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Data	Sharing	UH3	
• Have	your	research	partners	expressed	concerns	about	
how	the	data	will	be	shared	(enclave,	repository,	etc.)?	

• How	will	individual	health	systems	be	iden<fied	in	
shared	data	sets?		

• Are	there	legal/regulatory	obstacles	to	sharing	your	
data	sets?	

• How/Where	will	you	will	be	sharing	your	results?	
• Can	the	analysis	be	replicated	using	the	shared	data	
sets?	



Have	your	research	partners	expressed	concerns	about	
how	the	data	will	be	shared	(enclave,	repository,	etc.)?	

• YES,	everyone’s	concerned	
• All	realize	data	sharing	is	happening	
• Difficult	to	know	what	to	be	concerned	about	
without	details	

• Cas<ng	of	system/clinic	nega<vely	concerning	
• One	suggested	approach:	have	rep	from	each	
site	review	pubs	for	misrepresenta<ons/errors	



Have	your	research	partners	expressed	concerns	about	
how	the	data	will	be	shared	(enclave,	repository,	etc.)?	

• One	major	concernà	PHI	
• We	should	not	be	geQng	it	at	DCC	
• Shouldn’t	=		Won’t	



How	will	individual	health	systems	be	identi<ied	in	
shared	data	sets?	

• Individual	health	systems	not	explicitly	
iden<fied	

• Easy	to	iden<fy	2	systems	based	on	size	and	
demographics	



Are	there	legal/regulatory	obstacles	to	sharing	your	
data	sets?	

• Exis<ng	DUAs	would	likely	need	to	be	
amended	with	details	of	proposed	data	
sharing	

• Not	clear	at	sites	who	is	in	charge	of	these	
policies	



How/Where	will	you	will	be	sharing	your	results?	



How/Where	will	you	will	be	sharing	your	results?	

• Peer-reviewed	publica:ons	
• De-iden:fied	data	via	web-based	request	form	
hosted	on	study-specific	web	page	

• Since	we	will	not	obtain	pt	consent,	will	
aggregate	shared	data,	genera:ng	random	
provider	codes	to	prevent	re-iden:fica:on.	

• We	will	share	all	coding,	pa:ent	iden:fica:on	
algorithms,	and	RVU	coding	scripts	



How/Where	will	you	will	be	sharing	your	results?	
• In	yrs	2	through	4,	only	inves:gators	affiliated	
with	the	project	will	have	data	access	

• We	will	make	available	de-iden:fied	data	to	
other	par:es	beginning	in	Year	5	with	a	signed	
DUA	



How/Where	will	you	will	be	sharing	your	results?	

• “We	will	solicit	guidance	from	NIH	Health	
Care	Systems	Research	Collaboratory	
regarding	the	level	of	aggrega:on	of	the	
de-iden:fied	data	made	available	to	third	
par:es.”	

• “Will	also	share	data	according	to	HCS	
Collaboratory	policies.”	



Can	the	analysis	be	replicated	using	the	shared	data	
sets?	

• Since	the	shared	data	will	be	aggregated,	
it	will	not	be	possible	for	3rd	par:es	to	
replicate	all	the	analyses	done	by	the	
DCC.	



Timeline- On Track 

1/13 1/14 1/15 1/16 1/17 

We are 
here 
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