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Executive Summary

Background: As the U.S. population ages, an increasing number of Americans and their
families will consider nursing homes as a care option. Mistreatment in the nursing home (either
abuse or neglect) is a common topic in the press, but the subject has received very little research
attention until recently. In an effort to identify mistreatment-related deaths, an Arkansas law
enacted in 1999 mandated the reporting of all nursing home deaths to the local coroner. In
Pulaski County, Arkansas, this law has resulted in thousands of on-site death investigations. This

project is a follow-up to a previous NIJ-funded project, continuing to explore the potential

___impact of the law and examining nursing home deaths in more detail.

Methods: We first expanded our database and analysis of Pulaski County Coroner’s Office
investigations, abstracting and analyzing all records from 1999 through 2004. In addition to this,
cases from the Pulaski County Coroner’s Office were matched with Minimum Data Set (MDS)
data from each resident and facility to identify MDS items associated with higher suspicion for
mistreatment. We then used MDS and nursing home deficiency data to examine trends in nursing
home care quality inside and outside Pulaski County. We also surveyed coroners throughout
Arkansas to learn more about the potential generalizability of these death investigations outside
Pulaski County. Finally, a case series of autopsies from Pulaski County contributed to our
knowledge base of recognized and unrecognized pathologic findings in nursing home decedents.
Results: From 1999 through 2004, there were 3,174 nursing home death investigations by the
Pulaski County Coroner’s Office. Ninety-two cases (2.9% of all investigations) were referred to
the Attorney General or Office of Long-Term Care for suspicion of mistreatment. Factors
associated with such referral were family dissatisfaction with care, minority race, tube feeding,

the presence of a severe pressure sore, or a recent ostomy (colonostomy, tracheostomy, etc.).



Using preexisting MDS and nursing home deficiency data, we identified no differences in care
quality indicators between Pulaski County and other Arkansas counties over this time period.
The coroners from other Arkansas counties who returned our survey (response rate = 43%)
reported that efforts are being made to enforce this law, but barriers such as lack of staff and
funding limit their ability to conduct on-site investigations.

Twenty complete autopsies in Pulaski County were included in our case series. Consent
rates were less than anticipated. Thirteen (65%) of the autopsy cases had a significant findings
only made post-mortem, while 4 (20%) had a major ante-mortem finding which could not be

substantiated post-mortem. Two decedents with undiagnosed etiologies for their dementia were

—discovered. Recent and remote cerebrovascular accidents (strokes) were seen in 5 (25%) of the

autopsies. Five decedents with cancer (25%) were identified, including two not diagnosed in life.
Three cases (15%) were accidental deaths due to consequences of falls in a nursing home. Only
one case of serious (Grade III-IV) pressure ulcer was seen in a decedent, who was non-
ambulatory after at least two falls.

Discussion: This multi-method study furthers our understanding of nursing home deaths and
their investigations in several ways. We have added to the list of factors associated with a higher
level of mistreatment suspicion by death investigators. The coroner survey contributes further
insight into the prevailing attitudes and knowledge base regarding nursing home mistreatment,
and it outlines some of the formidable barriers to generalizing such investigations to other
locations. The diagnostic discrepancies uncovered in our autopsy case series underscore the
importance of autopsies in the death investigation process. Despite the lack of evidence for care
improvement as a result of this law, our study was limited by the use of retrospective and self-

reported data. Therefore, the possibility of an undetected impact on care quality remains.
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Mandatory Reporting of Nursing Home Deaths: Markers for
Mistreatment, Effect on Care Quality, and Generalizability

1. Introduction

More than two-fifths (43%) of all persons who turned 65 in 1990 or later will stay in a
nursing home before they die.' This places millions of older adults at risk for abuse or neglect by
caregivers outside of the family. It is estimated that between 1 and 2 million older Americans
suffer acts of mistreatment every year, and the actual figure is probably much higher since most
episodes are unreported.> This estimate is comparable to that for child abuse or neglect, yet the
young victims of mistreatment have received far more attention from researchers, clinicians and
policy makers.>® An enormous body of literature on the detection, prevention and treatment of
child abuse or neglect has emerged since Kempe published his landmark study on the battered
child syndrome in 1962.” In contrast, elder mistreatment has received relatively little attention
since the first reports of “granny-battering” in the 1970s.*'"' Standardized definitions of elder
mistreatment were only published in 1993.'* Researchers are beginning to establish the
detrimental health effects of abuse and neglect, such as frequent emergency department visits
and a threefold increase in mortality.'>'*

Even less is known about elder mistreatment in residential long-term care facilities,
where over 2.5 million older Americans live.'”"” We know this sizeable population has
significant risk factors for mistreatment — including cognitive impairment, behavioral
abnormalities, or functional limitations — that may lead to premature death.>"*® This
vulnerability is heightened by the fact that many residents in nursing homes are unable to or are

fearful of reporting abuse or neglect.?**” Anecdotal reports and small surveys from nursing

: - - 9-11,26-31
homes suggest mistreatment of residents may be severe and widespread. A recent survey



of 80 nursing home residents in Georgia found that 44% of the residents reported they had been
abused, and 95% reported they had experienced or witnessed neglect.?® Although this was not a
random sample of residents, these troubling findings are unfortunately substantiated by a 1987
survey of nursing home staff.’' The researchers surveyed staff from 31 facilities and found that
more than one-third (36%) had witnessed at least one incident of physical abuse during the
preceding 12 months. Ten percent of the staff members surveyed reported they had committed
such acts themselves. In addition, 81% of the staff reported that they had observed and 40% had
committed at least one incident of psychological or verbal abuse during the same 12-month time
period. An analysis report by the Special Investigations Division of the House Committee on
——Government Reform of the federal Online Survey, Certification, and Reporting (OSCAR)
database in 2001 asserts that abuse of residents “is a major problem in U.S. nursing homes.”*?
The report concluded that during a two-year period, nearly one-third of all certified facilities had
at least one abuse violation that was potentially or actually harmful. In summary, while there
have been no definitive studies on the prevalence of abuse and neglect of nursing home residents,
there is credible evidence that the problem is significant. A systematic review of nursing home
mistreatment co-authored by two of this project’s investigators is in press.’> Many issues remain
unclear, including markers and risk factors for severe or fatal mistreatment.

Until recently, there was no process in place to systematically review nursing home
deaths and investigate for signs of abuse or neglect, but a state law now offers us this
opportunity. In 1999, Arkansas enacted a law that requires all deaths in long-term care facilities
to be immediately reported to the appropriate coroner.>* Deaths of long-term care facility

residents who die in a hospital within five days of transfer must also be reported. Mark Malcolm,

Coroner for Pulaski County, Arkansas, was instrumental in this law’s development. In his



testimony before the U.S. Senate Special Committee on Aging on March 4, 2002, Mr. Malcolm
reported that he and his staff had conducted approximately 2400 nursing home investigations.”
From 1999 to 2003, 90 cases were referred to the State’s Attorney General and the Office of
Long-Term Care for further investigation. The outcome of these investigations are the subject of
a U.S. General Accounting Office report released in November 2004.*® In most other Arkansas

counties, the law is not as strongly enforced.

Previous NIJ-Funded Project: In late 2002, our team began an exploratory project entitled,

“The Role of Forensic Science in Identification of Mistreatment Deaths in Long-Term Care

Facilities.”” Focusing upon Pulaski County, Arkansas, where investigations into nursing home

deaths have been taking place since July 1999, we used a mixed method approach to examine the
law’s enforcement, effects and generalizability. We conducted exploratory interviews with Mark
Malcolm and his staff of four current and former investigators for Pulaski County. These one-on-
one interviews mapped the process of the nursing home death investigation procedures, gathered
impressions about markers that might indicate mistreatment, and outlined barriers and facilitators
to conducting these investigations. We also collected and abstracted nursing home death
investigation reports from Pulaski County for the year 2001 (n=495), comparing the 21
decedents referred for suspicion of mistreatment and those who were not referred. Finally, a
series of focus group interviews with medical examiners, coroners and geriatricians from across
the country were conducted in order to determine the current state of forensic investigation of
institutional deaths in the United States. Topics included the definition of institutional
mistreatment, the identification of indications (if any) for death investigations of nursing home

residents, and the perception of barriers that complicate the death investigations.



