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+ What Will We Be Talking About TODAY? 2

Brief Recap of…
o The Federal Nursing Home Law and

o Residents’ Rights 

Highlights of the Presentation on Dementia Care 
by Dr. Jonathan Evans
Highlights of the Presentation on Transfer & 

Discharge by Lindsay Heckler
Useful Tools & Resources
o Handy Reference Materials

o Useful Forms for Record-Keeping, Tracking, and Speaking            
Out About Concerns
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The Nursing Home Reform Law (aka OBRA 87) 
requires that every nursing home resident is 
provided the care and quality of life services 
sufficient to attain and maintain his or her 
highest practicable physical, emotional,      
and psycho-social well-being.  

This is what we pay for.  

This is what providers agree to provide.  

This is what every resident deserves. 

3The Nursing Home Reform Law
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Emphasis on individualized,
resident-centered care – to reduce 
problems, including abuse and 
neglect, and ensure that residents 
are treated with dignity and have a 
good quality of life.  

The law lays out specific resident 
rights, from good care and 
monitoring to a quality of life that 
maximizes choice, dignity and 
autonomy.  

4The Nursing Home Reform Law
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Unfortunately, too many residents are subjected 
to neglect, substandard care, abuse…

The majority of nursing homes have less staffing than 
federal studies have indicated as necessary to meet 
residents’ basic needs.

Antipsychotic drugging, a major problem, continues 
to be pervasive.

Unwanted discharges from nursing homes are a top 
complaint from residents and families.

2014 federal study found that 1/3 of short-term, 
rehab residents are harmed within about two weeks 
of entering the nursing home. 59% of that harm was 
avoidable.

5Persistent Problems
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While many facilities provide good 
care and life with dignity for their 
residents, in the absence of 
vigorous enforcement of minimum 
care standards, too many facilities 
will skimp on staffing and services 
to increase profits.

6Persistent Problems – Why?



+ 7So, What Can WE Do?

1. Know residents’ rights. We 
cannot advocate for our rights if we 
don’t know what they are.

2. Be equipped for advocacy. 
Having good supports – people, 
information, tools – is essential for 
effective advocacy.



+ Dementia Care: 
Highlights from the 
Presentation by Dr. Jonathan 
Evans
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• Millions of Americans with Alzheimer’s disease and other forms of 
dementia ‘misbehave’ in ways that are bothersome to caregivers and 
others (wandering, yelling, ‘agitation’, etc)

• For 70+ years, doctors and nurses have been taught to use 
tranquilizers in these instances to try to make patients behave 
(conform to the rules/norms/ routines of the environment)

• Health care environments are inflexible, confusing, and often scary to 
most patients even without Alzheimer’s disease.

• People with dementia have limited ability to reason/comprehend the 
world around them-
– They often perceive the behavior of others as threatening and 

respond reflexively or inadvertently break rules like opening doors, 
entering places like other’s rooms that are ‘off limits’, etc

– Doctors and nurses have not been taught what to do instead of 
using tranquilizers. 

• ‘If all you have is a hammer, everything looks like a nail’

What’s the Problem?



What’s The Problem?

• Drugs administered to Make People Behave Don’t Make 
People behave Better

• They are way more dangerous than prescribers and others 
think

• The use of these medicines in patients with dementia is a 
symptom of other problems within healthcare: cultural, 
attitudinal, educational structural  i.e. staffing, lack of 
supervision of patients, physical environmental hazards)
– Mostly represents caregiver frustration, stress
– Doing something over and over again that is harmful, 

very expensive,  and ineffective indicates much broader 
failures  in American Healthcare



• Antipsychotic drugs ineffective in making people with 
dementia behave 
– CATIE-AD Trial NEJM (2006), BMJ Seroquel trial
– In studies, staff believed the medicines were working when 

they weren’t
• These medicines don’t work to treat behavior in people with 

Dementia
• Even as a last resort- they still don’t work and they are 

harmful
• Their use often represents caregiver frustration, stress, a desire 

to make the problem ‘go away’
• It’s like hitting the TV on the side, hoping to make the picture 

better

Drugs Used to Try To Make People 
Behave



Antipsychotic and Other Psychotropic 
Drugs In Dementia

• These drugs are harmful and the don’t do what we wish they would do
• Increased death from antipsychotics, anticonvulsants, benzodiazepines 

in patients with dementia
• It is estimated that the number of Americans with dementia  who die as 

a result fo being prescribed these drugs is higher than the number of 
Americans overall who die each year from being prescribed opioids. 



