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Foreword
This literature review is part of a wider study on social care responses to self-neglect and
hoarding behaviour among older people in England.
In this review, we have chosen to use the wording ‘hoarding behaviour’ as a summary term
for various terms used to describe the excessive accumulation of items and possessions in
people’s homes. The exception to this is where researchers have explicitly applied a
hoarding disorder definition to diagnose participants in their studies, that is mainly the
definition in the fifth edition of the ‘Diagnostic and Statistical Manual of Mental Disorders:
DSM-5’ (American Psychiatric Association, 2013a). We have made the differentiation to
allow the inclusion of literature that does not use the DSM-5 or the more recent definition
in the 11th revision of the ‘International Classification of Diseases’ (ICD-11, World Health
Organization, 2021a) or other terms such as clutter(ing).
We take the view that hoarding behaviour is a mental health disorder and we do NOT
promote the opinion that hoarding behaviour that is not diagnosed by a professional as
hoarding disorder is, or should be seen as, a choice or lifestyle choice.
In this review we have stayed close to the words and phrases used in the original
publications. As most studies reported were conducted by researchers with a background in
psychiatry it is unsurprising that they used medical terms in their writing. Some of these
terms may be used in a neutral manner in their field or area of practice, but may be
experienced as ‘loaded’ in other fields, or may be perceived as upsetting or confrontational
by others. By quoting or repeating terms and wordings, we do NOT want to endorse any
language that causes humiliation or distress. We believe that people who show or
experience hoarding behaviour should be treated with respect and dignity, be that in
research or in practice, or in the community.
We thank the members of our advisory group who always remind us to be sensitive about
the topic and the words we might use when describing and discussing hoarding behaviour
and how to best support individuals and their families and friends.
This review focusses on research on older people with hoarding behaviour that was
published since 2015. Where earlier research is explored, this was done out of interest and
to provide more context or detail to a certain topic, to illustrate a problem, and/or to
enhance learning for the study.
It is also important to highlight that whilst this review reports many treatment approaches,
especially centred around cognitive behaviour therapy (CBT), we could not find any
quantification of specific hoarding disorder treatment, mental health support, or
community-based treatment in general that is made available to (older) people in England.
One of the aims of our ongoing study is to collect more data and to inform services as to
how they could improve outcomes for individuals and affected others.
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Summary
This Summary provides a short overview of the findings of the full literature review.