From the interviews with Mr. Malcolm and his staff, we gained a solid understanding of
how this law works from the perspective of the Pulaski County investigators. In Pulaski County,
over 90% of the nursing home deaths receive an on-site investigation, including an examination
of the body for obvious signs of injury, photographs of the scene, record review, and interviews
with staff. The investigators often interview family members and physicians as well if they feel
further information or clarification is needed. If the investigator finds causes for suspicion of
mistreatment, the body is transported to a central facility while the information is forwarded to
the Arkansas Attorney General (AG) and Office of Long Term Care for further investigation.
Besides obvious injuries such as pressure sores and bruising, investigators also reported that their
suspicion is heightened by a general lack of cleanliness of the body or room, inconsistencies in
the medical record or staff interviews, and family dissatisfaction. Respondents also provided
their impressions of how Pulaski County nursing home staff initially reacted to their presence, as
well as opinions as to why coroners in other Arkansas counties are not enforcing this law.

Another striking issue expressed in the investigator interviews was the law’s possible
impact on care quality in Pulaski County. The law was originally written and enforced in order to
locate nursing homes providing substandard care. While that is still an intention, respondents felt
strongly that the consistent presence of the coroner and his investigators has helped to improve
care in Pulaski County nursing homes. According to them, the general appearances of the bodies
and scenes have improved over the last eight years, and the percentage of cases referred to the
AG since 1999 has decreased. In 1999, there were 21 referrals from July 1 to December 31.
From 2000 to 2002, annual referrals decreased from 23 to 21 to 19, despite an increasing number

of nursing home beds. In 2003, there were only 6 referrals. This decrease may indicate better



care, but a comparison to changes in other Arkansas counties is necessary before the
enforcement of the reporting law is attributed as a contributing factor to these improvements.

Abstraction and analysis of the year 2001 investigation records revealed some factors
associated with increased likelihood of AG referrals. AG referrals were more likely when
pressure sores or family dissatisfaction was noted, or when the decedent was African-American
or enrolled in hospice care. However, the relatively small number of cases that were referred to
the AG (n=21), limited the power of our comparisons. More data were needed to allow for
significance testing and multivariate analysis.

Finally, the focus groups confirmed that coroners, medical examiners and geriatricians do

——not feel there are clear definitions and perceptions of elder mistreatment. For many of the

geriatricians, this creates an immediate problem in terms of reporting cases that have the
potential of mistreatment. For coroners and medical examiners, barriers exist at multiple levels,
including attitudinal issues, staffing limitations, and lack of cooperation from nursing homes. In
addition to these barriers, the jurisdictions of coroners and medical examiners across the United
States vary. The implementation and enforcement of a national or even state-based
investigational standard would be difficult. Based on these findings, it appeared that more data
were needed to understand the context for mistreatment in the nursing home, and to provide
workable definitions of elder mistreatment in this setting.

Building on the findings of the previous project, we proposed this project with three
specific aims in mind:

Aim #1: Further elucidation of markers for elder mistreatment
Markers for elder mistreatment were suggested in our previously cited NI1J project, and

with this project we significantly expanded our database and analysis. All investigation records



from the Pulaski County Coroner’s Office from 1999 through 2004 were abstracted and analyzed
for findings associated with suspicion for mistreatment. In addition to this, referred cases from
the Pulaski County Coroner’s Office were matched with Minimum Data Set (MDS) data from
each resident and facility to identify MDS items associated with higher AG referral rates.
Additionally, a case series of autopsies from Pulaski County contributed to our knowledge base
of recognized and unrecognized pathologic findings in nursing home decedents.

Aim #2: Identification of the presence or absence of an effect on

quality of care in Pulaski County as a result of the law

Given the reported improvement observed at the on-site investigation scenes over the past

eight years, the Pulaski County investigators believe the enforcement of the reporting law is
contributing to care improvements in nursing homes. In order to determine whether this is the
case, we aimed to identify markers of care quality in Pulaski County over the course of this law’s
enforcement, and compare these markers with data from an Arkansas county where the law is not
strongly enforced. This included analysis of Pulaski County investigation records, MDS
information, and nursing home deficiency report data.

Aim #3: Development of an adaptive investigative model for use by

coroners and medical examiners in a variety of geographic areas

(proposed under the assumption that an effect on quality of care

would be identified)

If this law is, in fact, deterring poor care in nursing homes while providing more

information about markers for mistreatment, greater enforcement in other Arkansas counties will
be important. Other states are also considering similar laws and/or starting elder fatality review

teams. However, previous interviews with the Pulaski County Coroner and his staff, as well as



national focus group discussions, revealed that significant barriers exist to the enforcement of
this law and generalizability to other locations. Over the course of this study we developed,
distributed and analyzed a survey of Arkansas coroners to further outline these barriers and test
the Pulaski County staff’s assumptions. In addition, regarding Specific Aim #2, if evidence was
found that care quality had improved in Pulaski County, this would be a powerful motivator for
more widespread death investigations in the nursing home setting. However, as will be detailed
in this report, we have not found such evidence, and therefore the investigative model for other
coroners and medical examiners has been deferred for now.

Since the different methodologies used in this project each related to these three aims in

- varying degrees, the remainder of this report is organized according to these methodologies.

2. Coroner Investigation Findings Associated with Suspicion for
Mistreatment

2.1 Design and Methods

All nursing home death investigations from Pulaski County, Arkansas from July 1, 1999
(the beginning of the mandatory reporting law’s enforcement period) through December 31,
2004 were obtained from the Pulaski County Coroner’s Office. Details of the investigations
(including demographic information, facility characteristics, and investigation findings) were
abstracted and entered into an Excel database. Suspicion of mistreatment was determined by
coroner referral to the attorney general and/or medical examiner. Statistical Package for the
Social Sciences (SPSS) software was used for statistical comparisons between referrals and non-

referrals.



2.2 Results

During this 5.5 year period, there were 3,174 nursing home death investigations by the
Pulaski County Coroner’s Office. In 684 cases (21.5%), the resident had been transferred to a
hospital within the prior 5 days and died there. The decedents were primarily white and female
(82.2% and 66.6%, respectively). The average age was 83.3 years. In 18.8% of the cases,
coroners spoke to family members. In 8.4% of those cases in which family discussions took
place, at least one family member expressed dissatisfaction with the quality of care received.
This dissatisfaction could have included specific complaints about certain aspects of care (such

. s nutrition or cleanliness) or a more general sense of overall dissatisfaction.

At least one pressure sore was noted in 831 (26.2%) of the cases, an identical percentage
to that found in the previous study using one year of data. Among those 831 decedents, 181
(21.8%) had three or more pressure sores present. The most frequently occurring locations for
pressure sores were the foot (492 sores, including those on the heels and toes), coccyx/sacral area
(381), buttocks (250), ankles (110) and hips (95). Staging of the sores (or any other measure of
the severity and depth of the sores) was not provided in the reports. Acknowledgement of the
sores by the nursing home staff and/or the presence of a treatment plan were also not routinely
reported. Minority race was associated with a higher percentage of decedents with a pressure
sore (37.7% vs. 23.7% of Caucasian decedents, p<.001). Pressure sores were present in 48.0% of

cases where family members were dissatisfied with care, but they were present in only 23.5% of

cases where family members were satisfied (p<.001, see below).



Family Satisfaction vs. Presence of Pressure Sores
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Ninety-two cases (2.9% of all investigations) were referred for suspicion of mistreatment.

Thirty-six percent of the cases in which a family member was dissatisfied (18 out of 50) were

referred, versus 1.4% of cases in which family members were satisfied (7 out of 514; p<.001).

