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Using Data to Strengthen Your Nursing Home Advocacy

Long Term Care Community Coalition

www.nursinghome411.org

http://www.nursinghome411.org/


+ About the Long Term Care Community Coalition?

ÂLTCCC: Nonprofit, nonpartisan organization dedicated to 
improving care & quality of life for the elderly & adult disabled in 
long-term care (LTC). Home to two local LTC Ombudsman 
Programs in NY.

ÂOur focus: People who live in nursing homes & assisted living. 

ÂWhat we do: 
ÂState and national policy analysis and systems advocacy; 
ÂEducation of consumers and families, LTC Ombudsmen, and 

other stakeholders.

ÂResources: 
Âwww.nursinghome411.orgΥ bŜǿǎΣ ǊŜǎƻǳǊŎŜǎΣ ŘŀǘŀΧ ŀƭƭ ŦǊŜŜ ǘƻ 

use and share; 
Ânursinghome411.org/join/: Sign-up for news and alerts;
ÂMonthly webinars that you can use to offer one-hour LTCO 

trainings. Email sara@ltccc.orgto sign-up your Program.
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+ Why are nursing home data useful?

ÂTo Support Advocacy in a Nursing Home

üData can support advocacy about concerns such as 
ŀƴǘƛǇǎȅŎƘƻǘƛŎ ŘǊǳƎƎƛƴƎΣ ǇǊŜǎǎǳǊŜ ǳƭŎŜǊǎΣ ŦŀƭƭǎΣ ŜǘŎΧ 

üData enable comparisons between a facility and others in the 
community or state or nation. 

üData can indicate low staffing and support advocacy for 
improvement.

ÂTo Support Broader and Systemic Advocacy 

üHighlight and substantiate concerns, such as low staffing or high 
drugging or pressure ulcer rates, with state and federal 
ǇƻƭƛǘƛŎƛŀƴǎΣ ƴŜǿǎ ǊŜǇƻǊǘŜǊǎΣ ŜǘŎΧ 

üDemonstrate and substantiate concerns for state enforcement 
agencies, Medicaid Fraud Control Units, state auditors, and the 
public. 

üSupport requests for funding by showing the need of the work 
you do.
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+
Webinar Agenda

ÂCare Compare: The NEW federal 
website for nursing home 
information

Â5ƛƎƎƛƴƎ 5ŜŜǇŜǊ ƻƴΧ
ütǊƻtǳōƭƛŎŀΩǎ Nursing Home Inspect

ü[¢///Ωǎ ǿŜōǎƛǘŜΣ nursinghome411.org

üFederal databases: data.medicare.gov& 
data.cms.gov
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+

Intro to Care Compare
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+ Care Compare & the Five-Star Rating 
System: www.medicare.gov/care-compare/
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Background

ÂCare Compare provides information on 
every licensed nursing home in the 
U.S.

ÂWhile it is not perfect, we consider it 
to be the most reliable and useful 
resource for information on a nursing 
ƘƻƳŜΩǎ ǉǳŀƭƛǘȅΦ

Location

Quality

Oversight

Staffing

http://www.medicare.gov/care-compare/


+
LƳǇƻǊǘŀƴǘ ǘƻ YŜŜǇ ƛƴ aƛƴŘΧ

Where Should Momma Go?

{ǘǳŘȅ ŦƻǳƴŘ ǘƘŀǘ ǊŀǘƛƴƎ ǎȅǎǘŜƳǎ άŀǊŜ ōŜǘǘŜǊ 
at identifying problem facilities than 
ǇƻǘŜƴǘƛŀƭƭȅ ƎƻƻŘ ƘƻƳŜǎΦέ

https://www.ncbi.nlm.nih.gov/pmc/articles/
PMC1920506/
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+
Care Compare: www.medicare.gov/care-
compare/
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{ŜŀǊŎƘ ōȅ Χ
Å Nearest 

town/city
Å Zip code

http://www.medicare.gov/care-compare/


+Care Compare Profile
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+Care Compare Profile
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+Care Compare Profile
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+Care Compare Profile
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+Care Compare Profile
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+Care Compare Profile
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Statements 
of 
Deficiencies.
Important Note: Both 
state nursing home 
websites and the 
federal Care Compare 
website post 
Statements of 
Deficiencies. 
However, Only the 
state websites are 
required to post 
plans of correction.



