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Community-Engaged Approach

Peay H., Hollin I. , Fischer R. et al 2014

Research co-led by advocacy and researchers

Objective and aims defined based on stated 
needs of disease community

Multiple impacted parties involved in each step

Method & attribute selection based on feasibility, 
meaningfulness, understandability, and relevance 

Dissemination driven by community needs
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Example 1. 

Sanfilippo syndrome
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Neurol Ther (2021) 10:197–212 

https://doi.org/10.1007/s40120-020-00226-z
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Neurol Ther (2021) 10:197–212 

https://doi.org/10.1007/s40120-
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Example 2. 

GM1-gangliosidosis



American Journal of Medical Genetics 

Part A, 191A:408–423. 

https://doi. org/10.1002/ajmg.a.63038
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Engagement learnings: Barriers and facilitators

Development:

• Time and resources

• Complexity

• Concept match

• Shared philosophy

• Priorities clearly defined

• Processes clearly defined

Interpretation: 

• Diverse motivations

• Complexity

• Inclusion

Dissemination: 

• Priority audiences

• Preferred approaches

• Timelines

• Community empowerment
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