Although only 17.8% of all decedents were of a minority race, 34.1% of the referred cases

involved minorities (p<.001, see below).
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Pressure sores were associated with an increased referral rate. Although 26.2% of all
investigated decedents had at least one pressure sore, there was a pressure sore present in 62% of

the referred cases (p<.001, see below).
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2.3 Discussion

This expansion of the original one-year database to a 5.5 year database supported and
strengthened the original findings of minority race, family dissatisfaction and the presence of
pressure sores as the main factors associated with suspicion for mistreatment. Although the
small referral number limits our ability to identify the independent risk factors, it appears that
these factors are linked to each other. Among the 92 referred cases, over one third (39%) had at
least two of the above factors (minority race, family dissatisfaction, or a pressure sore) present.
The temporal relationship of these factors (i.e. whether the presence of a pressure sore preceded

and led to the family’s dissatisfaction) could not be ascertained with these data. Likewise, we do

10



not know if the association between minority race and pressure sores is due to worse health
status on admission to the nursing home or to poorer care quality while in the nursing home. This
finding suggests another potential example of an important racial care disparity that merits

further study.

3. Linkage and Analysis of MDS Data and Deficiency Reports

3.1 Design and Methods

The Minimum Data Set is concisely defined at the website for the Centers of Medicare
and Medicaid Services (CMS, at http://www.cms.hhs.gov/MDSPubQlandResRep/):

The Minimum Data Set (MDS) is part of the federally mandated process for

clinical assessment of all residents in Medicare or Medicaid certified nursing

homes. This process provides a comprehensive assessment of each resident's

functional capabilities and helps nursing home staff identify health problems...

MDS assessments are required for residents on admission to the nursing facility

and then periodically, within specific guidelines and time frames. In most cases,

participants in the assessment process are licensed health care professionals

employed by the nursing home. MDS information is transmitted electronically by

nursing homes to the MDS database in their respective States. MDS information

from the State databases is captured into the national MDS database at CMS.

For our MDS and deficiency analysis, we used the same records as those discussed in
Section 2, in addition to 40 additional records which had initial data collected but no on-site
investigation (total n = 3214). We extracted 1.2 million assessment records applicable to 123,000
Arkansas nursing facility residents from 1998 through Feb. 2006 from the national Minimum
Data Set (MDS) database. Each full MDS assessment provides 529 MDS items. To match the

MDS records to the death records (a methodology piloted in our previous NIJ study), we used six

resident identification fields common to both databases: social security number (SSN), last name,

11



first name, birth date, sex and date of death. The resident identifiers from most recent MDS
record for each of the 123,000 residents were extracted.

Each death record was compared to each of the 123,000 MDS residents. A score
reflecting the strength of the match was assigned to each possible pairing based upon which
identifiers matched (10,000 points for SSN, 1,000 for last name, 1,000 for birth date, 100 for date
of death, 10 for first name and 1 for sex). If the maximum matching score was unique, that match
was accepted. Of the 3,214 death records, 562 had no MDS matches or an ambiguous MDS
match. None of the ambiguous matches matched on SSN. Of the 2,652 unique MDS matches,
2,429 had matching SSNs while the remaining 223 matched on both last name and date of birth.

We constructed an analytic file for the 2,652 residents with unique MDS matches. Each
record of this file contained fields from the death record abstracts plus MDS items from the most
recent MDS record (which might simply be a discharge tracking record), the most recent two
assessments and the most recent full assessment. Since the most recent two assessments likely
include a partial quarterly assessment, only the 140 MDS items available on a quarterly
assessment were posted. All items were posted from the most recent full assessment. Logistic
regression was used to identify independent MDS items associated with a higher likelihood for
suspicion of mistreatment. Given the small number of referred cases and hundreds of candidate
explanatory variables, it was expected that many MDS items would appear to be highly
correlated with referral even if there is actually no relationship. Therefore, only those MDS items
with very small p-values (<0.0001) were given serious attention as predictors of referral.

We also tabulated facility-level quarterly Quality Indicator / Quality Measure (QIQM)
values from the first quarter of 1999 through the third quarter of 2006. QIQMs are generated

from specific responses to MDS elements and identify residents who either have or are at risk for

12



specific functional problems needing further evaluation. The results for facilities in Pulaski
County were compared to those for facilities elsewhere in Arkansas, quarter by quarter. The
QIQMs included 26 standard measures (some split between high-risk and low-risk residents)
plus two aggregate measures developed for this analysis. QIQM #27 was calculated for each
facility and quarter as the average of the statewide percentile rankings of the 26 standard QIQMs
for that facility (excluding the composite values for the risk-adjusted QIQMs). QIQM #28 was
computed as the percent of QIQM:s for the facility that exceed the statewide 90" percentile.
Tabular and graphical presentations of the individual and aggregate QIQM results over time for
facilities inside and outside Pulaski County were constructed.

7777777777777 We assembled deficiency citations for the most recent survey date prior to each calendar
year end from 1999 through 2006. Facilities without a survey in the 18 months prior to each
year end were excluded from that year’s tabulations. Deficiencies were classified as “Health
Deficiencies” if the scope/severity category was “B” or greater. “Severe Health Deficiencies”
included those in categories at or above “F” except for “G”. “Substandard Care Deficiencies”
include severe health deficiencies in F-tag categories “0221” to “0225”, “0240” to “0258”, or

“0309” to “0333”. Average deficiency counts by type for Pulaski County facilities and statewide

facilities were tabulated and the ratios of Pulaski to statewide values were graphed by year.

3.2 Results

Based upon information from the most recent matching MDS record, additional cases
were dropped from subsequent analysis. Only cases where the latest MDS record indicated death

within 31 days (before or after) of the abstracted date of death or discharge within the 100 days

13



prior to the abstracted date of death were retained. This reduced the number of cases from 2,652
to 1,862, of which 63 were known referrals for suspicion of mistreatment.

We investigated MDS items from the most recent assessment, changes in items from the
most recent two assessments and items from the most recent full assessment. Using our
conservatively low p values for statistical significance, only cases with level 4 pressure sores, or
with tube feeding, or with recent ostomy (and artificial orifice, such as a colostomy or
tracheostomy) appeared to exhibit unusually high independent correlation with suspicion for
mistreatment.

Results for our QIQM analysis are listed in Appendix A. Although some indicators did
“change over time throughout the state, we found no significant trends for change over this time
period that were different in Pulaski County compared with other Arkansas counties. The same is

true for deficiency surveys, shown on the last page of Appendix A.

3.3 Discussion

Although the fivefold expansion of our database increased the power of our analysis, the
resultant number of referred cases included in this MDS analysis was still relatively small.
Nevertheless, the identification of severe pressure sores, tube feeding and/or recent ostomy
creation suggests that residents with these conditions merit careful consideration and clear
documentation of care. Regarding the facility analyses of QIQMs and deficiency reports, we
were somewhat surprised to find no temporal changes within Pulaski County that differed from
other Arkansas counties. We continue to consider other measures of care quality which could be

collected and analyzed.
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4. Mailed Survey to Arkansas Coroners

4.1 Design and Methods

The survey was developed based on the results of the previous research conducted in
Pulaski County on the implementation and impact of this law. In addition to general information
about the coroners and their offices, this survey collected attitudes about, awareness of, and
enthusiasm for the mandatory reporting law, thereby gauging the potential acceptance and
generalizability of a nursing home death investigation protocol. County coroners and their
addresses were located through a state website (http://www.arcounties.org/counties/). Surveys
were mailed to all coroners, followed by a reminder postcard. A second mailing of the survey
o ﬁoccurred approximately one month after the initial mailing. Responses were entered into a
database and analyzed using SPSS. Responses to open-ended questions were read independently
by Drs. Lindbloom and Brandt for content and organized into categories. Not all questions were

answered by all respondents. In some cases, the respondent chose not to respond and in other

cases, the question was not appropriate for that individual.

4.2 Results

Out of 74 coroners (the Pulaski County Coroner was not mailed a survey due to the
involvement that office has had with previous research), we received 32 surveys (43.2%
response rate).

