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Webinar	Overview
• What	is	CPQCC	CCS	HRIF?
• Security	upgrades,	improvements	for	users
• HRIF	usage	overview,	HRIF	reports	review
• HRIF	referral	and	follow	up	– barriers,	challenges,	successes
• Service	utilization	and	unmet	needs	identified	at	HRIF	visits:	”small	babies”,	”big	
babies”

• CHD	requiring	neonatal	intervention	– update,	opportunities
• Coming	to	HRIF	–

• Primary	data	files	for	sites,	expanded	special	report	data	– release	in	1-2	weeks
• HRIF	Clinic	Capacity	Survey	– release	today
• HRIF	Dashboard	– General	concept,	call	for	feedback
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California	population-based	perinatal	epidemiology	and	
quality	improvement	collaboratives

CPQCC
• 130+	hospitals	capturing	>95%	of	all	VLBW	infants.
• Perinatal	and	neonatal	data	and	short-term	

outcomes	à performance	improvement	and	
benchmarking

• Statewide	QI	collaboratives,	QI	research
CPQCC	CCS	HRIF
• A	web-based	infrastructure	for	consistent	HRIF	care,	

real-time	case	management.
• Support	site-specific	performance	improvement,	

state-based	assessment,	and	PI	and	QI	efforts.
• Better	understand	the	NICU-to-early	childhood	

trajectory	for	high	risk	infants	and	families.
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Continuum	of	care	structure	– unique	to	California!
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Who	do	we	serve?	– HRIF	Eligibility	and	Visits
• ALL infants	<1500	grams	BW	or	
<32	weeks	EGA.

• Infants	>1500	grams	BW	with	
range	of	neurologic,	
cardiovascular	risk	factors.

• Provides	for	series	of	visits	
through	3	years	

• Information	about	functional	and	
neurodevelopmental,	but	also	use	
and	need	for	services,	
hospitalizations,	household/family	
challenges.
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Who	do	we	serve?	– HRIF	providers,	data	users	

• 69	HRIF	clinics	with	
registration	entry	privileges.

• 636	total	Duo	HRIF	users.
• Some	data	users,	some	referral-
enabled	users,	some	NICU	users	
– or	combinations.

For	the	future	- - will	survey	to	determine	
additional	(satellite)	HRIF	clinics,	site	
details	on	“hover	and	discover”	or	“click	
and	learn”	interactive	map	components.

• HRIF	clinic	program	
name/	association

• Address	 INCLUDING	
County

• Contact	number	 (and	
ideally	contact	name)
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• Security	upgrades	and	critical	maintenance	
over	holiday	break	– completion	required	
work	through	mid	January.

• Steps	to	protect	patient	information,	
healthcare	systems,	and	the	HRIF	Reporting	
System	database.

• Security	of	the	HRIF	database	further	
enhanced	by	using	a	strategy	known	as	
“whitelisting”.	

• Registry	of	approved	IP	addresses;	all	entities	
are	denied	access,	except those	included	in	
the	whitelist.

Security	upgrades	and	improvements
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Security	upgrades	and	improvements

• IP	address	ranges	known	for	
those	logged	into	the	
system	within	past	3	months

• Each	user	to	contact	their	IT	
Department to	request	the	
IP	address	ranges	used	on	
the	hospital’s	network.

• www.cpqcchelp.org help	
ticket	to	provide	IP	address	
ranges.
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• Due	to	delays 	aris ing	 f rom	required	system	
enhancements 	and	server	complexit ies , 	
we have extended al l of the 2018	
HRIF Data Final ization Process del iverables 	
deadl ines 	by	a 	month.
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DATA FINALIZATION PROCESS (DFP) 
HIGH RISK INFANT FOLLOW-UP QUALITY OF CARE INITIATIVE

Schedule for 2018
JAN - MAR APR

1st
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1st
MAY
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JUL 
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HRIF	Usage	Statistics	&	Reports	Review
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All	CPQCC-CCS	HRIF	– Usage	stats

• Since	2009	 - ~	69,000	high	risk	infants registered	in	the	CPQCC-CCS	
HRIF	QCI.