+

Digging Deeper
!ŎŎŜǎǎƛƴƎ 5ŀǘŀ ƻƴ tǊƻtǳōƭƛŎŀΩǎ bǳǊǎƛƴƎ IƻƳŜ LƴǎǇŜŎǘ
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+ projects.propublica.org/nursing-homes/ 16
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https://projects.propublica.org/nursing
-homes/

Visit

https://projects.propublica.org/nursing-homes/


+

Digging Deeper
Accessing Federal Nursing Home Data
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+ Payroll Based Journal Staffing Data: data.cms.gov

What are the PBJ data and why are they so important? 

ÂHistorically, nursing homes only reported their staffing levels once a year, 
for the two weeks prior to their annual survey. These data were not 
audited by either the states or federal government. 

ÂDue to concerns that many nursing homes were inflating their staffing 
numbers (surprise!), the 2010 Affordable Care Act required that nursing 
homes report their staffing numbers every day of the year, based on 
their auditable payroll records. 

Â This requirement was implemented in 2016. Public reporting began in 
2017. 

ÂDataare provided for ever facility for everyday, in quarterly (3 month)
files.

Â They include daily hours for: RN,LPN,CNA,nursing staff assignedto
providecareor administrativework, nursingstaff who are permanentor
contract,plusmedicaldirectors,pharmacist,activities,andtherapystaff.
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+ PBJ Staffing: www.data.cms.gov
20

http://www.data.cms.gov/
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Data.cms.gov

Visit



+ Other Nursing Home Info: data.medicare.gov

ÂDatasets include information for every nursing home. Topics include:

Â Health deficiencies

Â MDS Quality Measures (like antipsychotic drugging rates, pressure ulcers, falls, etcΧύ

Â Ownership 

Â Penalty counts 

Â Staffing (risk-adjusted) 

Â Star ratings 

ÂEach dataset includes searchable identifying information, such as: 

Â Nursing home name

Â State

Â City

Â County 

Â Address
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http://www.data.medicare.gov/


+ Other Nursing Home Info: www.data.medicare.gov 23

Visit

www.data.medicare.gov

http://www.data.medicare.gov/
http://www.data.medicare.gov/


+

Digging Deeper
Accessing Data on www.nursinghome411.org
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+ Accessing data on 
www.nursinghome411.org
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NursingHome411.org 
provides data on:
Å Staffing
Å Enforcement
Å Dementia Care
Å Antipsychotic Drugging

http://www.nursinghome411.org/


+ Citation data on www.nursinghome411.org 26

http://www.nursinghome411.org/


+ Citation data on www.nursinghome411.org 27

Note: Separate 
tabs for all 
citations and 
citations at harm 
or immediate 
jeopardy. 

Every file has a 
Notestab with 
information on 
what data are 
provided and their 
original source.

http://www.nursinghome411.org/


+ Staffing data on www.nursinghome411.org 28

http://www.nursinghome411.org/


+ Staffing data on www.nursinghome411.org 29

Sortable facility-level data on staffing based 
on auditable PBJ data.
NH411 posts new data every quarter, when 
they are released by CMS, and maintains 
the historical data files  (since 2017) for your 
reference.

View 
Excel file 
examples 

of
State Staffing 

Data.

http://www.nursinghome411.org/
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Additional Resources
CŀŎǘ ǎƘŜŜǘǎΣ ǊŜǇƻǊǘǎΣ ǇƻŘŎŀǎǘǎΣ ŜǘŎΧ ǘƻ ǎǳǇǇƻǊǘ ȅƻǳǊ ŀŘǾƻŎŀŎȅ
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+ Learning Center 31

www.nursinghome411.org/learning-center/

http://www.nursinghome411.org/learning-center/


+ LTCCC Factsheet: Informed Consent

	

CONSUMER	FACTSHEET:	INFORMED	CONSENT	

The	right	to	informed	consent	is	an	important	one	for	residents	and	families	to	know	about	(it	is	hard	
to	exercise	informed	consent	if	you	donΩt	know	you	have	a	right	to	it!).	It	is	also	one	of	the	most	
important	standards	related	to	dementia	care	and	the	widespread	problem	of	inappropriate	
antipsychotic	drugging.		

Please	note:	(1)	Text	in	italics	is	directly	from	the	federal	regulations.	(2)	Numbers	in	brackets	refer	to	
the	federal	regulations	(42	CFR	483.xx)	and	F-tag	(designation	used	by	surveyors	when	a	facility	is	
cited).		(3)	These	standards	are	applicable	to	all	residents	in	licensed	nursing	homes	in	the	United	
States,	whether	they	are	short-term	or	long-term,	private	pay,	Medicaid,	Medicare	or	have	another	
type	of	insurance.	(4)	Where	the	resident	lacks	capacity	to	make	decisions	and/or	has	assigned	
decision-making	to	someone	else,	that	person	takes	the	place	of	the	resident	in	exercising	these	rights.	