Characteristics of Arkansas County Coroners and Their Offices

Respondents were asked how long they had been county coroners. Of the 31 respondents

who answered this question, 54.8% (n=17) had been in the position for more than 10 years,

22.6% (n=7) had been in the position for six to ten years, and 22.6% (n=7) had been in the
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position for one to five years. All the respondents had been elected into the position. Of 31
respondents, 71.0% (n=22) were funded on a part-time basis and 29.0% (n=9) were full-time.
Most of the respondents had occupations beyond that of being a coroner. Twenty (20)
respondents indicated that they were funeral home owners/directors and 6 stated that they were
embalmers or morticians. The following table provides the occupations mentioned and the

number of individuals who noted them.

Occupation Number
Funeral home owner/director 20
Embalmer/mortician 6

Law enforcement/fire fighter/EMT 4

Health care provider (physician, RN) 3

Other (real estate, insurance, state employee) | 3

Flectrician 2

Mechanic 1

Respondents were asked about the number of personnel in their offices. Slightly over 80%
(80.6%, n=25) of the respondents had 5 or less employees in their offices, while the remainder
had from 6 to 12 additional personnel. The average number of additional personnel was 3.5.
Respondents were also asked how many administrative staff (e.g., secretaries) were employed in
their offices. Over half of the respondents (56.7%, n=17) had no administrative staff and 33.3%
(n=10) had 1 administrative staff person. The range was 0 to 3.

Nursing Homes and the Arkansas Nursing Home Law
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In 1999, Arkansas enacted a law that requires all deaths in long-term care facilities to be
immediately reported by the facility to the appropriate coroner or medical examiner, who should
then conduct an investigation. If any evidence of mistreatment (abuse or neglect) is found, the
case should be forwarded to law enforcement and the appropriate prosecuting attorney.

Several survey questions were asked in regard to this law. First, respondents were asked if they
were aware of this law. Of the 32 who responded to this question, only one indicated that they
were not aware of the law. Next, respondents were asked about the responsiveness of their
county nursing homes to the law. Most respondents (87.5%; n=28) indicated that nursing homes
contact them after every nursing homes death. Three respondents stated that nursing homes
 contact them some of the time.
Respondents were also asked about their office’s responsiveness to this law. A majority (58.1%;
n=18) stated that they had performed more than 20 nursing home death investigations. However,
22.6% (n=7) had performed no investigations. The remaining respondents (n=6; 19.3%)
performed from 1 to 20 investigations. 66.7% (n=20) of the respondents stated that of the
investigations they had performed, all had occurred after the passage of the law while 20.0%
(n=6) stated that they had not performed any investigations. The remainder of respondents (n=4)
indicated that either slightly more or less than half of their investigations had been performed
post passage of the law.
The respondents were asked if they knew what procedures to follow when the law was initially
passed. 71.0% (n=22) indicated that they did while 29.0% (n=9) said they did not. If they had
problems during the initial implementation of the law, respondents were asked to specify the
problems they had in following procedures. The main problems listed were:

e the nursing homes were unaware of the law;
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e the nursing homes were unwilling to provide the coroner with the decedents’
paperwork;
o the expectations of the coroner were not clear;

¢ the lack of funding for this law makes the investigations difficult to conduct.

Respondents were provided a description of Pulaski County, Arkansas’ death investigation
procedure. The respondents were asked if they follow this procedure. 43.8% (n=14) said they
did, 43.8% (n=14) said they follow a different procedure, 2 indicated that they follow a similar

procedure, and 2 stated that they do not conduct death investigations.

~ Respondents were then asked a series of questions regarding their ability to perform nursing

home death investigations. The first question addressed each coroner’s ability to conduct death
investigations on al/ nursing home deaths. 64.5% (n=20) said they were able to, 29.0% (n=8)
said they were not, and 2 respondents said they were unsure. The respondents were then asked
what resources would be needed in order to conduct nursing home death investigations on all
deaths. Four options were offered: more staff, training, funding, and medical knowledge.
Respondents were instructed to select all that applied. The response chosen most frequently was

funding (n=22), followed by staff (n=17), training (n=14), and medical knowledge (n=9).
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Resources Needed to Conduct Investigations

Funding Staff Training Medical
knowledge

L - RS

In addition to these options, respondents could specify other needs. One respondent indicated
that the position needs to be full-time, and another respondent stated that a better salary needed
to be provided.
Training

54.8% (n=17) of the respondents indicated that they had received job-specific training
and 45.2% (n=14) stated they had not. The respondents were asked to list the type of job-specific
training they had received prior to becoming the county coroner that had prepared them for this

position. The following table provides the range of responses given.

Type of Training Number
Deputy coroner/on the job training 17
Workshops/seminars/conventions 7
Training to receive embalmer’s license 6
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EMT 6

Death investigation courses 3
Funeral home director 3
Science major in college 2
Training through state medical office 2

Specific medical training (nursing or medical school) | 2

58.1% (n=18) of the respondents stated that they receive additional training periodically while
7 41.9% (n=13) stated that they did not. A follow-up question regarding the frequency of this
training was asked of those who do receive training. The frequency varied. The following table

provides the responses to this question and the number of individuals indicating this frequency.

Frequency of training Number
Monthly 1
Three to four times per year 1
Twice a year 5
Yearly 7
Every one to two years/when offered 3

The respondents were asked, on a scale of 1 to 5, with 1 being not at all interested and 5 being
highly interested, how interested they would be in attending a training session on how to conduct

nursing home investigations. 54.8% (n=17) stated that they would either be very interested or
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highly interested in attending. 25.8% (n=8) stated that they were only somewhat or not at all

interested in this type of training.

Interest in training on nursing home death investigations

Would attend

Very interested

50/50 chance

Only somewhat
interested

Not at all interested

0% 10% 20% 30% 40%

Respondents who indicated a lack of interest were asked to list the reasons why they felt this

way. The following represent the various comments made.

e Would attend only if voluntary

¢ FEither no nursing homes in county or few

e Few cases of actual abuse occurring in nursing homes

e Lack of funds to attend seminars or training

e Already have the skills to conduct these types of investigations

e Impending retirement
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e Do not feel that it is the responsibility of the county coroner to conduct these
types of investigations — should be conducted by someone else with particular
training

e Sece the residents as patients so has familiarity with their level and quality of care

Respondents were also asked to respond to the following question with regard to nursing home

death investigations:

“Conducting nursing home death investigations is not a useful way to detect elder

mistreatment.”

62.1% (n=18) either somewhat or strongly disagreed with this statement while one fifth (20.7%;

n=5) either somewhat or strongly agreed.

Nursing home investigations are not an effective way to
detect elder mistreatment

Strongly disagree

Somewhat disagree

Neutral

Some what agree

Strongly agree

0% 10% 20% 30% 40%
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Local Nursing Homes and Quality of Care

Most respondents represented counties with a small number of nursing homes. 84.4%
(n=27) of the respondents stated that they had from 0 to 5 nursing homes in their county, while
12.5% (n=4) of respondents said there were from 6 to 10 nursing homes and 1 respondent stated
that they had from 11 to 15 nursing homes.
Respondents were asked to choose, from five responses, a statement that best reflected their
opinion about the quality of care offered in their county’s nursing homes. The responses ranged
from “provide excellent care” to “provide poor care.” 50.0% (n=15) of the respondents indicated
that nursing homes provide good care. 33.3% (n=10) indicated that they provide excellent care,
——————and 16.7% (n=5) indicated that nursing homes provide only adequate care. No one indicated that

nursing homes provide poor care.

Attitudes about Local Nursing Homes

Provide excellent
care

Provide good care

Provide only
adequate care

Provide poor care

0% 20% 40% 60%

Based on the definition of elder mistreatment provided, respondents were asked to respond to

questions regarding elder mistreatment in facilities. The first was: “In my opinion, nursing home
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mistreatment is a problem in this county’s facilities.” Overall, respondents did not agree with
this statement. 70.0% (n=20) either somewhat or strongly disagreed with this statement. Only

6.7% (n=2) strongly agreed.

