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syndrome, principlism, ethics. Older people living in squalor present healthcare providers with a set of complex issues

because squalor occurs alongside a variety of medical and psychiatric conditions, and

Correspondence older people living in squalor frequently decline intervention. To synthesise empirical
Sook M. Lee, Sunshine Hospital, 176 Furlong evidence on squalor to inform ethical decision-making in the management of squalor
Road, Melbourne, Vic. 3021, Australia. using the bioethical framework of principlism. A systematic literature search was con-
Email: sookmeng.lee@wh.org.au ducted using Medline, Embase, PsycINFO and CINAHL databases for empirical research

on squalor in older people. Given the limited evidence base to date, an interpretive
Received 28 March 2022; accepted approach to synthesis was used. Sixty-seven articles that met the inclusion criteria were
16 June 2022. included in the review. Our synthesis of the research evidence indicates that: (i) older

people living in squalor have a high prevalence of frontal executive dysfunction, medi-
cal comorbidities and premature deaths; (ii) interventions are complex and require
interagency involvement, with further evaluations needed to determine the effective-
ness and potential harm of interventions; and (iii) older people living in squalor utilise
more medical and social resources, and may negatively impact others around them.
These results suggest that autonomous decision-making capacity should be determined
rather than assumed. The harm associated with squalid living for the older person, and
for others around them, means a non-interventional approach is likely to contravene
the principles of non-maleficence, beneficence and justice. Adequate assessment of
decision-making capacity is of particular importance. To be ethical, any intervention
undertaken must balance benefits, harms, resource utilisation and impact on others.

Introduction alongside other medical and psychiatric conditions,” and
overlaps with self-neglect and hoarding.®

Squalor is defined as a living environment that is so ) - -
Squalor does not occur exclusively in older people,

cluttered and unhygienic that people of similar culture

and background would consider extensive cleaning to be but squalor among older people is of particular importance

. . . because they have more complex care requirements and
essential.’ Past research has described squalor as a senile Y P q

. . poer 10 . . .
breakdown in standards of personal and environmental intrinsic vulnerabilities. "~ It is estimated that 1 in 700 com-

. . . . 1
cleanliness.® Relatedly, Diogenes syndrome’ defines a munity-dwelling older people live in squalor.” The abso-

lute numbers may rise as older Australians opt to age-in-

condition whereby older people exhibit symptoms of o

place in their own homes,”" and long-term care policies

extreme self-neglect, domestic squalor, hoarding, social
isolation and indifference to their situation.* While squa-
lor is not regarded as a distinct disorder in current classi-

increasingly emphasise ageing-in-place at home.'?
Service providers are frequently faced with complex
ethical dilemmas when responding to squalor among

fication systems, it occurs as an epiphenomenon o ]
older adults, who often lack insight and refuse interven-

tions.>®**>!* Some dlinicians feel obliged to intervene,'>'®
Funding: None. while others are reluctant to act against a patient’s wishes,
Conflict of interest: None. or may argue that squalor is an issue of people’s living
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environment and not their health.'” In addition, there is
uncertainty around the effectiveness of healthcare inter-
ventions, as prognosis can be poor for those who are hos-
pitalised®> and precipitous clean-ups can be traumatising.'®
A lack of ethical and evidence-based guidance on the man-
agement of squalor can lead to inconsistent management
practices and preclude older adults living in squalor from
receiving supportive and appropriate interventions that
would optimise their health outcomes.

Methods

This review sought to answer the following question:
How can research evidence guide ethical health manage-
ment of older people living in squalor?

In seeking to answer this question, we used the frame-
work of principlism developed by Beauchamp and
Childress'? to explore whether interventional or non-
interventional approaches respect or violate the guiding
principles of autonomy, non-maleficence, beneficence
and justice. The moral principle of autonomy is the obli-
gation to respect the decision-making capacity of auton-
omous agents.'® Non-maleficence and beneficence are
closely linked yet distinct, as non-maleficence is a nega-
tive principle that requires one to refrain from causing
harm while beneficence is an active principle that
requires action to promote good, remove harm or pre-
vent harm.'? Justice is the obligation to ensure fairness
in the distribution of benefits and risks."?