THE	LAW	

I. Right	to	be	Informed	of	&	Participate	in	Treatment	Plan	[42	CFR	483.10(c)	F-552]	

The	resident	has	the	right	to	be	informed	of,	and	participate	in,	his	or	her	treatment,	including:				

Á The	right	to	be	fully	informed	in	language	that	he	or	she	can	understand	of	his	or	her	total	
health	status,	including	but	not	limited	to,	his	or	her	medical	condition.				

Á The	right	to	be	informed,	in	advance,	of	the	care	to	be	furnished	and	the	type	of	care	giver	or	
professional	that	will	furnish	care.				

Á The	right	to	be	informed	in	advance,	by	the	physician	or	other	practitioner	or	professional,	of	the	
risks	and	benefits	of	proposed	care,	of	treatment	and	treatment	alternatives	or	treatment	
options	and	to	choose	the	alternative	or	option	he	or	she	prefers.	

II. Right	to	Participate	in	Development	&	Implementation	of	Care	Plan	[42	CFR	

483.10(c)		F-553]	

Á The	right	to	participate	in	the	planning	process,	including	the	right	to	identify	individuals	or	roles	
to	be	included	in	the	planning	process,	the	right	to	request	meetings	and	the	right	to	request	
revisions	to	the	person-centered	plan	of	care.		

	

	 	 	 	 	 	 	 	 				 	 			 	 	
					 						 	

	

	

Advancing	Qualit y,	Dignity	&	Just ice	
	
	
	
	

	

WHAT	IS	INFORMED	CONSENT?	

άInformed	consent	is	an	ethical	conceptτthat	all	patients	should	understand	and	agree	to	the	
potential	consequences	of	their	careτthat	has	become	codified	in	the	law	and	in	daily	practice	at	
every	medical	institution.έ	[	From	A	Practical	Guide	to	Informed	Consent.]	
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+ Family & Ombudsman Resource Center 33

www.nursinghome411.org/families-ombudsmen/

Sign-up for 
[¢///Ωǎ CŀƳƛƭȅ 
Council Zoom 

Meeting 
Room!

http://www.nursinghome411.org/families-ombudsmen/


+ Forms & Tools for Resident-Centered 
Advocacy
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https://nursinghome411.org/forms-tools-resident-centered-advocacy/

https://nursinghome411.org/forms-tools-resident-centered-advocacy/


+

Available on Spotify, Apple Podcasts, 
and nursinghome411.org/podcast/.  

Â How Ombudsmen Are a Conduit for 
Nursing Home Residents

Â ΨLǘ ǘŀƪŜǎ ŀ ǘŜŀƳΦ ! ŦŀƳƛƭȅΩΥ Iƻǿ ŀ 
Baltimore nursing home has kept out 
the coronavirus

Â Ψ¢ƘŜ 9ȅŜǎΣ 9ŀǊǎΣ ŀƴŘ ±ƻƛŎŜΩΥ ²Ƙȅ 
Nursing Home Visitation Saves Lives

Â Mice, Mold, and Mystery Debris: 
Journalist Marjie Lundstrom on the 
Rampant Food Safety Violations in 
Nursing Homes

LTCCC holds monthly webinars on the 
3rd Tuesday of the month @1pm 
Eastern.  All programs are free and we 
welcome LTCOPs to use these programs 
for trainings. Email sara@ltccc.orgfor 
more info.

To register for a webinar, visit 
nursinghome411.org/learning-
center/webinars-events/. 

Coming up on 2/16/21: The 
Inappropriate Institutionalization of 
People with Mental Illness
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Podcasts Webinars

mailto:sara@ltccc.org
https://nursinghome411.org/learning-center/webinars-events/


+ Thank You!

Visit https://nursinghome411.org/join/ or call  

212-385-0355if you would like toΧ

ÂReceive alerts for future programs or

ÂSign up for our newsletter and alerts.

You can alsoΧ

ÂJoin us on Facebookat www.facebook.com/ltccc

ÂFollow us on Twitter at 

www.twitter.com/LTCconsumer

ÂVisit us on the Webat www.nursinghome411.org.

36

http://www.facebook.com/ltccc
http://www.twitter.com/LTCconsumer
http://www.nursinghome411.org/


37

Questions?
Comments?