Mistreatment is a problem in this county's facilities

Strongly disagree

Somewhat disagree

Neutral

Somewhat agree

Strongly agree

0% 20% 40% 60%

The second question read: “In my opinion, nursing home mistreatment is a national social
problem.” Slightly more than half of the respondents (56.7%; n=17) either somewhat or strongly

agreed with this statement while 17.2% (n=5) either somewhat or strongly disagreed.
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Nursing home mistreatment is a national social problem

i
|
i

Strongly disagree

Somewhat disagree

Neutral

Somewhat agree

Strongly agree

0% 10% 20% 30% 40%

4.3 Discussion

This law was passed in order to locate nursing homes providing substandard care. While
this certainly is a positive intention, there are barriers to enforcing it. First, all the coroners who
responded to this survey are elected officials. This law may have political implications in that the
enforcement of it could very well upset the constituency of the county coroner. Secondly, there
are time constraints. 71.0% of the respondents indicated that they are funded only part-time for
this position and most have other occupations, which can inhibit the ability to respond to all
nursing home deaths. Third, enforcement of this law does take manpower. 12.9% of the
respondents had no additional personnel in their offices and 25.8% had from 1 to 2 additional
personnel. Last, this law is an unfunded mandate and 68.8% of respondents did indicate that a
lack of funding did make enforcement of this law difficult. However, respondents did indicate

that they are being contacted by nursing homes after all deaths 87.5% of the time. Additionally,
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some type of investigation is being conducted either on all or some of these decedents 77.4% of
the time.

The respondents did indicate that there is a degree of responsiveness to the idea of
participating in training that specifically addresses these types of investigations. A lack of
interest was connected to a sense that the training would be unnecessary. For instance, some
counties had few or no nursing homes, one respondent stated that s’he already possesses these
skills, and another mentioned impending retirement. One respondent did state that s/he feels that
it is not the job of the coroner to detect mistreatment; this must be determined by another
professional.

Although somewhat limited by the 43% response rate, this survey found that efforts are
being made to enforce this law and that there is an interest in obtaining particular training on
conducting these types of investigations. However, barriers exist, such as a lack of staff and

funding, which makes complete compliance with this law difficult for particular offices.

5. Autopsy Case Series

5.1 Additional Background Information

Role of Autopsy in Ascertaining Causes of Death

Autopsies in the U.S. have been in decline since the early 1950s, when an absolute
numerical requirement was removed from the standards for hospital accreditation. This decline
has occurred in other countries including Great Britain, Canada, and Australia.’® In spite of
concerns by some physicians that autopsies place them at a disadvantage in wrongful death civil
actions, careful studies of the results of litigation do not support this contention and suggest that

the information is more often helpful to the defense.*”* Numerous studies have shown that the
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41-44
h.

rate of disagreement among clinical and autopsy diagnoses remains hig If one considers

both positive error (postulating a major finding that is not present at autopsy) or negative error
(failing to diagnose a finding seen at autopsy), then the overall discordance approaches 30% in
several studies of hospital deaths in academic medical centers. In a now classic study, Goldman
et al reported in 1983 that these rates of discordance remained constant throughout three
different medical eras involving ever-increasing non-invasive imaging techniques, although the
types of unexpected findings changed over the thirty year period.*® In recent years, the
Accreditation Council for Graduate Medical Education has placed increased emphasis on

obtaining autopsies in several specialties including Internal Medicine, Pediatrics, and Neurology.

~ Since only a small percentage of the U.S. hospitals have residency programs, this does not affect

the autopsy percentages in community hospitals. Thus, the majority of autopsies in the U.S. are
now done by medical examiners, since they have jurisdiction over about 20% of all U.S.
deaths.*® This situation undermines the validity of death certificates as a basis for public health
information.*”*
Role of Autopsies in Certification of Nursing Home Deaths

Since nursing home patients are often less communicative and are less likely to be
evaluated with sophisticated imaging techniques, it is not surprising that the discordance between
antemortem clinical and postmortem pathological diagnoses seen in hospitalized patients is also
seen with nursing home residents.’*? These findings complicate the process of accurately
relating the actual cause of death in a nursing home situation to the circumstances of death.
Forensic pathologists are heavily trained in the external examination of the body as a clue to

internal pathology. However, a study of the accuracy of the cause of death made by medical

. . . . 53 .o
examiners from external examination showed a 29% error rate in natural deaths.” Thus, it is
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likely that less skilled observers would be equally or more inaccurate. Cardiovascular causes of
death are likely to be overestimated, and pulmonary embolism and cancer are underestimated, as

358 These findings should be considered when evaluating not only

they are in clinical practice.
natural deaths in a nursing home setting, but also those involving possible abuse or neglect.
The Arkansas Coroner Statutes and other Factors Involved in the Autopsy Study

Arkansas has a hybrid system of death investigation. A state Medical Examiner and his
staff of forensic pathologists are a division of the Arkansas State Crime Laboratory located in
Little Rock.”” These pathologists perform autopsies on suspicious or otherwise unattended deaths
referred from local police departments, county sheriffs, district prosecutors, and the Arkansas
State Police. Unlike some states, there are no county medical examiners. Each of Arkansas’ 75
counties has a county coroner operating under Arkansas Code Annotated 12-12-315 as amended.
In 73 counties, this individual is elected. In two (Pulaski County and the adjacent Faulkner
County) the coroner is appointed by the County Judge. Although there are no legislated

standards for the level of education or qualifications for the office of coroner, a statewide

Arkansas County Coroners Procedures Manual was published by the Association of Arkansas

Counties in October 2006.%

As discussed earlier in this report, the law mandating reporting of all nursing home
deaths to the respective county coroner became effective in 1999. There are no requirements that
coroner personnel visit the scene of the reported death, nor was additional funding provided to
accomplish such scene investigation. Likewise, funds have not been provided for autopsy of a
portion of the nursing home deaths as a quality control measure, despite the above evidence
supporting this procedure. Despite the 8-year decline in referrals for suspicion of nursing home

mistreatment in Pulaski County, without an autopsy there are likely still significant inaccuracies
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in the assessment of cause of death and other underlying medical conditions. Therefore, this
portion of the study was undertaken to examine decedents who would normally have not been

referred for suspicion of mistreatment.
5.2 Design and Methods

The autopsies in this study were referred from the Pulaski County Coroner’s Office to the
UAMS College of Medicine’s Department of Pathology. The responsible party for the decedent
gave permission using the standard UAMS Autopsy Consent Form, and Deputy Coroners were
provided with a written set of instructions to standardize the approach to the family. All consent
forms, autopsy reports, and other data were maintained in a separate master file in a secure

777777710cati0n provided by the on site co-investigator. All preliminary and final reports were provided
to the Pulaski County Coroner. All follow-up communication was handled by the Pulaski County
Coroner’s Office. Cases with critical information of potential interest to families were
communicated immediately by telephone to coroner personnel.

The UAMS autopsy suite is a modern, full-equipped facility with decontamination
facilities and room for cold storage of both corpses and tissue, including freezers for the latter. It
is also used as the Pulaski County Coroner’s holding facility as there is no county morgue. The
Department of Pathology maintains anatomic and clinical pathology services that are fully
approved by the College of American Pathology, the Arkansas Department of Health and the
Joint Commission on Accreditation of Health Care Organizations. All autopsies in this study
were performed and reported according to standards established by the College of American
Pathologists, including applicable standards for forensic autopsies .°""** In addition to these

general standards, there were additional stipulations applied for this study, including brain

examination and routine screening of blood for opiates, benzodiazepines, and barbiturates
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(controlled substances used for pain relief, mood alteration and sedation). The analysis of the
data was based on the standard form developed by the College of American Pathologists cited
above. Autopsies were performed by pathology residents under the close supervision of a faculty
member certified in Anatomic Pathology by the American Board of Pathology. All brain
pathology analyses were performed by a board-certified neuropathologist with special expertise
in the pathologic diagnosis of chronic neurodegenerative disorders, using specialized research
techniques such as immunocytochemistry for Tau and beta-amyloid protein. Digital photography

was employed when deemed necessary.

S ~ 5.3 Results
From October 2005 through June 2007, there were 1536 deaths of nursing home residents in
Pulaski County. Consent was obtained for 20 autopsies from this sample. This does not include
any deaths that might have been autopsied by the State Medical Examiner during that period.
Autopsy consent was more difficult to obtain than anticipated, probably due to a lack of any
prior relationship with the family, unlike the situation for hospital inpatients.

