Appendix I: Glossary
Health Conditions
Dementia

A progressive, degenerative brain disease associated with
loss of memory and other cognitive abilities that tends to
occur in older age.

Alzheimer’s disease

The most common form of dementia.

Behavioral and

Neuropsychiatric symptoms that appear in most people with

psychological

dementia such as agitation, movement disorders, anxiety,

symptoms of dementia

elation, irritability, depression, apathy, disinhibition, and

(BPSD)

psychosis. They can be triggered by environmental, social,
psychological, and biological factors and are often treated
with drug-based and non-drug interventions.

Exclusionary diagnosis

The term used by federal government agencies, including the
Centers for Medicare & Medicaid Services and US
Government Accountability Office, to identify neurological
and psychiatric diagnoses—schizophrenia, Huntington’s
disease, Tourette syndrome, and initially but not currently
bipolar disorder—for which antipsychotic drugs are approved
in order to exclude them from calculations of the scope of
potentially inappropriate antipsychotic drug use in nursing
homes.

Schizophrenia

A chronic mental disorder with onset typically between the
ages of 16 and 30 that is associated with hallucinations,
delusions, dysfunctional thinking, movement disorders,
and/or a “flat” affect, possibly caused by imbalances in the
neurotransmitters dopamine and glutamate.

Bipolar disorder

A chronic brain disorder, also called manic-depressive
illness, that causes unusual changes in mood, energy, and
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activity levels, affecting sleep and the ability to perform daily
activities, and that can be accompanied by psychotic
symptoms like hallucinations and delusions.
Huntington’s disease

A rare genetic disorder causing progressive nerve cell
breakdown in the brain with typical onset between the ages
of 30 and 50. It is associated with personality changes,
impaired judgment, memory loss, movement disorders, and
slurred speech.

Tourette syndrome

A rare neurological disorder associated with involuntary
movements and vocalizations with typical onset between the
ages of three and nine.

Medications
Nonpharmacologic

Treatment that excludes the use of medications. Instead,

interventions for BPSD

treatment is based on ruling out underlying or environmental
causes of pain, distress, or unusual behavior. For symptoms
of dementia, nonpharmacologic interventions often include
behavioral and mood therapy, exercise, creating sleep and
other daily routines, reducing boredom or loneliness, and
ensuring consistent caregiver interactions.

Psychotropic drugs

Also called psychopharmacological medications or
psychoactive or psychodynamic drugs, a class of
medications affecting the brain, including antipsychotic
drugs, anti-depressants, anti-anxiety drugs, and hypnotics.

Antipsychotic drugs

A class of psychotropic medications that blocks dopamine
receptors, a neurotransmitter, in the brain. The first
generation of these drugs, termed conventional
antipsychotics, was developed in the 1950s and originally
used to treat schizophrenia. Examples include Haldol
(haloperidol), Loxitane (loxapine), Mellaril (thioridazine),
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and Thorazine (chlorpromazine). The second generation,
termed atypical antipsychotics, were developed in the 1980s
and in some cases are thought to have lesser side effects
than conventional antipsychotics. Examples include Abilify
(aripiprazole), Zyprexa (olanzapine), Seroquel (quetiapine),
and Risperdal (risperidone). Antipsychotic drugs are
approved to treat or manage symptoms of various forms of
schizophrenia, bipolar disorder, agitation, psychotic
disorders, Tourette syndrome, anxiety, autism, and
depression. Though unapproved for the purpose,
antipsychotic drugs are often used in people with dementia.
Side effects include neuroleptic malignant syndrome, a lifethreatening reaction associated with severe muscular
rigidity, fever, and altered mental status; tardive dyskinesia,
characterized by stiff, jerking movements that may be
permanent once they start; high blood sugar; low blood
pressure; stroke; heart failure; blood clots; movement
disorders; and visual disturbances, among others.
Antipsychotic drugs carry boxed warnings for use in older
people with dementia due to an increased risk of mortality.
Off-label use

The common and legal practice of prescribers writing
prescriptions for approved drugs not approved for the
particular use, condition, age group, dose, or form in which it
is being prescribed. Antipsychotic drugs prescribed to treat
symptoms of dementia is an off-label use.

