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Care to the end. A retrospective observational study of Aged Care Facility

residents transferred to hospital in the last day of life.

Abstract:

Aim: Whilst transfer of Aged Care Facility ACF) residents to an acute hospital is
sometimes necessary, for those at end-of-life this can cause fragmented care and
disruption. This study explores the characteristics of ACF residents transferred to
hospital in the last 24hours of life and factors that may influence this decision,
including access to medical review, advance care planning and pre-emptive
symptom management prescribing; an area not previously researched.

Methods: A retrospective observational audit of ACF residents transferred to a
metropolitan hospital between 2012 to 2017 who died within 24 hours of transfer.

Results: 149 patients met the criteria. The median age was 87, 63(42%) were male.
83(56%) were transferred ‘out-of-hours’, the majority (71%) having no medical
review in the 24hours prior. 43(29%) died within 4hours of arrival. The commonest
reasons for transfer were dyspnoea (46%) and altered conscious state (32%), and
commonest cause of death was pneumonia (37%). Some form of advance care
planning documentation was available in 48%. Of the 86 (58%) patients who
required injectable opioid for symptom management in hospital, only 7(8%) had this
pre-emptively prescribed on their ACF medication chart.

Conclusions: Appropriate decision making around hospital transfers and end-of-life
care for ACF residents may be influenced by access to professionals able to
diagnose dying and access to appropriate symptom management medications.
Advance care planning is important, but often requires the aforementioned to be
enacted. Further research is needed to better inform how we can identify and meet
the end-of-life care needs of this cohort.
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INTRODUCTION

Residential aged care facilities (RACF) play an important role in the care of people at
the end of life. Fifty-four percent of Australians die in hospitals and 32 percent die
in residential care (1). As such, it is critically important that RACFs are able to
identify and manage end-of-life care well. The Grattan Institute’s report, Dying
Well highlighted that as more people die in older age, there is greater opportunity
to help people plan for dying in home or home-like environments, “supported by

family, friends and effective services”’(1 p2).

Despite this, many aged care residents are transferred to hospital in their final
days of life (2, 3). This results in fragmentation of care at end-of-life, with care
provided by unfamiliar medical and nursing staff in an unfamiliar environment.
Reasons for transfer to hospital are complex and varied, and include
patient/family wishes, clinician opinions, facility resources and capacity to provide
the care required (4-6). Advance care planning (ACP) is promoted as important
for ensuring the person’s preferred care is provided, reflecting the intersection of
personal values and medical conditions, and has been shown to improve end-of-
life care and satisfaction for both patients and their families (7). However, ACP

documents are only one part of the equation.

This study aimed to identify and describe factors relating to residents of RACFs
who were transferred to hospital within the last 24 hours of life. The presumption
was that these patients were not expected to survive at the time of transfer. By

better understanding some of the factors that contributed to transfer of this cohort,

This article is protected by copyright. All rights reserved.



there is potential for identifying opportunities to improve care within RACFs and

avoiding unwanted or non-beneficial transfers for this vulnerable population.

Method

This was a retrospective cross-sectional study using patient file audit, and approved
as a quality improvement audit by Northern Health Research Ethics. Participants
were patients transferred from RACFs to an outer metropolitan Emergency
Department (ED) during a five-year period (2012-2016 inclusive), and who died
within 24 hours of arrival. The audit was of patient hospital files only. This included
information contained within correspondence sent from the transferring RACF, as
well as ambulance notes, but excluded aged care facility records. The health service
has 49 facilities within its catchment area, representing about 2800 residents.
Demographics, medical conditions, reason for and time of transfer, pre-hospital
medical review and cause of death (ICD-10) were collected (table 1). Availability of
ACP documents and end-of-life care needs following transfer were also recorded,
including: any form of advance care planning documentation; patient appointed
substitute decision maker (SDM); anticipatory prescription of symptom-
management medications on the RACF medication chart; and administration of
symptom management medications in hospital. An ACP document for the purpose of
this study was defined as: (i) documentation of a resident’s instructions, preferences
or values for future medical treatment, written by the resident; or (ii) a statement of
instructions, preferences or values written on behalf of the resident, usually by a
family member. This audit occurred prior to introduction of the Victorian Medical
Treatment Planning and Decisions Act (2016) that re-defined ACP document

terminology.

Descriptive statistical analysis used STATA statistical analysis software, version
15.1; with a two-sided p-value less than 0.05 indicated statistical significance. Chi-
squared tests and Fisher exact tests were used to test for differences between

groups for categorical data. Continuous variables were assessed for normality using
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parametric tests (Student’s t-test) and/or non-parametric tests (Mann-Whitney)

where appropriate.