The salient features of these autopsies are listed below:
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Summary of Autopsy Data
Case # Date Age Gender Race Ante Mortem Post Mortem Major Major New Comments Manner of  Discrepency
Diagnosis Diagnosis Diagnosis Diagnosis Death Error
C
1 |0S5-AU-61 10/3/2005 82 M B Acute brain Infarct, Same & slaph endocarditis; yes yes Endocarditis and N Type 1 +
staph sepsis, renal Renal cell carcinoma occult renal call Type 2 +
failure carcinoma undiagnosed
2 |05-AU-76 12/14/2005 63 M B Hypertension, multiple Acule cerebral infarct, yes yes Severe basilar artery N Type 1 +
brain infarcts hypertensive cardiomyopalhy slenosis undiagnosed Type 2 -
3 |08-AU-01 1/4/2006 78 M W Diabetes mellitus, Severe broncho-pneumonia, yes yes Vascular dementia N Type 1 -
vascular dementia, Alzheimer's disease not present, but Type 2 +
aculs pneumonia Alzheimer's disease
4 |06-AU-07 1/117/2006 7 F B Dementia, aspiration Acule right middle cerebral yes yes Brain infarcls not N Type t -
pneumonia infarction, aspiration diagnosed in life Type 2 +
pneumonia, Alzheimer's
disease
5 |08-AU-33 3720/2006 76 F W Hypertension with Massive malignant lymphomatosis no yes Lymphoid malignancy N Type 1+
remote cerebro-vascular large B-ceil type; remote unsuspected in life Type 2 +
accident; sudden CvA
unexpecied death
6 |06-AU-47 5/10/2006 87 F W Demenlia, diabetes Diffuse neo-cortical Lewy body yes yes Lewy body disease N Type 1 -
mellitus, Hepatitis B disease, Alzheimer's disease Type 2 +
osteoporosis left venticular hypertrophy
7 06-AU-54 6/3/2006 84 F B Alzheimer's disease Same, with broncho-pneumonia, yes yes Broncho-pneumonia, N Type 1 -
hypertension, remote severe coronary stenosis acute Type 2 +
CVA
8 08-AU-57 6/9/2006 87 F B Transient ischemic Acule subdural hematoma yes no Fatal subdural hemaloma A Type 1 -
attacks, history of with right cingulategyrus Type 2 -
recent fall hemiation
9 |06-AU-74 8/8/2008 92 F W Diabetes, mellitus, Necrolizing hemorrhagic no yes Fatal necrotizing N Type 1-
hyperiension, dementia pancreatitis, severe aortic hemorrhagic pancreatitis, Type 2+
atherosclerosis, cardiac dementia not Alzheimer's
amyloidosis, senile dementia disease
with tangles
10 {06-AU-16 8/14/2006 62 F W Diabetes mellitus Thrombosis of right coronary yes yes Fatal ruplure of coronary N Type 1 -
hypertension artery with myocandial infarction, plaque with luminal Type 2+
diabetic vasculopathy thrombosis




Summary of Autopsy Data, continued

All cases accepted for the study are complete autopsies, defined as removal, gross

examination and microscopic tissue studies of the contents of the chest and abdomen as well as

the brain. Screening studies for opiates, barbiturates, and benzodiazepines were obtained on 19

of 20 cases; the protocols for these screening studies were not yet established for the first case.

Only one case was positive for opiates (#19), and one was positive for benzodiazepines (#5). In

both cases, the medications were prescribed to the decedents. Thirteen (65%) of the autopsy

cases had a significant findings only made post-mortem (Type 2 discrepancy) while 4 (20%) had

a major ante-mortem finding which could not be substantiated post-mortem (Type 1

discrepancy).
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Case # Date Age Geonder Race Ante Mortem Post Mortem Major Major New Commaeants Manner of Discrepency
Diagnosis Diagnosis Diagnosis Diagnosis Death Error
Confirmed
11 |08-AU-83 9/7/12008 77 F B Pulmanary hypertension, Acute myocardial infarction, yes yes Falal myocardia N Type 1 -
right heart failure, hislory bullous emphysema, dilated infarction Type 2 +
of lung cancer right ventricle
12 |08-AU-86 9/25/2006 94 F B Dementia, hypertension Massive acute infarction of no yes Fatal small bowel N Type 1 +
rspiratory failure small intestine, limbic lewy infarction Type 2 +
body disease
13 |08-AU-84 11/20/2008 89 F B Dementia with seizure Alzheimer's disease of yes yes Fatal intracranial A Type 1 -
disordar, history of fall hippocampus severs, righl- hemorrhage secondary to Type 2 -
from wheelchair sided intra-cerebral and fall
intraventricular hemomrage
14 |07-AU-07 1/25/2007 44 M B Mental status change Muitiple remole cerebral yes no Confirm brain and A Type 1 -
secondary to remote infarcts due to trauma, acute lung pathology Type 2 -
motor vehicle accident; aspiralion pneumonia,
acute aspiration pneumonia pulmonary edema
15 |07-AU-08 11282007 60 M W Hislory of pharyngeal Acute aspiration pneumonia yes yes No metastases identified N Type 1 -
carcinoma on lube feeding Type 2 +
16 |07-AU-12 27712007 89 F B Alzheimer's disease, hislory Alzheimer's disease with yes yes probable Infeclion of N Type 1 -
of colon and breast cancer acute broncho-pneumonia, PEG tube as conlribuling Type 2 +
infected PEG tube site, factor
absaess of liver capsule
17 |07-AU-28 4/23/2007 87 F W  Alzhemier's dlsease Aizheimer's disease yes no N Type 1-
congestive heart failure Type 2 -
18 [07-AU-31 5/8/2007 88 M B  Alzheimers disease, chronic Alzheimer's disease, decubili yes yes N Type 1-
renal failure, pneumonia of right food, sacrum (healed) Type 2 +
Pituitary adenoma
19 [07-AU-40 6/23/2007 80 F W Falis 2/5/07 and 5/16/07 with Bilateral broncho-pneumonia, yes no A Type 1 -
C2 fraclure and pneumonia purulent, sacral decubitus Type 2 -
grade lII-IV
20 |07-AU-43 6/28/2007 79 F W Bilateral CVA's, coronary same plus cortical atrophy of yes no N Type 1 -
artery disease, congastlive right kidney Type 2 -
heart failure
Manner of death : N - Natural, A - Accidental
Type 1 discrepency: Failure to major tem diag!
Type 2 di p of major post tem diagl is not made ant tem




SUMMATION OF CRITICAL INFORMATION
DERIVED FROM PULASKI COUNTY CORONER AUTOPSIES

Number Percent Number [ Percent
Type 1 diagnostic error 4 20% Pneumonia, ail types as contributing 8 40%
antemortem diagnosis not confirmed factors
Type 2 diagnostic error (post mortem 13 65% Diabetes mellitus as contributing factor 4 20%
diagnosis not made antemortem)
Both Type 1 and Type 2 error 3 15% Pathologic diagnosis of Alzheimer's disease 7 35%
Accidental manner of death due 3 15% Other pathologic diagnosis of dementia 5 25%
to falls .
Total pathologic diagnosis of dementia 12 60%
Other accidental manner of death 1 5%
Decubitus uicers 2 10%
Positive Drug Screens Acute myocardial infarction 2 10%
Opiates 1 5%
Barbiturates 0 0% Cerebro-vascular accident (acute) 3 15%
Benzodiazepines 1 5% CVA (remote) 3 15%
Cancer, total 5 26%
Cancer, undiagnosed 2 10%

Dementia is common in nursing home residents as a whole and in our series as well.
Alzheimer’s disease is the most common form of dementia, but other forms of dementia may
mimic Alzheimer’s dementia or coexist with it.**®® In our series, undiagnosed Lewy body
dementia (Case 6) and senile cortical dementia with neurofibrillary tangles (Case 9) were noted.
Recent and remote cerebrovascular accidents (strokes), which may also be a cause of dementia,
were seen in 5 (25%) of the autopsies. This relatively high prevalence reflects the state’s position
in the “stroke belt,” a band of states in the south and lower Midwest with much higher rates than
the national average.®®