Given the limited research on ethics in the field of
squalor management, a narrative review was used to
interconnect and combine concepts from methodologi-
cally and ontologically diverse research with ethical
reflections.

Literature search and selection

A systematic search of the literature was performed
using Medline, Embase, PsycINFO and CINAHL data-
bases. The search terms used were squalor, hoarding and
Diogenes syndrome, and keywords that relate to man-
agement and intervention (Table 1). The electronic sea-
rch was performed in September 2021, limited to
humans, the English language, title and abstract. Citation
searching was performed to identity additional reports.

The inclusion criteria were intentionally broad to cap-
ture diverse research across many disciplines. Reports were
included if the mean age of adults living in squalor in the
studies was 260 years. Conference abstracts, case reports
with three or less participants, expert opinions and review
articles were excluded. The process of selection was per-
formed by a single author (SML).
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Analysis framework and synthesis

The literature was coded inductively to map domain-
specific themes, with codes subsequently grouped
based on the principlism framework. Such a coding
approach allowed for a context-specific assessment of
the research evidence in relation to each of the four
ethical principles.

As such, the analysis and synthesis focussed on four
areas:

1 Cognitive profile of older people living in squalor, and
the implications for their ability to make decisions with
autonomy.

2 The natural trajectory of squalid living, and the impli-
cations for non-interventional approaches respecting or
violating the principle of non-maleficence.

3 The positive and negative outcomes of interventions,
and the implications for interventional approaches
respecting or violating the principle of beneficence.

4 The utilisation of resources by older people living in
squalor and their impact on others, and the implications
for the principle of justice.

Results

The systematic search generated 2848 records (Fig. 1).
Following the removal of duplicates and screening,
67 reports published between 1966 and 2021 that met
the review criteria were included in the review. Reports
were excluded if they did not describe the living envi-
ronment aligning with squalor, did not disclose the age
of participants, if there were insufficient older people in
the sample or they did not contain descriptions of the
interventions employed.

Cognition

Research identified a high prevalence of frontal execu-
tive dysfunction in older people living in squalor regard-
less of whether the pathway to squalor is one of neglect
or hoarding. Studies of older adults with hoarding disor-
der found that most had executive dysfunction even it
they did not meet the criteria for dementia,?*?! and
many had poor insight and delusional thinking.?* In a
case—control study of psychiatric outpatients, the pres-
ence of frontal executive dysfunction was significantly
higher in the group in which self-neglect and squalor
were reported.>> Moreover, older people living in squa-
lor without hoarding were found to be more cognitively
impaired and more likely to have a history of alcohol use
compared with controls.?*
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Table 1 Electronic search strategy

Search terms

Medline (Ovid)

EMBASE (Ovid)

PsycINFO (Ovid)

CINAHL

Map term to
subject
heading

Keyword search
in abstract and
title

Hoarding Disorder, Hoarding

exp Therapeutics Case
Management, exp Patient
Care Management

hoard*, ‘Diogenes
Syndrome*’, squalor#,
clutter*, elder*, senile*,
old*, ‘older people’, ‘older
adult*’, ‘older person*’,
self-neglect*, ‘self-neglect’

therap*, manag*, interven*,
declutter*, de-clutter*

exp hoarding disorder,
hoarding, obsessive
hoarding, Diogenes
syndrome

exp therapy, case
management, exp patient
care, intervention study

hoard*, ‘Diogenes
Syndrome*’, squalor#,
clutter*, elder*, senile*,
old*, ‘older people’, ‘older
adult*’, ‘older person*’,
self-neglect*, ‘self-neglect’

therap*, manag*, interven*,
declutter*, de-clutter*

exp Hoarding Behaviour,
Animal Hoarding Behaviour,
exp. Hoarding Disorder

exp Treatment, exp Case
Management

hoard*, ‘Diogenes
Syndrome*’, squalor#,
clutter*, elder*, senile*,
old*, ‘older people’, ‘older
adult*’, ‘older person*’,
self-neglect*, ‘self-neglect’

therap*, manag*, interven*,
declutter*, de-clutter*

exp ‘Obsessive Hoarding’,
‘Diogenes Syndrome’