Introduction
Hoarding behaviour is complex and not always easy to understand.
Hoarding behaviour and hoarding disorder, or other terms such as compulsive hoarding,
clutter(ing), and squalor, describe the excessive accumulation of items and possessions in
people’s homes. Hoarding behaviour can result in serious risks to the person with hoarding
behaviour, and to others. These increased risks include falls, harm from fires, and illness due
to unhygienic conditions, insect and rodent infestation, which can in turn lead to
homelessness and even death, and can also affect others. Animal hoarding behaviour can
harm animals (please note that animal hoarding behaviour is not specifically recognised in
either of the two official definitions of hoarding disorder).
Aim and methodology of the review
The aim of this review is to provide an overview of research findings and debates for
researchers and practitioners, and other interested people. The starting point was our study
on social care responses to self-neglect and hoarding behaviour among older people in
England. This review is based on 107 articles or reports found through a systematic search
of databases in September 2020, with additional publications added until the end of 2021. A
companion review (Martineau et al., 2021) focussing on self-neglect was published earlier.
Limitations
Limitations of this review are the unsystematic inclusion of research on hoarding behaviour
or hoarding disorder from between 2013 and 2015 and the mainly descriptive nature of this
review. Other limitations reflect the limits of research on hoarding behaviour itself, such as
the use of differing definitions. Limitations also reflect the difficulties of effectively
separating hoarding behaviour-related and age-related factors where older people are
affected. In addition, studies on clinical treatment are often conducted with participants
willing to be part of a research project and/or to engage in treatment for difficulties related
to hoarding behaviour.
Theories about hoarding behaviour
Probably the best known and most widely accepted (e.g. Steketee, 2018; Timpano et al.,
2016; Wheaton, 2016) psychological model of hoarding behaviour is the cognitive
behavioural model initially developed and proposed by Frost and Hartl (1996), and later
refined by Steketee and Frost (2003, 2007), also known as the hoarding specific cognitive
behavioural therapy/CBT model. These authors propose that hoarding behaviour is caused
by factors such as genetic influences (in the expanded model), early life experiences,
traumatic life events, and family history. They suggest that these factors, sometimes also in
combination with varied beliefs about possessions and/or individual information-processing
deficits, can lead to the manifestation of hoarding behaviour.
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Definitions of hoarding disorder
The model by Frost and Hartl (1996) and used by Steketee and Frost (2003, 2007) formed
the basis for the diagnosis definition of hoarding disorder in the ‘Diagnostic and Statistical
Manual of Mental Disorders: DSM-5’ (DSM-5) (American Psychiatric Association, 2013a),
where it was included as an independent diagnosis in 2013. Recently, the 11th revision of the
‘International Classification of Diseases’ (ICD-11, World Health Organization, 2021a)
included hoarding disorder as a distinctive mental health disorder. Prior to this, hoarding
behaviour was considered to be a symptom variant of obsessive compulsive disorder (OCD)
or obsessive compulsive personality disorder (OCPD).
In current clinical research the dominant definition used is that of the DSM-5. This is
probably due to the dominance of US-situated research, where the DSM is more widely
used than the ICD, and can also be explained by the later international publication and
adoption of the ICD-11 in 2019 (which came into effect on 1st January 2022). Critics of the
CBT model and the DSM-5 definition have cautioned that it focusses too much on
intrapersonal factors whilst overlooking cultural and societal factors in explaining hoarding
behaviour and its perception (see ‘Critical perspectives’ below).
Measuring hoarding behaviour
There are several validated and established measures and tools to assess hoarding
behaviour or to diagnose hoarding disorder (HD), particularly HD severity for general
populations, but only the Clutter Image Rating (CIR) (Dozier & Ayers, 2015; Frost et al., 2008)
has been specifically validated for older people (Farquhar & Caiazza, 2020). This tool
consists of a series of nine photographs with increasing levels of clutter rated from 1 ‘no
clutter’ to 9 ‘severe clutter’ for three main rooms of people’s homes: bedroom, kitchen, and
living room. The CIR was initially constructed to be used as a self-report tool asking an
individual to select the picture that reflects the level of clutter in their own rooms. In clinical
research, the Saving Inventory Revised (SI-R) (Frost et al., 2004) is most often used, which is
a self-report questionnaire consisting of 23 items. It has been suggested that self-report
tools can lead to either under- or over-reporting of symptoms, thus assessments in people’s
homes undertaken by trained practitioners should also inform diagnoses.
Causation and risk factors
Several causes and risk factors associated with hoarding behaviour that might lead to the
onset of and continuation of hoarding behaviour have been identified. These include:
•
Genetic factors
•
Traumatic life events or life changing experiences