Black box warning;

The strongest warning that the Food and Drug Administration

Boxed warning

can require drug manufacturers to include on product labels
to call attention to severe or life-threatening risks or adverse
drug reactions associated with the drug for particular uses or
in particular demographics.
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Long-Term Care Industry
Skilled nursing facility

A nursing home or part of a nursing home usually certified by
Medicare and/or Medicaid to provide skilled, often
rehabilitative, short-term care after a minimum three-day
hospital stay. By law, the quality of care and services must
be sufficient for recipients to attain or maintain their highest
practicable physical, mental, and psychosocial wellbeing.

Nursing facility

Used in the report to designate any nursing home (including
skilled nursing facilities). Technically, it is a nursing home or
part of a nursing home that meets certain health and safety
requirements to be certified by Medicaid and that provides
long-term care, including health care and assistance with
daily living, that cannot be provided in the community, and
that is sufficient for recipients to attain or maintain their
highest practicable physical, mental, and psychosocial
wellbeing. Nursing facilities provide nursing services,
specialized rehabilitative services, medically-related social
services, pharmaceutical services, dietary services,
emergency dental services, and others. States must make
nursing facilities available to people aged 21 and older,
although they predominantly serve older people.

Assisted living facility

A form of institutional long-term care regulated only at the
state level that does not provide medical services or as
intensive support for activities of daily living compared to
those provided by nursing homes.

Medicare

The primary provider of health insurance to people aged 65
and older in the US. It includes four parts: Parts A, B, C, and
D, covering hospital insurance (including the first 100 days in
a skilled nursing facility), medical insurance (such as
doctors, outpatient care, medical equipment, and preventive
services), private companies’ health plans (Medicare
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Advantage), and prescription drugs (including long-stay
nursing facility residents’ drug prescriptions), respectively.
Medicaid

The primary public health insurance program in the US for
people with low incomes, jointly administered by the federal
government and the states. It is the primary payer for longterm care.

Private insurance

In this context, payment for a nursing facility stay not based
on Medicare, Medicaid, or other source of public insurance.

Private pay

In this context, payment for a nursing facility stay not based
on insurance.

Long-term care:

The provision of supports and services for individuals with
disabilities or older people who require health care-related
assistance or assistance with activities of daily living. Longterm care may be provided in the home, in the community or
in institutional settings, such as board and care homes
(usually six-bed maximum), residential care facilities like
assisted living, and senior housing or retirement
communities. None of these long-term care options is
regulated in the same manner as skilled nursing facilities
and nursing facilities, and none provides the same level of
medical care as skilled nursing facilities.

Nursing Home Enforcement
Nursing Home Reform

A part of the 1987 Omnibus Budget Reconciliation Act, the

Act of 1987

federal law that amended the Social Security Act to regulate
skilled nursing facilities and nursing facilities and
established a residents’ bill of rights. Associated federal
regulations promulgated by the US Department of Health and
Human Services, revised in 2016, set out comprehensive and
detailed minimum health and safety standards as well as the
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parameters of federal and state enforcement of the federal
regulations.
Centers for Medicare &

The agency within the US Department of Health and Human

Medicaid Services

Services responsible for, among other things, regulating and

(CMS)

conducting enforcement, usually through state counterparts,
of the skilled nursing facility and nursing facility industry.

Food and Drug

The agency within the US Department of Health and Human

Administration (FDA)

Services responsible for, among other things, approving
drugs based on evaluations of safety and effectiveness, and
for requiring drug manufacturers to include certain
information and warnings on product labels. The FDA does
not regulate providers’ prescription practices once a drug is
approved for marketing.

F-tag

The term used to identify each of more than 150 criteria that
federal and state inspectors evaluate in their annual and
complaint-based surveys of nursing facilities certified by
Medicare and Medicaid: the primary means of conducting
enforcement. F-tags are related to the rights to be from
abuse, neglect, and exploitation; admission, transfer, and
discharge rights; resident assessment procedures and care
planning; quality of life standards; quality of care standards;
physician, nursing, behavioral health, pharmacy, laboratory,
dental, food, and rehabilitative services; nursing home
administration; emergency preparedness; quality assurance;
infection control; physical environment; and other subjects.