‘Behaviour Therapy+’,
‘Case Management’

hoard*, ‘Diogenes
Syndrome*’, squalor#,
clutter*, elder*, senile*,
old*, ‘older people’, ‘older
adult*’, ‘older person*’,
self-neglect*, ‘self-neglect’

therap*, manag*, interven*,
declutter*, de-clutter*

Key search terms were mapped to subject headings in each database and searched as a keyword in Medline (Ovid), EMBASE (Ovid), psycINFO (Ovid)
and CINAHL. The term ‘exp’ (Medline, EMBASE and PsycINFO) and the sign ‘+’ (CINAHL) indicate that the term was exploded in the MeSH (Medical
subject heading) vocabulary to capture narrower terms associated with the broader concept. The asterisk * is a wildcard symbol used to broaden the
search by finding words that start with the same letters. Quotation marks indicates phrase searching where words must appear as an exact phrase.
All searches were limited to English language, humans and abstract.

[ Identification of studies via databases } [ Identification of studies via other methods }
Records identified (2848) from: Records removed before Records identified from:
= Medline (Ovid) (n = 628) screening: Organisations (n = 2)
.g EMBASE (Ovid) (n = 1164) Duplicate records removed Citation searching (n =6)
s PsycINFO (Ovid) (n = 880) (n = 950)
& CINAHL (n = 176)
‘g Limit to English language,
k-] humans and abstract
Results from 15 September 2021
Records screened Records excluded
(n =1898) (n=1814)
Reports sought for retrieval Reports sought for retrieval
2 (n=84) (n=8)
g
: } !
n
Reports assessed for eligibility Reports excluded (n=24): Reports assessed for eligibility Reports excluded:
(n =84) Insufficient description of (n =8) Age of participants not
squalor (n =13) disclosed or insufficient older
Age of participants not people in sample (n =1)
disclosed or insufficient older
people in sample (n =8)
Insufficient description of
intervention (n =3)
v
- Total reports included (n=67)
= Reports from database search
= (n =60)
‘_&’ Reports identified via other
methods (n =7)

Figure 1 Flow diagram of search strategy and identification of articles included in the review.

Another finding was that the widely used screening
cognitive test, the Mini Mental State Examination

(MMSE) may lack the sensitivity to detect frontal
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executive dysfunction. For example, clinical samples of
older people living in squalor and self-neglect associated
with squalor recorded mean MMSE scores that fell
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within the normal range, despite the presence of frontal
executive dysfunction detected on neuropsychological
tests. %1323

The natural trajectory of squalor

Health prognosis without intervention is poor. Symptoms
of hoarding can begin early in childhood or adolescence,
or as a reaction to stress in later life.”® Research suggests
that older people may hoard to allay anxiety and fear, and
to provide a sense of control.>” For some, a squalid lifestyle
may reflect an active rejection of societal standards,” and
hence constitute a form of self-expression.>”**

Several studies reported negative functional and
health outcomes associated with squalor in older people.
Excessive clutter can impede movement around the
house, food preparation and ability to attend to one’s
hygiene.?* % In addition, individuals have a higher risk
of falls,** elder abuse®* and institutionalisation.>>* Older
people living in squalor frequently have medical com-
orbidities that require medical attention such as mental
health conditions,”>°® chronic pain,3 738 alcoholism,
diabetes and sleep apnoea.>®

Critically, studies on the association between hoarding
and mortality found a higher likelihood of premature
death,?>*° estimated to represent 16.1 years of potential
life lost.*® Similarly, a Melbourne study of fire fatalities
found an overrepresentation of older people in hoarded
households, whose safe evacuation was likely prevented
by poor decision-making, falls, cluttered egresses and
difficulties containing fires due to high fuel loads.*'

Interventions

Intervention options for squalor include case-manage-
ment, cognitive behavioural therapy (CBT), compassion
focused therapy, cognitive remediation and public sector
responses. Case management can be helptul in facilitat-
ing access to medical care and social support,*? but can
be insufficient as a sole intervention in eliminating the
risk of eviction for older individuals with hoarding.*?
Currently, case management is the main intervention for
older people whose squalid living conditions that have
arisen from passive neglect.