Results

One hundred and sixty-two potential participants were identified by the hospital
records department. Thirteen were excluded as time to death was more than
24hours, giving a final number of 149 participants, who transferred from 45 facilities
(range 1-10 transferred residents per facility) out of the 49 facilities in the area. Table
1 describes the demographic characteristics. It was a culturally diverse cohort with
46 percent (n=68) being of non-English speaking background (NESB) and a median
age of 87.6 years. On admission to ED, the patient’s preferred language is recorded
in their medical file. Where the patient’s preferred language is other than English,
they were identified in this study to be from a non-English speaking background
(NESB), recognising that they may also speak some English as well. The high
percentage of NESB patients is consistent with the demographics of the area in
which the ED is located, where a little over 40 percent of residents are born overseas
and almost 50 percent speak a language other than English at home (8). Forty-two
percent of participants (n=63) were male. Patients had a high median Charlson
comorbidity score of 7 (Interquartile range: 5 to 8). Because of this high number of
comorbidities, it is difficult to define a single major illness for many patients, hence
the emphasis on numbers of co-morbidities. A minority of 23 (15.4%) patients had a

malignancy comorbidity and only 3 (2.0%) were documented to have cancer as
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contributing to their death. The median time to death from ED arrival was 8 hours.
The distribution of times to death are shown in Figure 1 and it can be seen that many
of the transferred patients died within a few hours after arrival in the Emergency
Department.

Approximately half (n=83; 55.7%) of patients were transferred outside business
hours (defined as Monday to Friday 9am — 5pm) and the majority (N106; 71.1%) had
no documented evidence in their file, including transfer correspondence, of having
seen a medical practitioner in the 12 hours prior. The most frequent reason for
transfer was acute shortness of breath in 68 cases (45.6%), followed by altered
conscious state in 47 cases (31.4%). This correlated with the most common causes
of death, using ICD-10 classification: diseases of the respiratory system (N=62;
41.6%) most of which were pneumonia (n=55; 88.7%); followed by diseases of the
circulatory system (N=34; 22.8%). One hundred and forty-two patient deaths (95.3%)
were considered expected by the hospital, and one case was referred to the coroner.

Advance care planning documents

ACP documents were available for 62 patients (41.6%), the vast majority (n=52;
85.2%) having been completed by a substitute decision maker. If an ACP document
was available, transfer to ED was consistent with or not stated in the ACPin 80.6%
cases (n=50). In the 12 cases (8.1%%) where transfer was not consistent with the
ACP document, only one case had the reason for this discrepancy documented.
Only 35 residents (23.5%) had documentary evidence of an appointed substitute
medical decision maker, known as the Enduring Power of Attorney Medical
(MEPOA).

End-of-life care
Regarding provision of end-of-life care, 91/149 (61.0 %) patients required injectable
opioids in hospital to manage symptoms. Of these, only 7/91 (8.0%) had anticipatory

PRN injectable opioid prescribed on their RACF drug chart. Benzodiazepines were
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required by 49/149 patients (33%) for symptom management, with only 7(15%) of
these having anticipatory PRN benzodiazepine prescribed on their RACF drug chart.
The presence of an ACP document was associated with a higher likelihood of having
anticipatory prescribing for symptoms on the RACF drug chart (p=0.023) (see Table
2). Of interest, only 1 (8%) of the 12 patients who had an ACP indicating they did not
want transfer to hospital (ie- transfer to ED was against their documented ACP), had
anticipatory prescribing of either opioid or benzodiazepine on their RACF drug chart
for requested palliative care in the event of deterioration.

Discussion

This study highlighted some of the issues surrounding provision of care towards end-
of-life for residents in RACFs. In this study the residents transferred to ED, and who
subsequently died within 24 hours, presented with an acute and distressing change
in medical condition, often shortness of breath or altered conscious states, leading to
rapid death following transfer. In general, these were not patients being transferred
for gradual and progressive decline over weeks to months, a common pattern of
dying in older people (9, 10), where there is more time to make decisions and put in
place resources for end-of-life care. Whilst these patients made up only a small
minority of the total number of visits by RACF residents to the study hospital’s ED for
assessment (149/ 28349; 0.5%), it should be noted that they did make up a
significant number of RACF residents who ultimately died in hospital (149/505; 30%)
over the 5 year study period. Further this does not include the number of patients

who died in ambulances during transfer, and may be an underestimate.
Advance care planning has been shown to reduce hospitalisation rates from nursing

home by 9-26% (11). Despite this, Australia wide, 52% of aged care facility residents