• ~95,000	Standard	Visits	performed
• ~7,400	Additional	Visits	performed

• About	50%	are	VLBW	(<1500	g)	- ~34,800	of	registered/	referred
• Other:

• <26	weeks:	~5,500
• <28	weeks:	~13,000
• >37	weeks:	~	17,000

All	CPQCC	CCS	HRIF	- Usage	Statistics
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2014	Birth	Year

• For	birth	year	2014	– 8403	have	been	registered	in	CPQCC	CCS	HRIF
• <=1500	grams	BW	à ~4300
• <1000	grams	BW	à~1550
• <28	weeks	GA	à ~1590
• >37	weeks	à ~2220
• Other

• Medi-Cal	(any	part	of	insurance	of	mother)	à ~55%
• Full	time	employment	for	primary	caregiver	à ~34%
• Primary	language	in	home	English	à ~72%
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2014	Birth	Year
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Birth	year	2014	–
HRIF	data	final	by	
May	1st;	CCS	Report	
final	by	May	16th
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2014	Birth	Year	(data	not	final)

Patient	description %	seen	of	expected

1st core	visit 2nd core	visit

< 1000	g 78.6% (median 85.7%) 66.6%		(median 73.6%)

<28	weeks 78.6%	(median 83.9%) 65.1%	(median 71.2%)

<26	weeks 81.2% (median 90%) 68.6% (median 75%)

HIE/Neo	Enceph 70.5% (median 78.6%) 57.7% (median 66.7%)
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Hintz SR, et al.  J Pediatr 2015;166:289-95

• Overall VLBW referral rate to
HRIF was just 80% at NICU
discharge for birth year 2010-
2011.

Recognition	of	HRIF	referral	failure	&	statewide	PI	intervention

%
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Hintz SR, et al.  J Pediatr 2015;166:289-95

• Overall VLBW referral rate to
HRIF was just 80% at NICU
discharge for birth year 2010-
2011.

Recognition	of	HRIF	referral	failure	&	statewide	PI	intervention

%
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Referral	to	CPQCC	CCS	HRIF	by	birth	year
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Improved	referral	to	CPQCC	CCS	HRIF	at	NICU	discharge
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• 53	questions	divided	into	the	following	
categories:	(1)	NICU	to	HRIF	referrals,	 (2)	HRIF	
program	structure	and	personnel,	(3)	HRIF	
program	visits	and	follow-up	strategies,	(4)	HRIF	
program	resources,	and	(5)	HRIF	challenges.

• 82%	of	HRIF	programs	in	CPQCC	CCS	HRIF	
responded	à 90%	from	Program	Coordinators

Tang	BJ,	et	al.		Am	J	Perinatol.	2018	Feb	13.	[Epub ahead	of	print]

• Survey deta i l s
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Barriers	and	challenges	to	successful	follow	up

Tang	BJ,	et	al.		Am	J	Perinatol.	2018	Feb	13.	[Epub ahead	of	print]
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Factor Adjusted	OR	(95%	CI)	 p-value
Associated	with	higher	odds	- -
Maternal	age	(vs.	<20	years)
30-39 1.8	(1.3	– 2.3) <0.0001
40+ 1.7	(1.2	– 2.5) 0.007

Maternal	prenatal	care 2.0	(1.4	– 2.9) 0.0005
Birth	weight	(vs.	1251-1499	g)
501-750	g 2.1	(1.6	– 2.8) <0.0001
751-1000	g 1.8	(1.5	– 2.3) <0.0001
1001-1250	g 1.4	(1.2	– 1.7) 0.0006

Insurance	(vs	CCS	or	MediCal	only)
HMO/PPO	+	CCS		 2.0	(1.4	- 2.9) <0.0001

HRIF	program	VLBW	volume	(vs.	lowest	quartile)
2nd quartile 4.5	(2.4	– 8.4) <0.0001
3rd quartile 2.2	(1.2	– 4.0) 0.009