Deficiency citation

Federal and state inspectors’ indication of noncompliance
with federal regulations; the main method of conducting
enforcement of the industry. Deficiency citations may be
issued for any F-tag at one of three “scopes”—isolated,
pattern, or widespread—and one of four “severity” levels:
“no actual harm with only potential for minimal harm”; “no
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actual harm with potential for more than minimal harm”
(“results in no more than minimal physical, mental and/or
psychosocial discomfort to the resident and/or has the
potential (not yet realized) to compromise the resident’s
ability to maintain and/or reach his/her highest practicable
physical, mental and/or psychosocial well-being”); “actual
harm” (“results in a negative outcome that has compromised
the resident’s ability to maintain and/or reach his/her
highest practicable physical, mental and psychosocial wellbeing”); and “immediate jeopardy”.
Immediate jeopardy

The most serious type of deficiency citation for
noncompliance with federal regulations that “has caused, or
is likely to cause, serious injury, harm, impairment, or death
to a resident.” Immediate jeopardy deficiency citations may
be triggered by neglect and by psychological harm, which,
according to regulatory guidance, is treated just as seriously
as physical harm. Immediate jeopardy deficiency citations
merit the most severe penalties or “remedies,” including the
termination of the provider agreement or temporary
management of the facility within 23 calendar days if the
immediate jeopardy finding is not removed.

Unnecessary drugs

Any drug when used in excessive dose, including as a
duplicative drug therapy; for excessive duration; without
adequate monitoring; without adequate indications for use;
or in the presence of adverse consequences indicating dose
should be reduced or discontinued.

Chemical restraint

Any drug used for discipline or staff convenience and not
required to treat medical symptoms, where convenience
means the result of any action that has the effect of altering
a resident’s behavior such that the resident requires a lesser
amount of effort or care and that is not in the resident’s best
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interest. Discipline means any action by facility staff for the
purpose of punishing or penalizing residents.
Civil money penalty;

A monetary penalty that the Centers for Medicare & Medicaid

Civil monetary penalty

Services may impose against skilled nursing facilities and

(CMP)

nursing facilities for every day or every instance (of any
duration) of substantial noncompliance with federal
regulations (specifically, the Medicare and Medicaid
requirements of participation for long-term care facilities). A
portion of CMPs collected are returned to the state to
reinvest in the industry, according to established
parameters. They are the main sanction at the government’s
disposal to incentivize the industry to comply with the law.

Staff
Administrator

The person licensed to be responsible for skilled nursing
facilities’ and nursing facilities’ compliance with federal
regulatory standards; not necessarily a person with any
medical or nursing knowledge.

Medical director

A physician responsible for overseeing and coordinating the
medical care provided in a nursing facility, consistent with
professional standards of practice. Medical directors may
serve as attending physicians for individuals in their nursing
facilities as well.

Director of Nursing

A registered nurse who is required to work at least 35 hours

(DON)

per week unless the facility receives a waiver of this
requirement for skilled nursing facilities and nursing
facilities to oversee all nursing services.

Certified Nursing

A person who has been deemed competent after

Assistant;

successfully completing a nurse aide training or a

Certified Nurse Aide

competency evaluation program (or who is

(CNA)

contemporaneously enrolled in such a program and is a
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permanent employee of a nursing home in his or her first four
months of employment in the facility). CNAs provide the vast
majority of nursing services and assistance with daily care
needs to residents of nursing homes: feeding residents;
turning, positioning, and transferring residents; bathing and
toileting residents; and administering other medical
treatments under nurse supervision and physician orders, as
appropriate.
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Appendix 2: Key Data on States and Facilities Visited

State

Total # of

Total # of

# of long-stay

National

Percentage of

nursing

nursing

residents in

ranking in

total

facilities

facility

nursing

terms of # of

population in

in 2014

residents

facilities with

residents in

nursing

in 2014

a majority

nursing

facilities with

population >65

facilities with

majority

taking

majority

population >65

antipsychotic

population >65

taking

drugs without

taking

antipsychotic

an

antipsychotic

drugs without

exclusionary

drugs without

an

diagnosis

an

exclusionary

exclusionary

diagnosis

diagnosis

California

1,219

106,523

8,948

5

11%

Florida

689

76,985

10,623

4

17%

Illinois

762

74,576

8,788

6

17%

Kansas

344

18,424

2,550

27

18%

New York

629

108,291

11,999

2

14%

Texas

1,212

98,413

13,867

1

18%

Table 4. Key Data on Nursing Facilities, Residents of Nursing Facilities, and Antipsychotic Drug Use in
States Visited by Human Rights Watch328