Other findings deserve additional discussion here. Five decedents with cancer (25%)

were identified, not including one with a benign, but potentially serious, occult pituitary
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adenoma (tumor). Two were not diagnosed in life. These included a renal cell carcinoma (Case
1) and a massive disseminated malignant lymphoma (Case 5). Three cases in our series (15%)
were accidental deaths due to consequences of falls in a nursing home. This relatively high
percentage is consistent with the literature on falls in this environment.®” Only one case of
serious (Stage III-1V) pressure ulcer was seen in a decedent (case 19), who was non-ambulatory
after at least two falls. Another case (#18) had two less serious pressure ulcers of the right foot
and a healed sacral ulcer. The finding of only two decedents with pressure ulcers in 20 autopsies
is lower than one might expect from published prevalence studies, especially considering that

60% of the cases had some form of dementia.®®"

5.4 Discussion

Comparing our sample’s causes of death to county population mortality estimates, some
differences are apparent. Out most prevalent causes of death were pneumonia, cancer, accident,
stroke and myocardial infarction, in that order. Population estimates would have predicted
cardiovascular disease, cancer, stroke, lower respiratory disease and accidents, in that order.
Differences observed in our study may be a result of our small sample size, or it may reflect
circumstances that led to these 20 decedents’ family members consenting to the study.

Our series of autopsies was not primarily intended to detect abuse and neglect since such
cases, if suspected, would be routed to the State Medical Examiner for autopsy rather than our
study. However, it should be noted that 3 of 20 cases died as the result of falls within the nursing
home and two cases (including one of the falls) had pressure ulcers. Mr. Malcolm suggests that
more cases of possible mistreatment may have been evident 5-8 years ago, when coroner

personnel were finding many more cases suspicious for mistreatment.
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The previously well-documented discordance in major ante-mortem and post ante-
mortem diagnosis was again substantiated, with approximately 20% of cases having a clinical
diagnosis that could not be substantiated. Even more noteworthy were the 60% of cases with
important new findings from autopsy. This suggests that the discordance in pre-and ante-mortem
diagnoses is worse for nursing home residents than for the hospitalized patients in prior studies, a
plausible hypothesis given the higher prevalence of imaging studies and laboratory testing in the
hospital environment. A larger, multi-site study would be necessary to confirm such a
hypothesis, but it would have particular public health reporting implications for counties such as

Pulaski County, in which approximately 20% of all deaths occur in a nursing home or hospice

" environment.

Limitations of this autopsy series include its small sample size. An initial target size of 24
autopsies from Pulaski county and 12 from a neighboring county were not attained, mainly due
to the much lower consent rate than expected. Given the difficulties with obtaining consent in the
county where the autopsy was to be done, the investigators anticipate even more difficulty
obtaining consent in a neighboring county, considering the additional barriers of an additional
coroner’s cooperation and the transport of the body. Another limitation was the sparse
documentation of ante-mortem diagnoses, since this was based on an abstraction of the original
chart. A detailed review of the original chart would yield a more comprehensive list of known
diagnoses for each decedent. Still, this study provided a clearer understanding of the exact types,
quantity, and nature of the information that should be gathered by coroner personnel at the
nursing home site. Such information is necessary to guide any special studies necessary at

autopsy as well as to exclude possibilities of abuse and neglect.
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6. Overall Discussion

This multi-method study furthers our understanding of nursing home mistreatment
investigations in several ways. First, we have further verified the factors associated with a higher
level of mistreatment suspicion by investigators (namely, the presence of pressure sores, family
dissatisfaction with care, and minority race), while also adding the additional factors of tube
feeding and recent ostomy placement. The coroner survey adds to our understanding of the
prevailing attitudes and knowledge base regarding nursing home mistreatment, and it outlines
some of the barriers to generalizing such investigations to other locations. Several of these
barriers are formidable, but perhaps the most formidable from this research team’s standpoint is
a lack of objective evidence that this law has improved care in Pulaski County.

The extensive linkage and analysis of MDS and nursing home deficiency data showed no
trends in improvement in care quality, either over time or compared to other counties. While this
was disappointing to the research team, this is still quite valuable information. We must ask
ourselves why there is no appreciable improvement in care quality, despite the precipitous
decline in referrals for suspicion of mistreatment over the past 7-8 years in Pulaski County. The
previous study reported that the entire staff of the Pulaski County Coroner’s Office was
convinced that the county’s nursing home care had significantly improved over time.
Unfortunately, there was no research plan in place during the initial implementation and early
years of the law’s enforcement. We are therefore dependent on secondary data to test the
hypothesis that care improved, and such secondary data analysis is inherently limited. In
particular, the MDS data (which relies on self-report from the nursing staff) and deficiency data
may not be accurate or sensitive enough to detect significant improvement in overall care

quality. There is the distinct possibility that a home with poor care also has a poor commitment
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to accurate self-reporting. Alternatively, there is also an indication that some Quality Indicators
changed similarly across all counties, and the perceived improvement in quality in Pulaski
County by the Coroner’s Office may have been a reflection of a statewide improvement.

Because we were unable to demonstrate and effect on care quality, two aspects of this
project’s proposal were deferred. One of these aspects was a series of planned interviews with
another county’s coroner’s office and with nursing home staff. The research team felt that the
mailed survey gave us a solid understanding of other coroner’s thoughts on the subject, and face-
to-face interviews (during which we planned to discuss the resultant changes in nursing home
care quality) were unlikely to yield significantly different information. Additionally, the lack of
objective evidence of care improvement will continue to support a general lack of enthusiasm
about these investigations from the nursing home staff’s standpoint. This then leads to the other
deferred aspect of this project, the development of an investigative model for nursing home death
investigations. As mentioned in the above section, Arkansas recently published a procedure
manual,” and discussions with the Pulaski County Coroner’s Office previously noted that a
nursing home investigation followed the general format of any over site investigations. Without
evidence that specific areas of care quality are positively impacted by these investigations, it is
unlikely that other coroners and medical examiners will be inclined to stray from the basic
investigation guidelines.

The autopsy case series had several important findings. First, it highlighted the general
importance of the autopsy in the discovery of previously unrecognized illness, and well as its
importance in verifying preexisting diagnoses. This was previously known to be the case in other
settings, but autopsy series based on nursing home decedents have been rare to date. As we

continue to experience a general decline in autopsy rates, this study underscores the importance
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of slowing and eventually reversing this decline. Regarding the autopsy’s role in identifying
previously unrecognized mistreatment, our small series demonstrated potential in this regard,
particularly in regards to the fairly common phenomena of falls and pressure sores. While an on-
site visit and external exam may reveal some areas of concern, the autopsy may often reveal the
true extent and severity of the injuries. The brain examination also demonstrated significant
discrepancies between antemortem and postmortem diagnoses for dementia. This underscores
the importance of continued research into new diagnostic and treatment options for dementia,
given the high prevalence of undiagnosed (or overlapping) etiologies of this condition.

The autopsy series certainly had its limitations, primarily related to its small sample size.