Psychological treatments aimed at changing behaviour
have only been trialled in people who live in squalor that
have resulted from hoarding. CBT on its own produces
minimal improvement in older people,***® but CBT with
practical in-home support can reduce depression and
hoarding severity.*” A more effective intervention is Cog-
nitive Rehabilitation and Exposure/Sorting Therapy
(CREST), which is a manualised treatment protocol that
targets memory, executive functioning, exposure challenge
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and relapse prevention strategies.*>°°2 CREST is more
effective in reducing hoarding severity compared with case
management immediately post-intervention (78% vs 28%
responder rate respectively),’® yet showed little difference
after 12 months.*?

Alternatively, compassion-focussed therapy (CFT),
which emphasises emotion regulation through mindful-
ness and compassion imagery, treats individuals by phys-
iologically activating the parasympathetic nervous
system to achieve settling and soothing states during de-
cluttering efforts.>®> In a small CFT study (N = 18) with-
out a control group, 62% of older hoarders achieved a
clinically significant reduction in hoarding severity.>?
Other interventions such as cognitive remediation which
use computerised programmes to target cognitive func-
tion can improve attention; however, it does not reduce
hoarding severity or improve executive function.’* Inter-
ventions that require further evaluation include the use
of occupational therapists for training in planning and
organisational skills,>® and the use of volunteers, who
compared with clinicians, can be less resource intensive,
more flexible and able to promote relationships that lead
to improvements in other aspects of life.>®

Public sector responses to hoarding have primarily
focussed on reducing the risk of harm to the individual,
and mitigating the impact on others through environ-
mental interventions. Clean-ups can be effective in
reducing clutter and preserving tenancy,’” and are more
tolerable if the older adult is engaged in the process.’®
Fire authorities have shown success in raising awareness
of fire risks of hoarding households through education
campaigns along with the free installation of smoke
alarms, leading to higher success in containing fires to
the room of origin and less property damage.>® A novel
programme offering neutering of female cats in animal
hoarding households showed a 40% reduction in cat
numbers at 12 months.*°

Several barriers to successtul interventions were iden-
tified. Multidisciplinary teams have highlighted the lack
of standardised responses, and inadequate funding and
in-home mental health services as significant barriers to
achieving positive outcomes.®' In addition, public sector
providers who conduct expensive cleans identified the
need for more training and improvement in multi-

agency service coordination.’”>®

Resource allocation and impact on others

Older adults living in squalor can impose a burden on
health system resources, and those around them. Find-
ings in a case—control study indicated that compared
with other psychiatric inpatients, older patients with
squalor utilised more social services, stayed longer in
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hospital and were more likely to be discharged to depen-
dent accommodations.®> Moreover, code enforcement
and social services report that clean-ups are expensive
and usually involve multiple agencies.®® In contrast, a
case—control study into the healthcare costs by older peo-
ple found that those with self-neglect incurred lower
costs in the preceding year before coming to the atten-
tion of adult protective services, and subsequently
incurred similar costs thereafter.®*

Family and caregivers experience negative environ-
mental impacts, family dysfunction and marginalisation,
and require support and coping strategies for them-
selves.®>®® Families often need psychoeducational sup-
port to assist in understanding hoarding,®>¢” and to be
motivators for change.®® Qualitative studies involving
case workers revealed that they were frequently ethi-
cally conflicted when trying to initiate change,®””° and
experienced greater rejection and poorer alliances when
working with their clients.”' Volunteers also require
additional support as clients can be paranoid and
demanding.’® In a survey of psychiatrists who treated
older adults with self-neglect in Ireland, 93% of them
reported that their patients had unsatisfactory outcomes
and 72% reported unsatisfactory outcomes for them-
selves.”? In addition, all respondents in this study felt
their role should be limited to the management of psy-
chiatric issues and 82% felt that social services should
provide the care required.

Squalor in older people can be related to hoarding ani-
mals, which can be as numerous as 40-50 animals per
owner. These animals are usually in poor health, and
live in unsanitary and inhumane conditions.”>”®
Researchers in veterinary medicine who have reported
on the negative impacts of animal hoarding on the ani-
mals, advocate for greater involvement from mental
health services”>”¢ with at least 30% of animal hoarders
known to mental health services reported in one
Australian study.””