328 Data from Centers for Medicare & Medicaid Services (CMS), “Nursing Home Data Compendium 2015 Edition,” 2015,

https://www.cms.gov/Medicare/Provider-Enrollment-andCertification/CertificationandComplianc/Downloads/nursinghomedatacompendium_508-2015.pdf (accessed September 11,
2017) pp. 22, 199.
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Graph 2. Proportion of Residents Given Antipsychotic Drugs without an Exclusionary Diagnosis in the
Facilities Visited by Human Rights Watch

“THEY WANT DOCILE”

122

Appendix 3: State-level Data on Antipsychotic Drugs in US Nursing Facilities

Graph 3: Proportion of Nursing Home Residents Given Antipsychotic Drugs, by State (2017)
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2011

2016

Percentage Point

Rate

Rate

Difference

Percent Change

LA

30.0%

18.8%

11.2%

-37.3%

TN

30.4%

18.5%

11.9%

-39.1%

GA

28.9%

19.2%

9.7%

-33.6%

TX

28.7%

18.6%

10.1%

-35.2%

AL

27.3%

19.0%

8.3%

-30.4%

AR

26.0%

15.4%

10.6%

-40.8%

MS

26.9%

19.8%

7.1%

-26.4%

UT

26.9%

16.0%

10.9%

-40.5%

ME

26.7%

17.3%

9.4%

-35.2%

VT

26.6%

16.7%

9.9%

-37.2%

CT

26.3%

16.2%

10.1%

-38.4%

MA

26.3%

17.9%

8.4%

-31.9%

NH

26.3%

17.0%

9.3%

-35.4%

KY

26.1%

20.0%

6.1%

-23.4%

ID

25.6%

16.5%

9.1%

-35.5%

MO

25.5%

18.6%

6.9%

-27.1%

OK

25.3%

19.8%

5.5%

-21.7%

AZ

24.7%

16.1%

8.6%

-34.8%

OH

24.6%

17.6%

7.0%

-28.5%

FL

24.5%

16.1%

8.4%

-34.3%

IL

24.1%

19.2%

4.9%

-20.3%

WA

23.0%

15.7%

7.3%

-31.7%

KS

23.8%

18.2%

5.6%

-23.5%

IN

23.5%

15.5%

8.0%

-34.0%

RI

23.1%

17.4%

5.7%

-24.7%

VA

22.8%

15.9%

6.9%

-30.3%

PA

22.5%

15.9%

6.6%

-29.3%

NV

22.4%

16.2%

6.2%

-27.7%

DE

22.3%

13.4%

8.9%

-39.9%

NM

22.3%

17.1%

5.2%

-23.3%

State
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NE

22.2%

18.4%

3.8%

-17.1%

MT

21.0%

14.8%

6.2%

-29.5%

WV

21.0%

15.6%

5.4%

-25.7%

DC

21.9%

12.6%

9.3%

-42.5%

SC

21.8%

14.6%

7.2%

-33.0%

IA

21.6%

14.7%

6.9%

-31.9%

NY

21.6%

14.3%

7.3%

-33.8%

NC

21.3%

13.8%

7.5%

-35.2%

SD

21.2%

16.0%

5.2%

-24.5%

CA

20.0%

11.0%

9.0%

-45.0%

CO

20.6%

15.1%

5.5%

-26.7%

ND

20.3%

16.8%

3.5%

-17.2%

OR

20.1%

14.6%

5.5%

-27.4%

MD

19.9%

13.8%

6.1%

-30.7%

WY

19.1%

13.3%

5.8%

-30.4%

WI

18.4%

12.7%

5.7%

-31.0%

NJ

18.3%

12.1%

6.2%

-33.9%

MN

18.2%

13.3%

4.9%

-26.9%

MI

16.1%

13.1%

3.0%

-18.6%

AK

12.0%

9.2%

2.8%

-23.3%

HI

11.2%

6.8%

4.4%

-39.3%

Table 5. Change in Average Proportion of Residents Given Antipsychotic Drugs, by State (2011 - 2016)
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Graph 4. State Reductions in Antipsychotic Drug Use, by State (2011-2016)
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Graph 5. State Reductions in Antipsychotic Drug Use, Percent Change (2011-2016)
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Appendix 4: Methodological Note on Data Analysis
All quantitative analyses Human Rights Watch developed in this report used data from the
Minimum Data Set, a federally mandated national database at the Centers for Medicare
and Medicaid Services which contains periodic, individual, clinical, comprehensive
assessments of all residents in Medicare and Medicaid certified nursing homes
transmitted electronically by nursing homes, as well as other self-reported and
governmental surveyor-reported data for all facilities in the country certified to receive