Antipsychotic And Other 
Psychotropic Drugs in Dementia

• Various Studies: No correlation between patient symptoms/severity 
and use of antipsychotics in nursing homes

• Strong correlation between which facility admitted to and likelihood of 
receiving antipsychotic drug

• Use of antipsychotics in dementia correlates most closely with ‘facility 
culture’

• National efforts to reduce antipsychotic drugs in patients with 
dementia have resulted in switching to other sedating drugs instead

• (Maust JAMA Internal Medicine 2018)











Use of Antipsychotic Drugs 
Determined By Facility Culture

• Unexplained Variation Across US Nursing Homes in 
Antipsychotic Prescribing Rates
– Chen et al. Arch Int Med Jan 11, 2010

• Variation in Nursing Home Antipsychotic Prescribing 
Rates
– Rochon et al. Arch Int Med April 2007



Antipsychotic therapy and short-term serious events in 
older adults with dementia. Rochon PA et al, Annals of 

Internal Medicine May 2008.

• Retrospective cohort study
• A large study over 7 years involving almost 21,000 community dwelling 

subjects with dementia
• Subjects newly prescribed antipsychotic drugs 3.2 to 3.8 times more likely 

to develop serious adverse events within 30 days
– 3.2 times for atypical antipsychotics
– 3.8 times for typical antipsychotics

• Serious events are frequent following short term use of antipsychotic 
drugs



July 2012 OIG Report

• 99% of facilities nationwide deficient in assessment, 
developing, implementing comprehensive care plan when 
antipsychotic drugs used for behavior in dementia

• Antipsychotic drugs used instead of proper nursing care

• Bottom line: antipsychotic prescribing to control behavior a ‘red flag’ 
that invites regulatory scrutiny

• Antipsychotic drug use = care plan deficiency citation for facility



Antipsychotic and Other Drug Use in Dementia

• These drugs are dangerous
• They don’t do what we wished they would do
• They are overused now
• Their use is actively discouraged by FDA, others 
• Their use creates unrealistic expectations, distracts 

care providers from solving the underlying problems 
associated with undesirable behavior

• 75% or more of patients with dementia prescribed 
these medications do not live in nursing homes!



Behavior Case 1

• Male patient, resident of home for 18 months
• Requires ‘total care’

• Frequent agitation, yelling, crying, wandering 
• Unable to communicate needs verbally 
• Often ‘resists care’

• Frequently bites, scratches caregivers   
• Destroys other residents’ property





• Behavior is Communication

• Behavior is not a disease!



Behavior Case 2

• You leave here in a hurry to pick up your child (or 
grandchild) from daycare this evening

• When you arrive, you are told by the director that your 
3 year old beloved  had a rough morning but he was 
given a medication that helped a lot. He is sleeping 
deeply now, with snoring respirations, falls back to 
sleep immediately when you try to wake him, and he 
has been incontinent of urine despite being successfully 
potty trained over a year ago.

• How do you feel?



Behavior is Communication 

• Most  ‘challenging’ behaviors in institutional settings 
are reactive
– often caused by and/or exacerbated by 

misunderstanding/misperception on the part of either 
patients or staff

• Patients with confusion have altered perception by 
definition

• Patients with dementia lose the ability to comprehend, 
understand, reason

• Attempting to reason with someone who has lost the 
ability to reason is unreasonable 



Behavior is Communication

• “Challenging” behaviors Most often represent a 
conflict between the individual and their environment 

• especially the human environment
Primary Task: Figure out meaning

. . . . Why do they do that?

. . . . What are they trying to say?

Interpret behavior in the context of one’s life experience

     



Behavior is Communication

• Are they telling you that they are in distress?
– or are they causing distress to others?

• The approach to prevention and management is quite 
different, depending upon the answer to this question

• For patients in distress, look for and 
modify/eliminate/treat the underlying cause (what or 
whom)



General approach

• What are they trying to say?
• What are they reacting to?
• Look for meaning
• Determine if patient is in distress and if so evaluate 

cause
• Most often situational
• Behavior history to identify precipitants/antecedents, 

help interpret meaning 
– Get information from nursing assistants, families, 

nonmedical staff, multiple nurses (different shifts)



Taking a behavior history
• Team approach to behavior interpretation, response
• Precise evaluation of behaviors, circumstances, triggers
• What happened, when. Who was there? What were they

doing? What was the patient doing before the behavior 
occurred?