•
Neural factors and impairments, including dementia
•
Beliefs, including pathological beliefs and self-identity (emotional attachment) and
anthropomorphism
•
Emotional factors
•
Executive functioning and impairment
•
Addictive behaviours and substance misuse
Onset
Several studies before and after the publication of the definition of hoarding disorder in the
DSM-5 have tried to establish a typical age for the onset of hoarding behaviour.
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There is some consensus that hoarding symptoms mainly emerge in mid- to late-childhood
or teenage years, with some evidence suggesting cases of later life onset, which is not
caused by neural impairments or dementia, also exist.
Severity and progression
Research has also aimed to describe and measure the severity and progression of hoarding
behaviour. There is some consensus that the severity of varied hoarding symptoms
increases with age. However, some researchers have warned that severity itself might not
increase but that the consequences of hoarding behaviour might become more challenging
with age as possessions can become unmanageable for older people either due to their
amount or due to people’s age-related physical or mental comorbidities.
Prevalence
International studies on the prevalence of hoarding behaviour and disorder in the wider
population have reported wide-ranging estimates, with rates up to six per cent in some
populations, and mixed results when comparing age groups. A meta-review by
Postlethwaite et al. (2019), which included two UK studies, estimated a pooled prevalence
for hoarding disorder of 2.5 per cent, with similar prevalence rates for women and men.
There is need for caution though as studies have used different definitions of hoarding
behaviour over time. With research published before 2015, the rates for the UK differ from
1.3 per cent (Nordsletten, Reichenberg, et al., 2013) to 2.3 per cent (Iervolino et al., 2009).
When compared with prevalence rates of other psychiatric disorders in the English adult
population (NHS Digital, 2020) these rates are significant and should not be overlooked.
Impact on the individual and others
Hoarding behaviour can impact on older people’s lives, and that of others around them, in
various ways. Older people can experience severe difficulties and be compromised in
carrying out daily activities, such as washing and cooking, moving around in their home, and
sleeping in their beds. Potential risks and dangers associated with hoarding behaviour
among older people are increased risk of falling, increased harm from fires, exposure to
toxic mould and dust, poor hygiene, poor nutrition, medication mismanagement, health
problems, food contamination, social isolation, loss of daily functioning, and risk of eviction
and homelessness.
Hoarding behaviour also impacts on family members, often causing distress, and relatives
might seek to change the individual’s behaviour, often with limited success, which can place
even greater strains on relationships. When the hoarding behaviour leads to heightened risk
of spread of fire, pest infestations, and/or bad sanitation systems, neighbours can also be
affected. That is why government agencies often have a responsibility to respond to the
public safety threats posed by some hoarding cases. The subsequent costs of these
interventions will indirectly affect the general public.
Treatment and interventions
In the UK, there is currently no national guidance on how to treat hoarding disorder or
behaviour among older people. The National Institute for Health and Care Excellence (NICE)
still covers treatment for hoarding under its guidelines for obsessive compulsive disorder
(OCD) and body dysmorphic disorder, and recommends cognitive behavioural therapy (CBT)
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or exposure and response prevention (ERP) treatment. This is echoed by information and
guidance provided by the National Health Service (NHS), which in addition proposes the use
of medication.
Hoarding is also referred to as one of the behaviours that can constitute self-neglect in the
guidance (Department of Health, 2014) accompanying the English Care Act 2014 (Care Act
2014, c 23, 2014). Hoarding behaviour can therefore justify a safeguarding enquiry under
s42 of the Care Act 2014, if threshold criteria are met. Where concerns exist but which do
not meet threshold criteria, a referral for support from Adult Social Care services can be
made. Other agencies, such as environmental health or animal protection services, may also
become involved.
In general, there seem to be three separate approaches to the treatment of older adults
experiencing hoarding behaviour, though these are sometimes used in combination:
1. psycho-therapeutic treatment (most commonly cognitive behavioural therapy (CBT)
provided either in clinical or community settings),
2. risk reduction programmes, and
3. medication.
Not all of these approaches are successful, and some might not even be appropriate.
The most widely researched treatment is based on the original CBT programme as proposed
by Steketee and Frost (2007). There are several adaptations, formats, and extensions for
individuals and groups, led by professionals or in peer-led approaches, with and without
visits and support in the individual’s home. For the treatment of older people, it was
suggested that sessions should focus on functional skills and address emotions to increase
positive outcomes.
International research has shown that CBT can lead to some success in reducing hoarding