payment from Medicare and Medicaid.329
Despite the volume of publicly available data regarding nursing homes and antipsychotic
drugs specifically, a number of significant challenges arose in conducting quantitative
analyses. First, it is not possible to determine from a single publicly available data set
what proportion of all individuals in nursing facilities and without a diagnosis for which an
antipsychotic drug is approved by the Food and Drug Administration take such drugs.
Second, a significant amount of the data on nursing homes is self-reported by those
facilities. Numerous governmental and academic experts have recognized the inadequacy
and inaccuracy of this self-reported data—for example, data related to staffing levels. It is
possible that the distortions of self-reported data influenced the results of statistical tests
that Human Rights Watch ran.
Nonetheless, Human Rights Watch was able to produce several quantitative analyses for this
report, including to estimate the total numbers of people who receive antipsychotic drugs,
live in nursing facilities with a majority population over the age of 65, and do not have an
exclusionary diagnosis; and to analyze antipsychotic drug-related deficiency citations.

329 “Minimum Data Set 3.0 Public Reports,” CMS, last updated November 14, 2012, https://www.cms.gov/Research-

Statistics-Data-and-Systems/Computer-Data-and-Systems/Minimum-Data-Set-3-0-Public-Reports/index.html (accessed
September 11, 2017); “Nursing Home Compare Datasets,” CMS, https://data.medicare.gov/data/nursing-home-compare
(accessed September 9, 2017).
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Estimating the Number of Long-Stay Residents on Antipsychotic Drugs
The antipsychotic drug-related data on Nursing Home Compare is “risk adjusted”: any
resident with a diagnosis of schizophrenia, Huntington’s disease, or Tourette syndrome is
excluded from the numerator and denominator in calculating the proportion of residents
on antipsychotic drugs. The rationale is that these are conditions for which antipsychotic
drugs have been approved by the Food and Drug Administration. However, the data on the
number of residents within each nursing home is not risk-adjusted and includes those with
one of the aforementioned diagnoses. Therefore, a methodology was required to estimate
the number of people without one of these diagnoses who were given an antipsychotic in
each nursing home.
Human Rights Watch used the following methodology to calculate an estimate for the
number of long-stay residents who receive antipsychotic drugs every week without an
exclusionary diagnosis and applied the methodology to every facility that had a majority of
residents over the age of 65:
Quarterly facility-level data in Nursing Home Compare provide the total number of
residents in each facility, including those with schizophrenia, Huntington’s disease, and
Tourette syndrome. The proportion of residents with these diagnoses is not available at
the facility-level and is only available aggregated at the state level. The state level
averages of the proportion of residents with these diagnoses were applied to the facilities
within each state to estimate the facility population that does not have one of the three
diagnoses. Using the average of the most recent four quarters of reporting, the facility level
rate of antipsychotic use in the previous seven days was applied to the estimated facility
resident population without the three diagnoses.

