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• (1) individuals with complex care needs 

across the life course, showing capacity to 

evolve the network's scope over time to 

include age groups from children to older 

adults; and 

• (2) multi-sector integration of upstream 

prevention strategies and care delivery 

models

PIHCIN Strategic Scope



The Result? 
Representative  timeline  of  a  patient’s  ex p eriences 

in the U.S. health care system wŜǇǊŜǎŜƴǘŀǘƛǾŜ ǘƛƳŜƭƛƴŜ ƻŦ ŀ ǇŀǘƛŜƴǘΩǎ ŜȄǇŜǊƛŜƴŎŜ ƛƴ ǘƘŜ ƘŜŀƭǘƘ ŎŀǊŜ ǎȅǎǘŜƳ

Source: Best care at lower cost: the path to continuously learning health care in America. Institute of Medicine, 2012
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The Pan-Canadian SPOR PIHCIN 
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Methods

• Survey about patient 

engagement to 

networks

• Dialogue on how 

networks are 

engaging patients 



Results: Patient engagement in network 

activities and governance
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• Working with: SPOR 

SUPPORT Unit, patient 

organizations

• Patients involved in 

research projects, 

governance of network

• Quantity versus quality



Benefits and Challenges
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-sustained and ongoing 

engagement

-responsibility and 

accountability for engagement

-self-selected vs. working with

marginalized groups



Lessons learned
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• Acknowledgement of: power and hierarchies within 

health care system and research

• Communication

• Tokenism

• Realistic roles

• Volunteer roles