behaviour symptoms, especially among people who are motivated to participate in the
treatment. However, even in these cohorts, the reduction of symptoms on clinical
measurement scales can be limited and high numbers of participants were still showing
hoarding behaviour after therapy. In addition, whilst some CBT programmes for older
people have reported high retention rates, others have experienced high dropout. Intensive
support by staff in the programme or by others (e.g. family members and friends) has been
suggested as effective in decreasing attrition rates. Investigating long-term outcomes, only
very few of these studies provided data or information on long-term outcomes of
treatment. There was also limited information as to whether trial treatments were made
available on a larger stage (be that in the country of the trial or internationally).
Other international treatment or intervention approaches take place in community settings.
These can be based on CBT, but probably more common are risk or harm reduction
approaches led by statutory and community services or through multi-agency collaboration.
Harm reduction strategies aim to reduce the volume of possessions (clutter) from the home
to make it safe for the person and others to live in it, and also to ensure the safety of the
wider community. However, forced interventions such as clear-outs or decluttering of
homes can be distressing and often lead to negative outcomes, as individuals will most likely
keep collecting and acquiring items, and can also lose trust in support and reject the idea of
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engaging with social workers, other representatives of authorities, or other support
workers. More successful outcomes are achieved if professionals aim to establish
relationships with the individual and others based on mutual trust. Some approaches
describe schemes that combine specialist hoarding behaviour treatment with a more
general care plan coordinated by a case manager who may collaborate with professionals in
other agencies, such as the fire service or environmental health. In some cases, offering and
providing practical support can directly improve the situation. The success of community
treatment is often affected by the degree of collaboration between different agencies and
organisations and/or the resources available to professionals to support individuals with
hoarding behaviour.
Regarding medication, besides using specific medication for specific cases, research has
indicated that the use of the antidepressant venlafaxine can be helpful, though some
studies have also suggested that its effectiveness might be reduced among older people.
Critical perspectives
Whilst critical commentators acknowledge that hoarding behaviour can lead to hazardous
living situations for some individuals, the inclusion of hoarding disorder as an individual
diagnosis in the DSM-5 has also led to criticisms arguing that everyday behaviour has been
overly pathologized and sensationalized (Orr, Preston-Shoot, et al., 2017).
Several researchers have commented that the discourse on hoarding behaviour is
dominated by the psychiatric model and definition in the DSM-5, which in their view fails to
recognise how individuals with hoarding behaviour, their families, practitioners, and society
as a whole are impacted on by cultural and societal norms when making sense of hoarding
behaviour. Views on modern consumerism, but also on reusing and recycling, will inform
how keeping and saving items are considered and appreciated.
Although a hoarding disorder diagnosis could potentially unlock resources enabling
treatment and support, researchers have cautioned about any tendency to see hoarding
behaviour only within a psychiatric paradigm and as a mental health deficiency. Instead,
they have drawn attention to the importance of learning about, understanding, and
respecting an individual’s reasons for their hoarding behaviour, and possible causative
factors.
Considerations for practice
This review found that establishing and fostering trusting relationships with the individual,
their family, and others were some of the most important elements for successful
engagement with people with hoarding behaviour. This is in addition to effective
collaboration between statutory agencies and other organisations, and the availability of
resources. Fostering trusting relationships takes time and several approaches, and any
rapport could be threatened if professionals move forward with any interventions without
consideration and consent from the person with hoarding behaviour. Techniques such as
motivational interviewing and taking small steps can be successful in harm reduction.
However, other, forced interventions such as radical decluttering or clear-outs, have been
found to only reduce accumulation of items temporarily, especially if one-off interventions
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are not accompanied and followed-up by additional support and treatment, whilst also
threatening mutual trust.
Even though building trustful relationships can take time, several researchers recommended
risk assessment at an early stage of contact to establish if harm or the risk of harm could be
addressed. Timely assessment of an individual’s situation and conditions, including assessing
the person’s mental health, should be holistic and inform further steps of treatment and
support.
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1.