Estimating the Change in Antipsychotic Use Rates in Relation to
Antipsychotic-related Deficiency Citations
Human Rights Watch identified the narrative descriptions of 28,129 drug related
deficiencies handed out by government inspectors to nursing facilities across the country
between January 1, 2014 and June 30, 2017.330 The actual inspection text was then analyzed

330 CMS, “Full Text of Statements of Deficiencies – August 2017” in “Five-Star Quality Rating System,”

https://www.cms.gov/medicare/provider-enrollment-and-certification/certificationandcomplianc/fsqrs.html.
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to determine the presence of words related to antipsychotics. Search terms included the
term “antipsychotic” as well as a list of commonly prescribed antipsychotics, as well as
misspellings of these words found in the data (see Table 6 on the next page). Of the over
28,000 drug related deficiency narratives, 25 percent contained at least one of the search
terms. (In a minority of cases, an antipsychotic-drug related term appears in the narrative
without being the basis for the citation.) Rates of antipsychotic use were then compared
for a subset of 4,221 unique facilities that received a cumulative 5,880 antipsychotic
related deficiencies.331 In the year following an antipsychotic related deficiency citation,
facilities reduced their antipsychotic use rate by 1.5 percentage points.332 Facilities
reduced their rates of use at the greatest rate during the last half of 2015.

331 Analysis required facilities to have four consecutive quarters of antipsychotic use data both before and after receiving an

antipsychotic related deficiency.
332 Mean = -1.57 percentage points; median = -1.02 percentage points.
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abilfy

antipsychoyic

clozaril

procholoperazine

risperodone

abilifiy

antipsycotic

clozepam

prolixen

seroguel

abilify

antipsyhchotic

closzepine

prolixin

seroqel

Abilily

antipsyhotic

compazine

quetapine

seroqeul

abilitfy

antipsypsychotic

fluphenazine

quetialine

seroqued

anipsychotic

antipsyschotic

geoden

quetianpine

seroquel

anitipsychotic

antipsyshotic

geodon

quetiapene

seroquelå

anitipsychotics

antipychotic

geodone

quetiapin

seroquesl

anitphychotic

antipychotics

haldol

quetiapine

seroquil

anitpsychotic

antipyschotic

haldol1mg

quetiapine100

seroqul

anitpsychotics

antipyschotics

haldoperidol

quetiapine125

stelazine

anitpsycotic

antipyshcotic

haloperidal

quetiapinefumarate

thioridazaine

antiphsychotic

antipysychotic

haloperidol

quetiiapine

thioridazine

antiphychotic

antipysychotics

haloperiodol

quetipiane

thioridine

antiphyschotic

antispcyhotic

halperidol

quetipine

thiothixene

antipschotic

antisphychotic

loxapin

rispderal

thorough

antipscychotic

antispsychotic

loxapine

rispderdal

trifluoperazine

antipscyhotic

antispychotic

loxipine

rispedal

trifuridine

antipshchotic

antispychotropic

loxitane

rispeidone

trilafon

antipshychotic

antisychotic

loxopine

risperadal

trilafor

antipsyc

antopsychotic

navane

risperadol

ziprasadone

antipsych

antpsychotic

olananzapine

risperadone

ziprasiadone

antipsychcotic

antrpsychotic

olanazapine

risperal

ziprasidone

antipsychiatic

antypsychotic

olansapine

risperdal

ziprosidone

antipsychiatric

antypsycotic

olanzaoine

risperdalconsta

zxprexa

antipsychiotic

aripazole

olanzapin

risperdalå¨

zyperexa

antipsychoactive

aripiprazole

olanzapine

risperdione

zypexa

antipsychoic

aripiprozole

olanzepine

risperdol

zyprex

antipsychoitc

aripirazole

olanzipine

risperdone

zyprexa

antipsycholic

aripprazole

olazapine

risperedal

zyprexia

antipsychotic

ariprazole

perphanazine

risperidal

zyprexis

antipsychoticd

aripriprazole

perphenazine

risperidione

zypreza

antipsychoticon

ariprirazole

perphenzine

risperido

zyprezia

antipsychotics

chlorpromazine

pimozide

risperidol

zyxprea

antipsychotive

clozapin

prochloperazine

risperidone

antipsychotropic

clozapine

prochlorperazine

risperiodone

Table 6. Search Terms Used to Filter Narrative Deficiency Reports for Antipsychotic Drug-related Deficiency
Citations
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Appendix 5: Correspondence with CMS
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Appendix 6: Correspondence with LeadingAge
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Appendix 7: Correspondence with American Health Care Association
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Appendix 8: Informed Consent Documents
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