have no ACP document (12). The population serviced by this hospital is culturally
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diverse, with a high incidence of poor health literacy and people whose preferred
language is not English (8). Research has identified cultural difference in uptake of
ACP and acceptance of treatment limitation (13-15). Low health literacy has also
been associated with lower acceptance of ACP and treatment limitation (1, 16).
Perhaps this is reflected in the low rates of ACP documentation of 42% seen in this
study. However, potential inclusion bias in this cohort may mean that it does not
accurately reflect the actual rate in the RACFs of the area. It should be noted that for
80% of transferred patients, this transfer was not inconsistent with their advance
care planning document; advance care planning can also be for the purposes of
requesting more or maximal medical treatment, rather than for limiting treatment.The
difficulties of applying ACP documents at a time of resident deterioration has been
well reported and was apparent in this study (17, 18). Whilst the transfer in the
majority of cases to the acute hospital was technically ‘in keeping’ with the
documented ACP, and recorded as such in our data, many of the ACPs contained
comments along the lines of “I would like comfort care in the facility if it is felt | am
dying and not likely to recover”. An inference can be made that the challenge in
applying this depends on ‘who’ has the skills to make the diagnosis of ‘dying’? Many
residents may have been transferred in order to obtain this skilled medical
assessment and to assess the possibility of reversing the deterioration. This means
that those who would have wanted to remain in the RACF if dying,unfortunately then
miss the opportunity to have their wish to die in their RACF, which is their home.
Indeed, the majority of patients in this study did not have a medical review in the 12
hours prior to transfer, perhaps reflecting the very rapid clinical deterioration seen,
and the lack of timely access to skilled clinicians able to determine if there was a
reversible deterioration for which the patient would have wanted treatment, or
whether the patient was not expected to survive. Lack of availability of medical
review prior to transfer has previously been demonstrated to increase emergency
department use (4) and may represent a potential area for improvement, and thus
facilitate provision of care more consistent with a resident’'s ACP documentation,

should they want to avoid transfer, if dying.
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A further issue that was highlighted in this study was the difference between a
hospital and an RACF in providing timely access to medications for managing
symptoms when a resident is dying. Only a small minority of the patients who
received symptom management medications in hospital had ready access to this in
their RACF (ie- anticipatory medications were already prescribed on their RACF
medication chart) even if dying had been diagnosed. The overwhelming majority of
aged care facilities serviced by this hospital do not have a medication ‘imprest’. This
means that once a medical practitioner prescribes medications, these need to be
dispensed and delivered by an external pharmacy before they can be administered.
Practically, this process takes several hours which is an unacceptable delay to
treating suffering being experienced by an imminently dying person in distress. If the
prescription is written after-hours, this delay may be well over 12 hours. Knowing that
the median time to death of this cohort of patients was 8 hours, this is an issue that
needs addressing. In this cohort of patients who have deteriorated very rapidly,
transfer to hospital may currently be the only way to ensure appropriate access to
symptom management medications at end-of-life. As mentioned previously,
residents who had an ACP document were more likely to have anticipatory
prescribing in the aged care facility, again reinforcing the benefits of ACP for this
cohort. However, this preparation for palliative care and for dying was sometimes

lacking for patients who had requested palliative care in the event of deterioration,

Of the 62 patients who had an ACP document, 12 (19.4%) were transferred to
hospital against the directions within their document. The retrospective nature of this
study made determining the rationale for this discrepancy difficult to determine.
Given 91% of patients transferred against their ACP had no anticipatory symptom
management prescribing, it could be hypothesised that at least one factor leading to
transfer may be lack of timely access to these medications in the event of rapid
deterioration, making a resident’s preference to die in their RACF difficult to honour.

It is also possible that staff at the residential homes felt ill-equipped to manage dying
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patients, be that through: lack of skill to diagnose dying; difficult symptom

management, complex care needs or educational gaps (19).

Appropriately, there is an increased focus on advance care planning by residents of
RACFs, however, many residents will already lack capacity to complete an ACP
document by the time they are admitted to the facility. Forward planning is
particularly important in the event of rapid deterioration in a resident’s medical
condition, as seen in this patient cohort. However, ACP alone is not sufficient to
prevent a resident’s unwanted transfer to hospital at end-of-life. Several other factors
must also fall in to place, namely: rapid access to clinicians skilled to diagnose the
reason for deterioration and to diagnose dying; staff skilled at managing end-of-life
care; anticipatory prescribing and timely access to comfort care medications; and
effective communication about dying with family members both prior to and during

deterioration. Future research is needed to explore these factors and barriers further.