Introduction

Over the years, several clinical terms have been used in relation to hoarding behaviour, such
as compulsive or pathological hoarding, clutter(ing), squalor, syllogomania, Diogenes
syndrome, or Collyer Brothers syndrome. These terms are used to describe the excessive
accumulation of items and possessions in people’s homes. Hoarding behaviour can lead to
dangerous circumstances such as unhygienic living conditions, greater risk of falls, increased
risk of injury in fires, homelessness, and even death, as well as harm to other people. With
regard to animal hoarding behaviour, the term Noah’s syndrome has occasionally been
used.
Hoarding behaviour was classified as a distinct mental health disorder in the fifth edition of
the ‘Diagnostic and Statistical Manual of Mental Disorders: DSM-5’ (DSM-5, American
Psychiatric Association, 2013a) and, recently, in the 11th revision of the ‘International
Classification of Diseases’ (ICD-11, World Health Organization, 2021a). In current clinical
research the dominant definition is that of the DSM-5. This could be due to the dominance
of US-situated research, where the DSM is more widely used than the ICD, and can also be
explained with the much later international publication and adoption of the ICD-11 in 2019
(officially coming into effect on 1st January 2022, World Health Organization, 2021a). With
its introduction in the DSM-5, hoarding disorder has become a widely accepted independent
diagnosis, at least in psychiatric/psychological circles. However, the inclusion of hoarding
disorder as an individual diagnosis in the DSM-5 has also led to criticisms arguing that
everyday behaviour has been overly pathologized and sensationalised whilst also reducing
understanding the complexity of hoarding behaviour (Orr et al., 2019).
Hoarding behaviour continues to attract attention from researchers concerned with
understanding its causation and the best ways to provide support and/or treatment.
However, there are some major limitations to the research on hoarding behaviour among
older people and in general – to no small extent due to the broad, heterogenous range of
definitions, measures, and sampling.
There has also been increased interest and ‘fascination’ with hoarding behaviour in the
media. As an example, in the United States of America (USA/US), the television series
‘Hoarders’ and ‘Hoarding: Buried Alive’ were broadcast for a combined 190 episodes over
19 seasons (Chasson et al., 2018, p. 57). These series were also repeatedly broadcast in the
United Kingdom (UK), where there are recent UK-versions, such as ‘Hoarder Homes: No
Room To Move’ on Channel 5 (Channel 5, 2021), and other formats such as ‘Sort Your Life
Out’ on BBC One (BBC, 2021). Many of these shows focus on ‘fixing the problem’ but also
lead to ‘significant negative ideas’ about hoarding behaviour by exploiting extreme cases
and ‘simplifying and shortening reports in order to fit the requirements of entertainment
programming’ (Buescher, 2018, p. 35), whilst also reportedly causing greater self- and public
stigma as well as distress among people with hoarding behaviour (Chasson et al., 2018).
The aim of this review is to provide an overview of research findings and debates for
researchers, practitioners, and other interested parties, and to inform our wider study on
social care responses to self-neglect and hoarding behaviour among older people in
England.
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After briefly outlining our methodology, the report is divided into the following parts:
• Theories about and definitions of hoarding behaviour and hoarding disorder (HD)
• Established and validated measures to assess hoarding behaviour
• Causation of hoarding behaviour
• Risk factors associated with and impacting on hoarding behaviour
• Age of onset, progression, and severity
• Prevalence
• Impact of hoarding disorder and hoarding behaviour
• Animal hoarding behaviour
• Treatment and interventions: this section examines therapeutic approaches,
community-based approaches and interventions, medication, and treatment
approaches for relatives, friends, and carers
• Hoarding: socially constructed? This section explores critical perspectives on
hoarding behaviour discourses
The final section offers some conclusions.
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2.