• Context- an understanding of patient and their life, 
relationships, prior to dementia onset very helpful in 
understanding behavior and providing care 

• CNAs those with the most patient contact and least power 
often most effective



Behavior History cont’d

• Consider that behavior may be a medical symptom of 
something other than dementia

• Behavior history similar to eval of pain- onset, duration, 
precipitating events, aggravating factors, alleviating 
factors, associated symptoms,etc. except that patient can’t 
provide any history themselves

• Behavior log for facility staff



Behavior as Communication

• Labeling of behaviors (and patients) as "bad" or "difficult"  may create 
a set of expectations and foster a sense of futility or resignation
– becomes self-fulfilling

• People with dementia often comprehend/respond to nonverbal 
communication (behavior) better than words

• Mirroring the affect of others (residents, caregivers)



+
Involuntary 
Transfer/Discharge:
Presented by Lindsay Heckler
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6 Allowable Reasons for Involuntary Discharge/Transfer

1. Necessary for the resident’s welfare and resident’s needs cannot be met 
at the facility;

2. Resident’s health has improved sufficiently so resident no longer needs 
nursing home level of care;

3. Safety of individuals in the facility is endangered due to the clinical or 
behavioral status of the resident;

4. Health of individuals in the facility would otherwise be endangered;

5. Resident has failed, after reasonable and appropriate notice, to pay for 
(or to have paid under Medicare or Medicaid) a stay at the facility*; or

6. Facility closes. 



Other Requirement: Written Notice
Timing of Notice

 General rule is 30 days

 “As soon as practicable” but no later than the date on which the determination 
was made

Content of Notice

 Reason for discharge;

 Specific regulations that support the discharge or change in law that requires it;

 Effective date for the discharge;

 Location to where the resident is being discharged;

 Statement the resident has the right to appeal to New York State Department of 
Health; and

 Name, address, and phone number of the State Long Term Care Ombudsman 
Program



Other Requirement: Safe Discharge
Discharge location must be safe

 Questionable discharges:

 Hotel

 Shelter

 DSS

 Home of relative or friend

 Does the relative/friend want the resident in his/her home?

 Is the home safe for the resident?

Facility must engage in proper discharge planning!



Appealing Nursing Home Discharge In New York State
Step 1: Call New York State Department of Health (NYS DOH) and state you are 
appealing the discharge. (Be specific it is the same # as the complaint hotline!)
 1-888-201-4563

Step 2: NYS DOH will request a copy of the notice from the facility to review it 
for validity ‘on its face’.
 If notice is invalid, facility will be informed it cannot discharge resident

 i.e. Discharge location is “TBD”

 If valid Step 3

Step 3: NYS DOH Bureau of Adjudication
 Sets the date/time/place of the hearing before an Administrative Law Judge 

(ALJ)
 Hearing will typically be where the resident is located. 



Issue: “Patient Dumping” at Hospitals
When nursing home transfers the resident to a hospital and refuses to readmit them to the
first available bed.

Reasons why facility would do this?

 Resident (or family) is labeled as ‘difficult’ 

 Resident has ‘behaviors’ that the facility chooses not to properly treat/provide care for

Reason used by facility for discharge:

 Necessary for resident’s welfare and resident’s needs cannot be met 

 Safety/Health of individuals in facility is endangered

Things to remember:

 It is extremely rare that a discharge to a hospital is appropriate! 

 Decision to discharge a resident should not be made based on the time of transfer to the 
hospital!

 Discharge notice must be issued to the resident (and designated representative)!



Advocacy Tips
For Ombudsman Programs

 Track calls/complaints and look for patterns. 

 Reach out to Hospital Discharge Planner and explain resident right to return 
to the facility and appeal rights.

For Residents and Family/Supporters

 Assess: do I want to return to the nursing home? Are there other 
nursing homes that could provide better care and quality of life?

 If no: appeal the discharge notice to Department of Health

 Nursing home,  under pressure, may agree to accept resident prior to ALJ 
hearing. 

 Nursing home has to prove it conducted proper discharge planning.



Issue: Nursing Home        Nursing Home Transfer
 Common legal reasons for discharge that are used:

 Resident’s welfare and resident’s needs cannot be met at the facility. 

 Resident’s health has improved sufficiently so the resident no longer needs the services 
provided by the facility. 

 Transfer for Long Term Care “LTC” is not one of the 6 legal reasons a facility 
can move a resident to another facility. 
 Nursing homes cannot discriminate on basis of payer source.

 Every nursing home in NYS is dually Medicare & Medicaid certified. 

 This means if a resident exhausts his/her Medicare coverage of the nursing 
home stay and is now classified as someone who needs “LTC” or “custodial” 
care, the facility cannot claim they do not have any beds available for “LTC” 
and transfer the resident. 

Tips for ombudsmen and residents/family/supporters:
 If a resident is being transferred to another nursing home, ask why. 
 It is likely the transfer is inappropriate and resident is encouraged to appeal 

the transfer.