- The family consent rate for autopsies was a fraction of what we had predicted, despite a general

level of comfort expressed by the Pulaski County staff. In addition to the low consent rate, it is
also possible that the consenting family members were different from the non-consenting family
members. Perhaps the consenting family members had differing levels of satisfaction and interest
related to the quality of care received. The Pulaski County Coroner’s Office staff expressed the
opinion that the consent rate would have likely been higher in the first few years of the law’s
enforcement, when they felt that family members were more concerned about the possibly poorer
level of care. Since this was not a consecutive series, the various rates reported in this study may
not be broadly generalizable. Given the difficulty in obtaining consent in Pulaski County, the
investigators felt the need to redesign our methodology before attempting to undertake a similar
planned case series in a neighboring county, a county which would not have the same cadre of
comfortable investigative staff. We still feel this will be an important series to pursue, and we are

in the process of developing a follow-up study with this as the centerpiece.
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Despite this study’s lack of evidence for this law’s impact on care quality, it remains
possible that the law improved care in ways that were not captured in this study’s databases. If
similar death investigations were to be mandated in other geographic areas, we would encourage
the concurrent implementation of a prospective research study, in order to more accurately
document the effects of the law in its early stages. Limited as we are with a retrospective
approach, we will continue to explore other possible measures of nursing home care quality in
Pulaski County and other counties, as we strive to identify any interventions that may diminish

the mistreatment of older adults in America.
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Appendix B: Autopsy Materials

AUTOPSY STATUS
Side A
it autopsy permission is refused, complete Side A (this sidde} of this form. If auiopsy penmission
is granted, complete Side B (other side} of this form,
Autopsy permission refused [
Release the remains of
- . (Marme of Decessan) . . -
1o
eblishinony oty Siate
= Do not write below this line — for Pathology Department use only
BODY RECEIPT
toerify that the remains of the above-name patient was, after propsr identification, reveivad
by me for the purpose of burlal.
T HAMES) & PA
4 10 1808
o 1 be callsd regarding ¥
hfdross
AN
Date angd Time
B Ago 38
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AUTOPSY STATUS

Side B

Telephone Consent: [ JYss [ [No

{See Depuartment of Pathology Procedures Manual located at all nursing stations for appeopriate
¢ prop

procedure for obtaining telephonic consent.)

WARNING: This forn does not authorize the use of organs, fissues, or parts for in%mg}i%ﬁ?ssn
{1} (Wej authorize the physicians al the University of Arkansas for Medical Sciences, Lite Rook,
Arkansas. and/or thelr designess, to perform a complete aulopsy on the remaing of:

avdd (1) {we) authorize the removal

@
and retention of use for diagnostic, 1 mmpmiic or ﬁdi sational pur pos% of guch organs, lissues
and parls as the physicians at the University of Arkansas for Medical Center desm proper. No
organissus orpads will berermoved stherthan hose ineludedin

aviopsy. This authorization is granted subject o the Toliowing restrictions:

{1y {We wish the remaing released i

_of the deceased,

T be angwered by the person oblzining consent;

Myes [ INo 5 z w 6 any ;sea sty in @ cal

sty pricr 10 he categoly of the parson signing

Mves [No 3o you have aclual knowisdge thal any membor of the
or of a prior calegory opposes the autopsy?

authorizing calegory

Signsd

WITNESSES {two required)

-performance ofaoomplete
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PROBLEN ORIENTED
AUTOPSY REQUEST SHEET

Hemove this page prior to obtaining family signature

i you have specific questions concerning your patient that you would like 1o have answared by
the aulopsy, pleass so indicats by Histing them in the spaces bsiow. Example: the patient
developed a transient pericardial friction rub three days ago that then disappearad. Is there ary
morphologic evidence to support a diagnosis of pericarditis?

Brief Clintval Summary:

T

Clinical Diagnosis:

Specific Questions that you would like answered:

REMOVE THIS PAGE PRIOH TO OBTAINING FAMILY SIGNATURE AND SUBMIT TO THE

5 TO BE PERFORMED,

IMPORTANT NOTICE: AN AUTOPSY WILL NOT BE PERFORMED WITHOUT BECEIPT
OF THIS PAGE.

fvd Foe B {808 Page 2
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STHONS PO OBTAINING
FTOPSY AUTHORIZATION

F3f 8

LEGAL PRIORIT

foki ot

#of both

freg
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Instructions to be given to Family by
Coroner or Deputy Coroner
Obtaining Permission

This autopsy is part of a study funded by the United States Department of Justice. The purpose
is to compare the accuracy of diagnosis on death certificates among nursing home facilities with
or without an autopsy. This information will be used to improve the system of death records
maintained by the State of Arkansas.

Under Arkansas law, the next of kin must give permission for an autopsy to be performed. An
exception exists for those cases requested by law enforcement from the State Medical Examiner.
Your deceased family member is not considered suspicious death. Therefore, the legal next of
kin must give permission for an autopsy.

Autopsies are not externally disfiguring. The pathologists remove and examine the internal
organs of the deceased. Samples are taken for examination with a microscope. Sometimes other

S tests for chemicals or infections are performed. It will be necessary for the pathologists to retain

the brain and certain other internal organs for study at a later time.

A complete autopsy includes an external examination of the body as well as examination of the
chest, abdominal organs and the brain. For this study, only complete autopsies will be performed.

If you give permission for an autopsy, you will receive a copy of the report, which should be
ready in around six weeks. The person who signs the permission form should make sure that
their correct address is listed on the form. The report will go the coroner, who will send it to the
signer of the form. No personal information will be released to external parties in the course of
the study. However, the coroner has the obligation to notify local law enforcement if autopsy
findings were to indicate the possibility of foul play. This is very unlikely to occur as cases of
this kind are automatically sent to the State Medical Examiner for examination.

Thank you for your participation.
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Special Procedures for Autopsies Related to This Project

Coroner personnel will notify UAMS Morgue Attendant that a Department of Justice
Grant Autopsy permit has been obtained.

Department of Pathology Faculty in charge:
Aubrey J. Hough, M.D. Office (501) 686-5369

Home (501) 868-7145
Cell (501) 960-8389
Pager (501) 688-6460

Instructions:

l. Notify Dr. Hough of case.

2. Carefully review autopsy permission forms. Coroner personnel will be using UAMS
form. Only complete autopsy permission will qualify for this study. These cases will
all be natural deaths as screened by the coroners.

3. Prior to starting autopsy; (a) review clinical history as provided by coroner; make
note of medications;

(b) obtain photographs of front and back of body;
(c) obtain photographs of any other significant surface lesions, e.g., decubiti, bruises,
etc.

4. Perform autopsy after consulting with attending on call. If any unanticipated gross
findings appear, notify Coroner immediately so they can view.

5. Coroner will have obtained blood samples for potential toxicology studies; the
autopsy assistant will take to Mr. Albert Johnson in the Clinical Laboratory and have
chain of evidence form signed. Dr. Hough will make the decision what toxicology
studies will be obtained based on clinical history.

6. As per agreements between Dr. Lamps and Dr. Hough, all cases should be performed
by the Rokitansky en bloc method. Dr. Hough will assist if necessary.

7. Remove brain according to Dr. Mrak’s Alzheimer protocol.

8. Call Dr. Hough if needed to see case as well as attending pathologist. Hold body
until this review occurs.

9. Send copy of PAD as well as eventual FAD to coroner (Mrs. Evelyn Armstrong will
mail) and to Dr. Hough for study and for billing of grant. (Dr. Hough will notify Ms.
Gminski in the pathology business office.)

10.  Review slides with attending and select any pertinent ones for review by Dr. Hough.

11.  Have signature block for Dr. Hough as well as attending pathologist on the final

report. Dr. Hough will be contact in the unlikely event testimony is required.
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AUTOPSY QUALITY ASSURANCE REPORT

Patient name: Autopsy Number:
Autopsy Date: Hospital Number:
Clinical Service: Pathologist:
Major Disease(s):
Cause of Death:
Did This Autopsy:
1. Uncover a major disagreement in diagnosis? YES NO

OO0 O

O O 0O O

If YES, check the following applicable categories:
Discrepant primary diagnosis with adverse impact on survival
Discrepant primary diagnosis with equivocal impact on survival

Discrepant secondary disease not directly related to cause of death, but was either
symptomatic and should have been treated or could have affected prognosis

Discrepant non-diagnosable (occult) secondary disease

2. Establish an unexpected or additional diagnosis?

If YES, was this a YES NO
Neoplasm?
Myocardial infarction?
Infection?
Other? Specify
3. Provide clarification of differential diagnosis? YES NO
4. Confirm or verify the major diagnosis? YES NO
5. Provide information for treatment effects? YES NO
6. Provide information on diagnostic procedures? YES NO
YES NO

7. Provide confirmation _ or disagreement_ re: cyto-
pathology _ surgical pathology _ or hematopathology_
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