Methodology

This review is part of a two-part series of literature reviews of international literature on
self-neglect and hoarding behaviour, treatment opportunities, and safeguarding responses
by social care departments or other, similar agencies and organisations. A companion
review (Martineau et al., 2021) focussing on aspects of self-neglect was published earlier.
The present review is based on a systematic literature search conducted on 7th and 8th
September 2020. Information on the databases and search terms used in the search is
provided below. The search encompassed national and international publications in the
English language focussing on hoarding and self-neglect among older people. The review
was retrospective, including research published between 1st January 2015 and the
September 2020. This period was intended to capture research published subsequent to the
2014 Care Act (Care Act 2014, c 23, 2014), that came into force on 1st April 2015, and which,
in its accompanying Statutory Guidance (Department of Health, 2014), recognised hoarding
behaviour as a safeguarding concern for the first time. However, when conducting the
analysis, it was decided that it would be necessary to also include older publications to
provide wider context and a more rounded overview of the literature on hoarding
behaviour and disorder. Furthermore, more recently published literature was also added,
extending the date range to September 2021.
The systematic search and initial analysis produced 87 references on hoarding behaviour
that were included in the further analysis, subsequent searches led to another 26
references, with six publications being later excluded at full-text review stage. Finally, 107
references relating to older people were included in this review (for an overview see flow
diagram below). Eighteen of these were meta-analyses, with Thew and Salkovskis (2016)
and Roane et al. (2017) focussing on publications concerning older people. The majority
(n=38) of included publications related to the US context, with an additional five reporting
on both the US and Canada, and four on Canada. The UK context was represented in 14
publications (one of which was an international comparison). Another nine publications
hailed from Australia. Nine further publications report on different countries in continental
Europe, with the other ten from the rest of the world.
Whilst the systematic literature search focussed on finding publications with cohorts of
older people (initially the guiding age for ‘older’ was 65 years and above, but this was
relaxed to 60+ to allow inclusion of more publications at the search stage), not all studies
reported in this review include only older people. Where we were made aware of important
factors causing or impacting on hoarding behaviour, for example in meta-reviews, but could
not find research undertaken with older participants but only with younger age cohorts, we
decided to include these studies. Initially, the search also only aimed to include peerreviewed publications, but we have also included ‘grey’ or non-reviewed literature. We
decided to include this additional material to describe and explore a broader set of debates
about hoarding behaviour and possible responses, and where findings would also
conceivably relate to older people.
There are some limitations to this review, reflecting the limits of research on hoarding
behaviour and disorder among older people in general. One of the major limitations of this
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review is the (unsystematic) inclusion of research on hoarding disorder based on the DSM-5
definition published between 2013 and 2015. Another is the descriptive nature of this
review: publications were not assessed for their quality following methodological qualitative
or quantitative research criteria. Another lies in the nature of the reviewed publications in
that many were small-scale or case studies. In addition, researchers studying hoarding
behaviour among older people have often highlighted that hoarding behaviour-related and
age-related factors cannot always be effectively separated (Thew & Salkovskis, 2016).
Reviewers have also pointed out that most research on hoarding behaviour and treatment
has been conducted with participants willing to be part of a research project and/or to
engage in treatment for difficulties related to hoarding behaviour (Roane et al., 2017). This
makes any generalisation of findings to other individuals more difficult, especially for those
who might be unaware of, or unwilling to, recognise the potential risks of their behaviour.

Search terms and databases
We used the following search terms to systematically search for literature on hoarding
behaviour (and self-neglect):
hoard* OR squalor OR squalid OR "diogenes syndrome" OR syllogomania OR unsanitary OR
insanitary OR self-neglect OR selfneglect OR “self neglect.
On the UK-specific platforms the search included variants of ‘refusal’ to capture potential
refusal of services, intervention, care, or assessments.
Search terms for older people:
older OR elder* OR ageing OR aging OR ‘senior citizen*’ OR geriatric* OR ‘old age’ (some
platforms, e.g. Ovid, provided platform-specific filters, including ones for older people).

Table 1 provides information on the databases and platforms on which the systematic
search was carried out and the number of search results.
Table 1: Overview of databases searched during systematic search und number of results
Database (platform)
Social Care Online
Social Science Database; Applied Social Sciences Index
& Abstracts/ASSIA; Sociological Abstracts; Sociology
Database; Social Services Abstracts (ProQuest Social
Science Premium Collection)
Scopus (Elsevier)
Social Sciences Citation Index (Web of Science)
Social Policy and Practice (Ovid)
APA PsycInfo (Ovid)
Medline (Ovid)
Embase (Ovid)
HMIC (Ovid)
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Number of search results
119
265

208
269
80
125
140
201
3

CINAHL (EBSCO Host)
NHS Evidence (NICE)
Cochrane Central Register of Controlled Trials
OpenGrey
AgeInfo
CareKnowledge
EThOS (British Library)
King’s Fund database
Community Care
Total (before de-duplication)
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97
346
56
0
24
0
12
1
18
1964

Records identified through
systematic database search
(n=1964)

Additional records identified through
other sources (n=26)

Records after duplicates removed (n=1169)

Records screened by title and abstract (n=1169)

Records excluded because they fell
outside criteria (n=981)
Full-text publications excluded as they
focussed on self-neglect rather than
hoarding (n=101), for analysis see
Martineau et al. (2021)
Additional records identified (n=26)

Full-text publications assessed for eligibility (n=113)

Records excluded because they fell
outside criteria (n=6)

Publications included in the qualitative synthesis in
this report, marked with * in the References (n=107)
Figure 1: Flow diagram of literature search
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3.