Issue: Discharge for Failure to Pay
10 NYCRR 415(h)(1)(i)(b)

 Transfer and discharge shall also be permissible when the resident 
has failed, after reasonable and appropriate notice, to pay for (or to 
have paid under Medicare, Medicaid or third-party insurance) a stay 
at the facility. 

 For a resident who becomes eligible for Medicaid after admission to a 
facility, the facility may charge a resident only allowable charges 
under Medicaid. 

 Such transfer or discharge shall be permissible only if a charge is not 
in dispute, no appeal of a denial of benefits is pending, or funds for 
payment are actually available and the resident refuses to 
cooperate with the facility in obtaining the funds.



Advocacy Tips
Is there a safe discharge location?

Prior to appeal/hearing - be proactive- ask questions!

 Why is the resident’s stay not being covered? 

 Financial exploitation by POA, family/friend?

 Insurance coverage denial?

 Resident refusing to cooperate?

At hearing: 

 Is there a dispute of the charges?

 Is there an appeal of a denial of benefits?

 Are funds actually available and is the resident refusing to cooperate 
with the facility in obtaining the funds?
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Improving Resident Care:
Information, Tools, & Resources
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+ www.nursinghome411.org
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http://www.nursinghome411.org/


+ Handouts 45



+ Fact Sheets 46



+ Issue Alerts 47



+ Webinars 48

Email SARA@LTCCC.ORG to receive invites or click on the YouTube icon on our 
website to visit our library of past programs.

mailto:sara@LTCCC.org
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Improving Care for Residents 
With Dementia:
Information, Tools, & Resources

49



+ #1 Point

Dementia 
“Behaviors”
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Communication=



+ The Dementia Care Toolkit

 What should I look for 
when assessing a 
facility? 

 What should I see going 
on in my facility?

 What do we have a 
right to expect before
drugs are given to a 
resident? 

 What do we have a 
right to expect after
drugs are given?

 And more!
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+ The Dementia Care Toolkit
 Dementia Car Considerations

 Dementia Care Practices

 Dementia Care & Psychotropic 
Drugs

 Non-Pharmacological Approaches 
to Dementia Care

 Resident Dignity & Quality of Life

 Standards for a Safe Environment

 Resident Assessment & Care 
Planning

 Care Planning Requirements

 Informed Consent

 Resident & Family Recordkeeping

 Standards for People Providing 
Care

 Standards for Nursing Home 
Services

 Standard of Care to Ensure 
Resident Wellbeing
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Thank you to the Fan Fox & Leslie R. Samuels Foundation for supporting the development 
of this toolkit, and to the family councils who welcomed us to their meetings!
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Making Your Voice Heard…
In the Nursing Home
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+ A Few Pointers…. 54

 Be polite. Most people want to do a good job. Nobody likes to be 
attacked, or feel badly about the job they are doing. Though it is 
upsetting to be receiving poor care, or to see a loved one suffer, it is 
important to remember our goal: to improve care or conditions for 
the resident.

 Know your rights. See LTCCC’s Learning Center for helpful fact 
sheets and other resources.

 Work together (whenever possible). 
1. Facility staff. Try to work cooperatively with staff. “These are 

my rights… how can we make it happen?”
2. Join the resident or family council. 

 Keep good records. It can be very hard to keep track of a 
concern or complaint, especially in a confusing or stressful 
situation. To help, LTCCC is putting together free, easy-to-use tools.



+ Who to Speak to…. 55

 Care staff. Start with those working closest to resident and 
work out from there. If a problem can be resolved with the 
cooperation of caregivers, great!

 Grievance officer. Every nursing home is now required to 
have a grievance officer who is responsible for taking 
complaints, leading any necessary investigations, and tracking 
them through to conclusion. Residents and their 
representatives have a right to a written decision.

 LTC ombudsman. The LTC ombudsman can help you to 
navigate and resolve problems. If your facility does not have a 
regular ombudsman visiting, you can contact the LTC 
Ombudsman office. 

 Resident & family councils. As noted above (and 
throughout our resources) participating in a resident or 
family council can be a very effective vehicle for raising 
concerns about care or quality of life in your facility in a 
constructive way.