Discussion

This review is the first to have scoped empirical research
on squalor in older people and appropriate interven-
tions, and synthesise these findings into the principlism
framework to support decision-making by healthcare
providers. In doing so, this review found that older peo-
ple living in squalor have a higher prevalence of frontal
executive dysfunction, a higher risk of morbidity and
mortality, used more medical and social resources, and
negatively impact others around them. More critically,
this review highlighted insufficient research on the etfec-
tiveness of interventions, recidivism rates and harm
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caused by intervention in the management of squalor in
older people.

A crucial implication for clinical practice is, in seeking
to support the principle of autonomy, the cognitive
capacity of older people living in severe domestic squalor
who have frontal executive dysfunction needs to be
carefully considered. This understanding is critical given
that those who decline to cooperate with assessments
may be even more impaired.'” In addition, the presence
of frontal executive dysfunction has implications for
management. While frontal executive dysfunction pre-
sents in younger people, its severity increases with age”®
and may impede abstract cognitive strategies.**’® This
may explain why CBT, which is the main treatment for
younger people with hoarding disorder, is less effective
in older people.** It is also likely the reason why older
people living in squalor may require assistance to
improve their living conditions as their cognitive deficits
reduce their ability to formulate intentions, and to
develop and execute plans.”*™!

The findings that squalor significantly increases the
risk of morbidity and mortality suggests effective inter-
ventions may be beneficent, and a non-interventional
approach may violate the principle of beneficence. How-
ever, interventions that are likely to cause harm - such
as disposing of possessions without supporting or includ-
ing the older person through the process — may violate
the principles of beneficence and non-maleficence.

Last, the findings that older adults living in squalor
can place a burden on families, carers, neighbours, ani-
mals and the wider health system have implications for
the principle of justice. In circumstances where the bur-
dens or the risks on others are significant, it may be ethi-
cally justifiable to intervene against the wishes of an
older adult. Thus, it may be appropriate to override a
particular principle if competing moral conditions exist;
for example, autonomy can be restricted if an individ-
ual’s choice has the potential to harm others,'*%? partic-
ularly if these other individuals are vulnerable and lack
autonomous decision-making capacity themselves
including children, dependent adults or animals.®*

These complexities can create challenges within orga-
nisations. Effective management can be expensive, time
consuming and complicated, so agencies may try to
offload their responsibilities.** Individual care workers
facing this dilemma may either provide services above
and beyond their employment descriptions,'®*%® or
become detached due to the effects of organisational
acculturation.'® The ethical obligations of organisations
that provide in-home care services to older people would
benefit from closer examination.

While this review provided some critical insights, it
also revealed the limitations of the principlism approach.

Internal Medicine Journal 52 (2022) 1304-1312
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Clinicians working with an older person may not have
the required information or competence to analyse and
weigh competing ethical principles. In such situations,
the ethics of care may offer a complementary ethical
framework that could help to inform decision-making.
This approach emphasises the trustworthiness of the care
provider and their willingness to act for the care recipi-
ent.'” Several reports found that interventions for squa-
lor produced better results when clients developed trust
in those who were offering assistance.'®2831>6.61.71.86
Mcdermott proposed that the care of older people living
in squalor may be best addressed using a pluralistic
ethical approach.'’

Strengths

This review is the first to synthesise a systematic review
of the literature with an ethical framework that includes
overlapping conditions of squalor, specifically Diogenes
syndrome, self-neglect and hoarding. It provides practi-
cal and research-informed insights for healthcare profes-
sionals to guide ethical decision-making and exposes
significant research gaps related to effective interven-
tions, resource allocation and impact on others.

Limitations

There are several limitations to this review. The review
was restricted to the English language and included case
reports with four or more cases. While case reports and
case series are critiqued as lacking comparison groups,
they are useful for seminal cases and rare conditions,”
or where the level of engagement with research is low,
such is the case for squalor.®*%? As such, our use of case
series allowed for data to be combined, enabling a more
systematic and statistical analysis compared to case
reports.®”

Most of the participants in empirical studies on squalor
consisted of convenience samples of older people who
have come to the attention of health or community ser-
vices. While these findings have immediate relevance to
professionals working in aged-care services, they may
not be applicable to older people who are at less
advanced stages of squalor, or to younger people living
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