Theories about and definitions of hoarding behaviour and hoarding disorder
(HD)

The cognitive behavioural model (also cognitive behavioural therapy/CBT model)
Probably the best known and most widely accepted (e.g. Steketee, 2018; Timpano et al.,
2016; Wheaton, 2016) psychological model of hoarding behaviour is the cognitive
behavioural model initially developed and proposed by Frost and Hartl (1996), and later
refined by Steketee and Frost (2003, 2007). This model formed the basis for the addition
and definition of hoarding disorder (HD) in the ‘Diagnostic and Statistical Manual of Mental
Disorders: DSM-5’ (American Psychiatric Association, 2013a) (Mataix-Cols et al., 2010;
Steketee, 2018).
Frost and Hartl define clinical compulsive hoarding as:
‘(1) the acquisition of, and failure to discard a large number of possessions
that appear to be useless or of limited value;
(2) living spaces sufficiently cluttered so as to preclude activities for which
those spaces were designed; and
(3) significant distress or impairment in functioning caused by the hoarding’
(Frost & Hartl, 1996, p. 341, line spacing by authors).

Figure 2: The CBT model for HD (Steketee, 2018, p. 648), adapted by Steketee from Frost
and Hartl (1996) and Steketee and Frost (2003)
In their model(s), Frost and Hartl (1996) and Steketee and Frost (2003, 2007) propose that
hoarding behaviour is caused by factors such as genetic influences (in the expanded model),
early life experiences, traumatic life events, and family history. They suggest that these
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factors, in combination with varied beliefs about possessions and/or individual informationprocessing deficits, could lead to a manifestation of hoarding behaviour.
The model conceptualised potential underlying causes and reinforcement mechanisms that
may lead or contribute to commencing and continuing hoarding behaviour, such as
excessive acquisition and saving of items, leading to accumulation of clutter, which are the
three core symptoms of hoarding behaviour. These are reinforced through beliefs and
meaning directly associated with items and hoarding behaviour, such as emotional
attachment to objects, self-identity, and responsibility. Problems with information
processing, focussing/attention keeping, and executive functioning may have an impact, as
well as positive and negative emotions, leading to a complex and multi-faceted presentation
built of many components (Wheaton, 2016).
Although the model is widely accepted and used, there are also more cautious voices: for
example, Orr et al. (2017, p. 3) argue that the model should be used ‘as an aid to
understanding, alongside enquiry into the person’s feelings, social context, biography and
motivations’, as every individual with hoarding behaviour will have their own reasons and
circumstances underlying and affecting their behaviour. The treatment element of the
model is explored in more detail below.

Diagnostic and Statistical Manual of Mental Disorders: DSM-5
Since 2013, most clinical researchers refer to the definition of hoarding in the terms of the
fifth edition of the ‘Diagnostic and Statistical Manual of Mental Disorders: DSM-5’ (DSM-5)
(American Psychiatric Association, 2013a), in which hoarding disorder (HD) was described as
an independent diagnostic entity for the first time. HD is situated in the chapter on
obsessive compulsive and related disorders. The definition comprises four inclusion and two
exclusion criteria, a specifier whether excessive acquisition is involved, and three insight
specifiers.
The DSM-5 definition in full:
‘Hoarding Disorder: Diagnostic Criteria 300.3 (F42.3):
A.
Persistent difficulty discarding or parting with possessions, regardless
of their actual value.
B.
This difficulty is due to a perceived need to save the items and to
distress associated with discarding them.
C.
The difficulty discarding possessions results in the accumulation of
possessions that congest and clutter active living areas and
substantially compromises their intended use. If living areas are
uncluttered, it is only because of the interventions of third parties
(e.g., family members, cleaners, authorities).
D.
The hoarding causes clinically significant distress or impairment in
social, occupational, or other important areas of functioning
(including maintaining a safe environment for self and others).
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E.