+ Tools: Family & Ombudsman Resource Center 56



+ Tools: Forms & Resources Page 57



+ Resident Preferences Form
Additional topics covered:

 Personal background

 Sleeping

 Dressing

 Grooming

 Activities

 TV & Music

 Social interactions

 Religious/spiritual

Form is available in both PDF 
& Word formats. Add as little 
or as much information as you 
like.
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+ Resident Concern or Complaint Form 59



+ Fact Sheet: Resident Assessment & Care Planning 60



+ Resident Assessment Planning Form 61



+

Making Your Voice Heard…
Beyond the Nursing Home

62



+ Tell Your Story 63

Visit www.nursinghome411.org to fill out or download copies of the form.

http://www.nursinghome411.org/


+ Tell Your Story 64

Computer Screenshot iPhone Screenshot



+ Speak Out to Policymakers 65



+ Sample Alert 66



+ Coming Up 67

The Federal Nursing Home Requirements: 
Heading to Phase 3 Implementation (11/19)

August 20 at 1pm Eastern

Attend Any LTCCC Program in Two Easy Ways:

1) To join the online meeting, about five minutes before the scheduled time of the 
meeting, go to the link below and follow the prompts to join the meeting. 

Online Meeting Link: https://join.freeconferencecall.com/richardmollot.

2) To participate by phone, at the scheduled time of the meeting call (712) 770-
4010.  When prompted, enter the Access Code, 878277, followed by the pound (#) 
key. Press *6 to mute or unmute your phone line. 

If you would like to receive a copy of the webinar handouts, please email 
sara@ltccc.org (noting the date of the program).



+ Thank You For Joining Us Today!
Visit nursinghome411.org/join/ if you would like to…

 Receive alerts for future programs or

 Sign up for our newsletter and alerts.

You can also…

 Join us on Facebook at www.facebook.com/ltccc

 Follow us on Twitter at www.twitter.com/LTCconsumer

 Visit us on the Web at www.nursinghome411.org.
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For LTC Ombudsmen in NY State
If you would like us to let your supervisor know that 
you attended this training program, please take the 

quick survey at: 
https://www.surveymonkey.com/r/ltccc-ltcop1

For Family Members in NY 
State

connect with the Alliance of NY 
Family Councils at 

www.anyfc.org (or email 
info@anyfc.org).

https://nursinghome411.org/join/
http://www.facebook.com/ltccc
http://www.twitter.com/LTCconsumer
http://www.nursinghome411.org/
https://www.surveymonkey.com/r/ltccc-ltcop1
http://www.anyfc.org/
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Questions?
Comments?


	Slide Number 1
	What Will We Be Talking About TODAY?
	The Nursing Home Reform Law
	The Nursing Home Reform Law
	Persistent Problems
	Persistent Problems – Why?
	So, What Can WE Do?
	Dementia Care: �Highlights from the Presentation by Dr. Jonathan Evans
	What’s the Problem?
	What’s The Problem?
	Drugs Used to Try To Make People Behave
	Antipsychotic and Other Psychotropic Drugs In Dementia
	Antipsychotic And Other Psychotropic Drugs in Dementia
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Use of Antipsychotic Drugs Determined By Facility Culture
	Antipsychotic therapy and short-term serious events in older adults with dementia. Rochon PA et al, Annals of Internal Medicine May 2008.
	July 2012 OIG Report
	Antipsychotic and Other Drug Use in Dementia
	Behavior Case 1
	Slide Number 23
	Slide Number 24
	Behavior Case 2
	Behavior is Communication 
	Behavior is Communication
	Behavior is Communication
	General approach
	Taking a behavior history
	Behavior History cont’d
	Behavior as Communication
	Involuntary Transfer/Discharge:�Presented by Lindsay Heckler
	6 Allowable Reasons for Involuntary Discharge/Transfer
	Other Requirement: Written Notice
	Other Requirement: Safe Discharge
	Appealing Nursing Home Discharge In New York State
	Issue: “Patient Dumping” at Hospitals
	Advocacy Tips
	Issue: Nursing Home        Nursing Home Transfer
	Issue: Discharge for Failure to Pay�
	Advocacy Tips
	Improving Resident Care:�Information, Tools, & Resources
	www.nursinghome411.org 
	Handouts
	Fact Sheets
	Issue Alerts
	Webinars
	Improving Care for Residents With Dementia:�Information, Tools, & Resources
	#1 Point
	The Dementia Care Toolkit
	The Dementia Care Toolkit
	Making Your Voice Heard… In the Nursing Home
	A Few Pointers….
	Who to Speak to….
	Tools: Family & Ombudsman Resource Center
	Tools: Forms & Resources Page 
	Resident Preferences Form
	Resident Concern or Complaint Form
	Fact Sheet: Resident Assessment & Care Planning
	Resident Assessment Planning Form
	Making Your Voice Heard… Beyond the Nursing Home
	Tell Your Story
	Tell Your Story
	Speak Out to Policymakers
	Sample Alert
	Coming Up
	Thank You For Joining Us Today!
	Slide Number 69