Limitations of this study include lack of generalisability - a single centre which
services a culturally diverse demographic. The variability of resources available in
aged care facilities, including access to emergency medical review, also limits
generalisability. Being a retrospective file audit, determining the rationale for transfer
compliance with ACP documents is dependent on the quality of documentation
which is known to be incomplete. It was also difficult to interpret the application of
some ACP documents retrospectively, potentially resulting in errors in allocation.
Finally, this research was only assessing residents who were transferred to hospital
and who died within 24 hours; for a complete picture, research involving residents
who are not transferred at end of life should be included, together with a comparison

of those who were transferred but did not die within this time frame.
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Conclusion

A small, but significant number of RACF residents were transferred to the hospital
emergency department in the last 24 hours of their life. Thisstudy identifies a number
of requirements for dying patients to remain in the aged care facility: skilled and
timely assessment of deterioration; skilled management of dying; skilled
communication with family; and timely access to medications for management of

symptoms.

These residents, whose health deteriorates rapidly, are likely to always represent a
challenging cohort for providing best end-of-life care within RACFs, if that is the
patient’s preference. This is a vulnerable patient cohort for whom the aged-care-
facility is their home. Like those who live in their own homes, and prefer to die in their
own homes, these residents deserve the best of end-of-life care within the aged care

facility if this is their preferred location of death.
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Table 1: Demographics of cohort, n (%) unless otherwise indicated

Factor Overall
N 149
Age in years, median (IQR) 87 (80, 90)
Sex (male) 63 (42.3%)
NESB 68 (45.6%)

Charlson comorbidity score, median (IQR)
Transfer out of hours
Any review within 12-hours of transfer
No
Yes
Unknown
Time to Death, median (IQR)
Reason for transfer
Shortness of Breath
Altered conscious state
Poor oral intake
Abdominal pain
Fall
Vomiting
Other
Cause of Death (ICD-10-AM)
Disease of respiratory system
Disease of circulatory system
Disease of Nervous System
Other
Advance Care Plan (ACP)
ACP not in place/no evidence of plan
ACP present, transfer consistent with plan
ACP present, transfer inconsistent with plan
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7 (5, 8)
83 (55.7%)

106 (71.1%)
39 (26.2%)
4 (2.7%)
8 (4, 14)

68 (45.6%)
47 (31.5%)
5 (3.4%)
10 (6.7%)
7 (4.7%)
5 (3.4%)
7 (4.7%)

62 (41.6%)
34 (22.8%)
11 (7.4%)
42 (28.2%)

87 (58.4%)
50 (33.6%)
12 (8.1%)



Evidence of Medical Power of Attorney document 35 (23.6%)

NB: Non-English speaking background; ICD: International Classification of Diseases; IQR: interquartile range

Figure 1: Frequency Distribution of Time to Death (0 — 24 hours)
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Table 2: End-of-Life-Care and ACP

Any anticipatory prescribing
(benzodiazepine/injectable morphine)

Advance Care Plan (ACP)

No

Yes

p=0.008

ACP not in place/no evidence of plan

76 (87.3%)

11 (12.6%)

ACP, transfer consistent with plan

33 (66.0%)

17 (34.0%)

ACP, transfer inconsistent with plan

11 (91.6%)

1 (8.3%)
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Abstract
Abstract:

Aim: Whilst transfer of Aged Care Facility(ACF) residents to an acute hospital is
sometimes necessary, for those at end-of-life this can cause fragmented care and
disruption. This study explores the characteristics of ACF residents transferred to
hospital in the last 24hours of life and factors that may influence this decision,
including access to medical review, advance care planning and pre-emptive
symptom management prescribing; an area not previously researched.

Methods: A retrospective observational audit of ACF residents transferred to a
metropolitan hospital between 2012 to 2017 who died within 24 hours of transfer.

Results: 149 patients met the criteria. The median age was 87, 63(42%) were male.
83(56%) were transferred ‘out-of-hours’, the majority (71%) having no medical
review in the 24hours prior. 43(29%) died within 4hours of arrival. The commonest
reasons for transfer were dyspnoea (46%) and altered conscious state (32%), and
commonest cause of death was pneumonia(37%). Some form of advance care
planning documentation was available in 48%. Of the 86(58%) patients who required
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injectable opioid for symptom management in hospital, only 7(8%) had this pre-
emptively prescribed on their ACF medication chart.

Conclusions: Appropriate decision making around hospital transfers and end-of-life
care for ACF residents may be influenced by access to professionals able to
diagnose dying and access to appropriate symptom management medications.
Advance care planning is important, but often requires the aforementioned to be
enacted. Further research is needed to better inform how we can identify and meet
the end-of-life care needs of this cohort.

Key words: Aged Care Facility, End-of-life-care, dying, advanced care plan, palliative

care, Nursing home
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