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▪ Ulla had her stroke in May 2020

▪ Ischemic stroke that turned into a hemorrhagic stroke under 
thrombolysis

▪ Fragmented German healthcare system → transfer to a 
specialist clinic 

▪ Stroke consequences: Walking disability, hemiplegia of the 
arm, severely impaired speech right after the stroke

▪ Focus on walking in inital rehabilitation

▪ Inadequate inpatient and outpatient logotherapy

▪ Her second rehabilitation helped her a lot more in terms of 
speech
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A stroke survivors voice
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Short portrait of the German Stroke Foundation
What we do – who we are

Improvement of stroke 

prevention and care

Examples

• Stroke support 

groups

• Service hotline

• Inforation events

• German stroke day

Examples

• Stroke Units

• Stroke helpers

• Stroke navigators

• Juvenile stroke

Help and 

information

(communication, 

self help)

Structural 

changes 

(innovation, 

projects, think 

tank)

Selfconception as patient voice

• Independent non profit organisation

• 40 employees

• 5 Mio. € annual budget



Founder Liz Mohn
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Advise, help, motivate 

380 german support groups with 

more than 18,000 participants

Service hotline at the German Stroke 

Foundation to answer all questions 

and uncertanties concerning strokes

More than 600 voluntary stroke 

helpers

Health care supply stores: Improve 

the advice for the provision of aids
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▪ Total population: 83 million

▪ More than 300,000 strokes per year

▪ More than 50,000 death per year

▪ 1,9 million people living with stroke

▪ 340 certified stroke units

▪ 2,800 beds in stroke units

▪ 77% of patients are treated in a certified 
Stroke Unit

▪ Total cost: 17,6 billion €
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Germany – an overview
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The German Health Care System

Life after strokeRehabilitationAcute care

Physicians/ 

specialists

Physical

therapy

Logotherapy

Occupational

therapy

Nursing care/ 

home

Home 

adaptations

Stroke acute care and rehabilitation is 
well organised in Germany
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Patient involvement
Challenges along the care way

Challenges in Life after stroke 

in Germany

• Complex care system with many 

health care providers

• Unmet information needs

• Individual care needs

• Patients have to be advocates for 

their health

• Patients have to navigate through the 

health care system by themselves

• Different health care sectors which 

do not communicate with each 

other
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The stroke Case Manager intervention
Support across the continuum of care

• 12 months of support throughout the whole patient 
journey provided by a professional case manager 
(nursing/ therapeutic background)

• Improvement of quality of care for stroke survivors

• Increase quality of life (patient related outcomes)

• Care and medication plans supervised by medics

• Individual targets for secondary prevention, motivation 
to change lifestyle

• Regular telephone contacts

• Support of caregivers and family members
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The stroke Case Manager intervention
Support across the continuum of care

• 12 months of support throughout the whole patient 
journey provided by a professional case manager 
(nursing/ therapeutic background)

• Improvement of quality of care for stroke survivors

• Increase quality of life (patient related outcomes)

• Care and medication plans supervised by medics

• Individual targets for secondary prevention, motivation 
to change lifestyle

• Regular telephone contacts

• Support of caregivers and family members

Reintegration into worklife and participation into the 

community. Support of social life, improving self-

management

Stroke navigator as an advocate for the patient
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Results of STROKE OWL
Innovation funds project of stroke navigators 10/2017-09/2021

▪ The stroke navigator intervention is running

▪ Regional networks in East Westphalia Lippe (OWL) are established

▪ Expansion to other regions and indications is in progress

▪ Secondary prophylaxis seemed to work better with stroke navigators

▪ Patient perspective confirms benefit of intervention

Cave: In the study, the stroke navigators have not yet achieved a significant positive health effect in 

terms of hard medical outcomes (i.e. mortality, rehospitalisation). 

Reason: The one year follow-up was too short to see significant changes that quickly
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Stroke navigators in 8 german federal states
Summer 2023

Stroke navigators established as in the STROKE OWL project

• Bielefeld

• Gütersloh

• Herford

• Höxter

• Lippe

• Paderborn

Cooperating stroke navigator projects 

• Leipzig (PostStrokeManager)

• Dresden (SOS-Care)

Stroke navigators for children 

• Bielefeld (West)

• Bremen (Nord)

• Ansbach 

• Düsseldorf 

• Erlangen

• Hanau

• Recklinghausen/Marl

• Püttlingen

• Sulzbach

• Wiesbaden

• Steinfurt

• Schwabach 

• Schleswig

• Chemnitz 

• Hohenstücken (Ost)

• Vogtareuth (Süd)
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Project LEX LOTSEN OWL
The general framework

18.03.2024

▪ Project period: 01/01/2024 – 31/12/2026

▪ Funding: 7 million €

▪ Project in the German innovation fonds

▪ Implementation of patient navigators (stroke and cardiologic 

diseases) in a randomised controlled trial

▪ Proof efficacy of patient navigators (PROMs)

▪ Combine different programs for different indications

▪ Establish a governance structure to integrate navigators 

in the health care system
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Our goal

Everybody in need 

gets support by a 

stroke navigator.



Thank you!

Contact details:

Web:  schlaganfall-hilfe.de

Facebook: facebook.com/schlaganfallhilfe

Twitter:  twitter.com/schlaganfall_dt
Instagram: instagram.com/schlaganfallhilfe

Dr. Michael Brinkmeier

Chairman German Stroke Foundation

michael.brinkmeier@schlaganfall-hilfe.de

+49 5241 9770-61

18.03.2024


	Slide 1: Perspectives from support organisations –  German Stroke Foundation
	Slide 2: Disclosure Statement
	Slide 3: A stroke survivors voice
	Slide 4
	Slide 5: Advise, help, motivate 
	Slide 6: Germany – an overview
	Slide 7: The German Health Care System
	Slide 8: Patient involvement
	Slide 9: The stroke Case Manager intervention
	Slide 10: The stroke Case Manager intervention
	Slide 11: Results of STROKE OWL
	Slide 12: Stroke navigators in 8 german federal states
	Slide 13: Project LEX LOTSEN OWL
	Slide 14
	Slide 15