Associated	with	lower	odds	- -
Maternal	race	African	American	 0.6	(0.5	– 0.8) <0.0001
SGA	at	33+	weeks 0.7	(0.4	– 0.9)	 0.02
One	parent	1° caregiver	 (vs.	both) 0.7	(0.6	– 0.8) 0.0001
Miles	 from	HRIF	program	(vs.	lowest	quartile)
Highest	quartile 0.6	(0.5	– 0.8) 0.0001
3rd quartile 0.7	(0.6	– 0.9) 0.008

Multivariable	model	– Factors	associated	with	successful	1st HRIF
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But	why	is	the	HRIF	visit	even	important?
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Why	is	the	HRIF	visit	important?	

• The	interdisciplinary	HRIF	team	has	special	expertise	to	
recognize	evolving	difficulties,	identify	resources.	

• Without	the	HRIF	visit,	these	needs	may	not	be	identified.		
• Earlier	identification	allows	for	early	intervention,	which	
ultimately	may	improve	outcomes.	

Our	question:	Are	substantial	incremental	medical,	functional,	
and	family	needs	identified	at	the	1st and	2nd HRIF	visit?
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• Service Utilizat ion at 1st HRIF Visit

Median	age	at	follow	up	=	6	months

VLBW =	very	low	birth	weight;	 	HIE =	hypoxic	ischemic	encephalopathy	
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VLBW	- Unmet needs	for	medical	subspecialty	services	
requiring	referral	at	1st and	2nd HRIF	visits	
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“Big	babies”	- Unmet needs	for	medical	subspecialty	
services	requiring	referral	at	1st and	2nd HRIF	visits	
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For	birth	years	2013-2015,	
of	41,689	CPQCC	infants	
survived	to	discharge	home	
• 2124	had	been	identified	
with	major	CHD	
diagnoses.
• 46.2%	referred	to	HRIF.

• 1319	had	CHD	requiring	
intervention.	
• 60.1%	referred	to	HRIF
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CHD	neonates	requiring	intervention	- rates	of	referral	to	HRIF	at	discharge:	
Highest	volume	CHD	intervention	CPQCC	NICUs,	birth	years	2013-2015
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Follow	up	rates	to	1st and	2nd HRIF	visits	among	CHD	neonates	in	CPQCC	
requiring	intervention,	birth	years	2011-2013
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Birth	year 2011 2012 2013

1st HRIF	visit	(n) 153 128 153
Medical	services	– referred	at	visit,		n	(%)
0	services 120	(78%) 104	(81%) 133	(87%)
1	service 26	(17%) 17	(13%) 16	(11%)
2	or	more	services 7	(5%) 7	(6%) 4	(2%)

2nd HRIF	visit	(n) 113 100 120
Medical	services	– referred	at	visit,		n	(%)
0	services 78	(69%) 77	(77%) 86	(72%)
1	service 25	(22%) 19	(19%) 27	(23%)
2	or	more	services 10	(9%) 4	(4%) 7	(6%)

Unmet	needs	for	medical	subspecialty	services	requiring	referral	
at	1st and	2nd HRIF	visits	
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CHD	requiring	neonatal	surgery	in	California
• Significant	opportunities	to	improve	HRIF	referral	and	follow	up	exist	
for	CHD	infants	requiring	neonatal	surgery	in	California.	

• Substantial	additional	needs	are	identified	at	HRIF	visits,	with	~	1	in	
4	of	these	children	requiring	at	least	1	service	referral	at	the	2nd visit.	

• Process	improvements	have	already	been	undertaken	across	
California	through	the	CPQCC	CCS	HRIF	à clarification	of	CHD-
related	HRIF	eligibility,	highlighting	expectations	for	referral	at	NICU	
discharge.
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CHD	requiring	neonatal	intervention	– Next	steps

• Data	thus	far	represent	CPQCC	CHD	patients	à
does	not	represent	comprehensive	neonatal	CHD	
population.	

