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Challenges & opportunities in: data dissemination
From hard copy reports…



Challenges & opportunities in: data dissemination
…to online dashboards and maps for broader dissemination, to 
enable access and utilization by more diverse stakeholders



Challenges & opportunities in: data dissemination
Challenges:
• Timely availability of  denominator data

• Small areas (census tracts)
• Detailed population groups (e.g., Asian American ethnicities)

• Balance between granularity and small numbers (suppression)
• Compatibility with OMB standards (race/ethnicity)

Age-adjusted breast cancer incidence rates by race/ethnicity, SEER, 2000-2021 



Challenges & opportunities in: data access

Challenges in data release & data access
• Increasingly difficult
• Varies by state (depending on state policies)
• Limits data use  research discoveries
• Are we better protecting human subjects?



Challenges & opportunities in: data availability & 
quality

• High % missing, for ex:
• Birthplace
• Hispanic origin

• Lack of  relevant data
• Recurrence & disease progression
• Health behaviors
• Relevant patient sociodemographic data, e.g., SOGI 

• Data quality & completeness can vary across registries



Challenges & opportunities in: linkages

Challenges:
• Linkages help to overcome issues with data gaps
• Administratively difficult given need to share patient identifying 

information (PII) 

Opportunities:
• Leverage privacy protecting record linkage (PPRL) methods
• Institutional privacy offices?
• Patient advocates?
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