regional groups 

and meetings, fundraising and public awareness) 

• 35 volunteers focussing on ALS (27 of them offering 

ALS groups and meetings) 



Staying strong together ... 

with a new view to different needs 

Continue regional structures for all NMDs 

Add diagnosis related chapters  

• concentrate forces and avoid separation  

• focus on special needs 

• act on activities, find new volunteers 

• open up new ressources for fundraising: restricted 
(diagnosis related) donations 

• open up new possibilities for awareness campaigns 

 

 



         Joint research project:  

       Servcare_ALS 

BMBF, April 2009 – September 2011 

How can IT improve coordination of complex individual related 

services in Germany´s fragmented health system?  

How to form cooperative service systems using the example of care 

management for people with rare diseases („model disease“ 

ALS/MND).  

Research partners: Fraunhofer Institute IAO for Economy of Work and 

Organisation (project leader), Institute for Informatics / University of Leipzig, 

Institute for Social Economics / University of Augsburg 

    Field partners: ALS Clinic / Charité Berlin, DGM  

  



          DGM´s tasks in the joint project 

• contribute the patients´ view  

• structure the course of the disease in modules: 

mobility, communication, nutrition, breathing 

• identify critical incidents during the course of the 

disease 

• place partners for interviews and case studies 

(patients, volunteers, professionals, experts) 

• develop a typology of ALS-patients regarding different 

needs in counselling  

• practical review of results developed by research 

partners 



          DGM´s particular subproject 

Develop an integrated web based 

counselling concept for ALS / MND 

• Offer practical tools: new flyer „baseline of 

services“, patient´s care portfolio, ... 

• Provide education 

• Create a new website: www.als-selbsthilfe.de 



 

Provide education         

           
• Educate ALS-volunteers on palliative care and develop 

a concept of cooperation between ALS-volunteers and 

local hospice movement / palliative care services.  

• Educate volunteer counsellors on free communication 

software 

• Improve cooperation between health care 

professionals in a Neuromuscular Center by educating 

ALS patients and carers together 



 

          Create a new website www.als-selbsthilfe.de 
     

• information given in modules, dressed to 4 target groups:                

ALS patients, family & friends, children & teens, professionals 

• identify and connect relevant web ressources  

• options, guidance, support for informed decision making 

• connect information to counselling (online, via telephone) 

• improve selfmanagement by tipps and tools, „DGM think tank“ 

• platform for networking, sharing experience, getting involved,  

links to regional ALS-groups, events 

• character and design, symbol „cornflower“ 

• model for future DGM satellite websites (other NMDs) 



 

 

 

www.ALS-Selbsthilfe.de 



 

 

 

www.ALS-Selbsthilfe.de 

access to ALS selfhelp 



www.ALS-Selbsthilfe.de 

access for ALS patients 



www.ALS-Selbsthilfe.de 

access for family & friends 



www.ALS-Selbsthilfe.de 

access for health care professionals 



www.ALS-Selbsthilfe.de 

access for children & teens 

Will be realized in a separate project 

during 2012 

Needs special concept and expertise for 

an appropriate approach (language, 

layout, psychology, interactive parts, ...) 



 

                                                    Open innovation: DGM think tank 
 

internetforum, community 

connected to www.als-

selbsthilfe.de 

use patients´ innovative 

potential 

patients create and share 

solutions to defined 

problems 

discussed with patients 

test version, will be 

evaluated 2012 

 

Developed by Research Center for IS 

Design, Institute for IT economics, 

University of Kassel 



                    

DGM- Servcare-Team 
  

(1position for 2.5 years,  

       split up in 3 persons)       

 

 

Thank you, 
Christina and 

Annette! 



Thank you for listening  

and... 

...take heart towards the future!  