• Goal	to	identify	data	additions	required	to	cardiac	
data	in	California	CVICUs	– synergize elements	to	
with	short	forms/	limited	data	collection	
instruments.

• Currently	in	pilot	project	with	CHLA	(VPS	database)

• **Will	reach	out	to	HRIF	groups	at	major	CV	sites,	
assemble	key	stakeholders	at	sites,	integrate	data	
from	CVICUs,	facilitate	HRIF	referrals	and	FU.
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Site-specific	Primary	
Data	Files

Available	for	download	in	
1-2	weeks!
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• Because	of	the	
highly	sensitive	
nature	of	the	
data,	only	one	
individual	will	
be	assigned	to	
download	
these	data	–
The	Medical	
Director	of	the	
HRIF	clinic.

• The	Medical	
Director	may	
share	the	files	
as	he/she	feels	
appropriate.
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8	Files	with	each	birth	year	download

• HRIF	Primary	Data	“Read	Me”	pdf
• HRIF	Data	Dictionary

abc_2012_XXXX:

site	#_	Birth	Year_	data	description
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HRIF	Data	Dictionary	- screenshot
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HRIF	Primary	Data	Read	Me		
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“Special	Reports”	à goal	for	site-specific	report	
availability	in	Summer	2018

• Identificationand	%	referral	of	HRIF eligible	infants	by	major eligibility	
criteria

• CCS	eligible	conditions	at	time	of	discharge	from	CCS	NICUs	and	
%	referral	to	HRIF

• Identification	of	additional	CCS	medical eligibility	at	HRIF	standard	
visits	1	and	2

• **Goal	to	add	special	services**
• HRIF	follow	up	to	1st	and	2nd	visits	among	major	HRIF	risk	categories	
(VLBW, “big	baby”,	CHD	requiring	intervention	in	NICU	admission)
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• Given	the	committed	work	of	CPQCC	NICUs	and	HRIF	teams	to	
assure	referral/	registration	to	HRIF	and	follow	up,	
• This	has	uncovered	capacity	challenges	in	clinics	due	to	the	

lack	of	space	and/or	availability,	resources/	staff,	etc.	
• In	partnership	with	CCS,	we	developed	a	short	survey	to	help	

identify	perceived	barriers	and	challenges	related	to	HRIF	clinic	
capacity	.	

• The	survey	also	includes	a	few	questions	about	how	HRIF-
eligible	CHD	patients	are	identified,	referred	and	followed	in	
HRIF	clinics.

• Will	just	sent	to	HRIF	programs	TODAY	-->	Due	MARCH	7th

HRIF	Clinic	Capacity	issues



This	is	your	chance	to	
share	your	insights	(and	
frustrations)	about	
capacity	challenges	and	
barriers	with	our	CCS	
partners!		
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• Contributing	factors
• i.e.,	inability	to	hire	staff	or	providers	due	to	financial	or	

availability	 issues;	limited	clinic	hours	or	space;	etc.
• Current	approach	to	addressing	or	avoiding	challenges

• i.e.,	limit	registration	to	only	specific	patient	groups;	attempt	to	
transfer	referrals	to	other	HRIF	Programs;	etc.

• Plans	to	ameliorate
• i.e.,	new	hires;	new	satellite	sites	or	additional	 clinic	days;	etc.

• CHD	patients	requiring	intervention
• Barriers	to	following
• Existence	of	cardiac	follow	up	clinic	in	your	institution
• Effectiveness	of	communication	with	cardiac	teams

Capacity	issues
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Capacity	issues

Tang	BJ,	et	al.		Am	J	Perinatol.	2018	Feb	13.	[Epub ahead	of	print]
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• Dashboards – CPQCC and explorat ions for 
CPQCC CCS HRIF

• GOAL – HRIF Dashboard ~ End of  year  2018 (??)
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Links	to	site’s	HRIF	Match	Summary	and	
Detailed	Report	and	CPQCC	CCS	HRIF
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Potential	areas	of	focus	for	CPQCC	CCS	HRIF	Dashboard
àAll	showing	overall	HRIF	in	California,	highlighting	 your	site
àButton	filters	by	eligibility	– EGA	range,	ELBW,	VLBW,	HIE,	CHD,	etc.
• Follow	up	rates over	standard	visits	and	years		–
• Age	at	follow	up	visit	by	standard	visit	and	over	years		–
• Growth	parameters	(and	%iles),	breastmilk	at	1st visit
• Hospitalizations,	Surgeries,	Medications,	Equip	by	visit	and	over	years	
• Medical	and	Special	Services		-

• Receiving	at	visit,	required	at	visit,	longitudinal	trajectory	of	referred	and	received	
challenges.

• HRIF	Program	Profile	information	- Medical	eligibility,	sociodemographic,	
caregiver	information,	caregiver	concerns	
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Example	site	–
CCS	Report	(2013)
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A	WEALTH	of	
information	
about	your	
site	and	
California!
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Hospitalization	example -

%

Standard	Visit	1 Standard	Visit	2 Standard	Visit	3

Reasons	for	
hospitalizations	by	
Standard	Visit	1:

All	HRIF:	
Respiratory	- 64%
Surgeries	 - 32%

XXX	site:	
Respiratory	– 72%
Surgeries	– 36%

Blue:		California	median	and	IQR
Red:	Your	site
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HRIF	site All	California
N							% N											%												Med IQR
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HRIF	site All	California
N							% N											%												Med IQR
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Annual	HRIF	clinic	volume	across	sites
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%	VLBW	across	HRIF	clinics
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Differences	in	payor mix	across	HRIF	clinics

%	HMO %	MediCal or	CCS
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HRIF	Dashboard	Concept:	
We	want	your	input!
• Most	important	information	to	you	- and	

what	you	think	is	NOT	important	
• Your	favorite	choices/	ideas	for	graphics
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DATA FINALIZATION PROCESS (DFP) 
HIGH RISK INFANT FOLLOW-UP QUALITY OF CARE INITIATIVE

Schedule for 2018
JAN - MAR APR

1st
MAY

1st
MAY

2nd
MAY 
17th

JUL 
1st

JUL 
11st

AUG - DEC

Data Review Super Star HRIF 
Program 
Award

DEADLINE HRIF Follow-
up Rate 
Award

DEADLINE
HRIF CCS

Report

DEADLINE HRIF Crown 
Award

Data Review

Utilize 
Reporting

System Tools:
HRIF Tracker; 
CPQCC Ref
Num; Error & 
Warning and 

Closeout 
Checklist

Submission of 
No Priority/

Error & Warning 
Cases for 2014

Born Infants, 
Closed RR 

Forms for All 
2016 Born 

Infants AND
SV #1 of All

expected 2016
Born Infants

Data Final 
for 2014

Born Infants
AND

SV #1 of All
expected 
2016 Born 

Infants

Core Visit F/U 
Rates for 2014
Born Infants:

1st =>  80%
2nd =>  70%
3rd =>  60%

2014 Born 
Infants

--------

Confirm
report by 
May 17th

Register ALL 
2017 Born 

Infants
AND

Confirm 
HRIF

Directory 
Contacts

Granted to 
HRIF Programs 
who meet All 

Closeout 
Deliverable 
Deadlines: 

Apr 1st, 
May 17th and 

Jul 1st

Utilize 
Reporting 

System Tools:
HRIF Tracker; 
CPQCC Ref
Num; Error & 
Warning and 

Closeout 
Checklist
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• Need help? Need access?
• Input on other needed 

reports,  dashboard content?  
à www.cpqcchelp .org

• Questions or comments?
Feel free to email !
srhintz@stanford.edu
eegray22@stanford.edu