The hoarding is not attributable to another medical condition (e.g.,
brain injury, cerebrovascular disease, Prader-Willi syndrome).
F.
The hoarding is not better explained by the symptoms of another
mental disorder (e.g., obsessions in obsessive-compulsive disorder,
decreased energy in major depressive disorder, delusions in
schizophrenia or another psychotic disorder, cognitive deficits in
major neurocognitive disorder, restricted interests in autism
spectrum disorder).
Specify if:
With excessive acquisition: If difficulty discarding possessions is
accompanied by excessive acquisition of items that are not needed or for
which there is no available space.
Specify if:
With good or fair insight: The individual recognizes that hoarding-related
beliefs and behaviors (pertaining to difficulty discarding items, clutter, or
excessive acquisition) are problematic.
With poor insight: The individual is mostly convinced that hoarding-related
beliefs and behaviors (pertaining to difficulty discarding items, clutter, or
excessive acquisition) are not problematic despite evidence to the
contrary.
With absent insight/delusional beliefs: The individual is completely
convinced that hoarding-related beliefs and behaviors (pertaining to
difficulty discarding items, clutter, or excessive acquisition) are not
problematic despite evidence to the contrary.’ (American Psychiatric
Association, 2013b, highlights in original)

International Classification of Diseases: ICD-11
Initially published in 2018 and then adopted and endorsed in 2019, the 11th revision of the
‘International Classification of Diseases’ (ICD-11, World Health Organization, 2021a), now
also includes hoarding disorder as a unique and separate classification: ‘6B24 Hoarding
disorder’ (World Health Organization, 2021b), here as a sub-disorder of ‘Obsessivecompulsive or related disorders’.
The definition of HD in the ICD-11 is very similar to the DSM-5 definition, but it considers
active and passive accumulation of items, and it does not exclude the manifestation of
symptoms due to brain injury or cerebrovascular disease:
‘Hoarding disorder is characterised by accumulation of possessions that
results in living spaces becoming cluttered to the point that their use or
safety is compromised. Accumulation occurs due to both repetitive urges
or behaviours related to amassing items and difficulty discarding
possessions due to a perceived need to save items and distress associated
with discarding them. If living areas are uncluttered this is only due to the
intervention of third parties (e.g., family members, cleaners, authorities).
Amassment may be passive (e.g. accumulation of incoming flyers or mail)
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or active (e.g. excessive acquisition of free, purchased, or stolen items). The
symptoms result in significant distress or significant impairment in
personal, family, social, educational, occupational or other important areas
of functioning’ (World Health Organization, 2021b).
The description further distinguishes between varying levels of insight, again similar to the
DSM-5, but combining two specifiers:
‘6B24.0 Hoarding disorder with fair to good insight: Description: All
definitional requirements of hoarding disorder are met. Most or all of the
time, the individual is convinced that that hoarding-related beliefs and
behaviours (pertaining to excessive acquisition, difficulty discarding, or
clutter) are not problematic, despite evidence to the contrary. The lack of
insight exhibited by the individual does not vary markedly as a function of
anxiety level’ (World Health Organization, 2021c).
‘6B24.1 Hoarding disorder with poor to absent insight: Description: All
definitional requirements of hoarding disorder are met. Most or all of the
time, the individual is convinced that that hoarding-related beliefs and
behaviours (pertaining to excessive acquisition, difficulty discarding, or
clutter) are not problematic, despite evidence to the contrary. The lack of
insight exhibited by the individual does not vary markedly as a function of
anxiety level’ (World Health Organization, 2021d).

Hoarding disorder and obsessive compulsive disorder (OCD)
Until HD became an independent disorder and diagnosis in the DSM, hoarding behaviour
was considered to be a symptom variant of obsessive compulsive disorder (OCD) or
obsessive compulsive personality disorder (OCPD) (Calamari et al., 2017; Mataix-Cols et al.,
2010; Mataix-Cols & Fernández de la Cruz, 2018; Wheaton, 2016). Comprehensive
theoretical and empirical work, has mainly argued that there were several important
differences between HD and OCD regarding differing phenomenology between their
symptoms, onset and courses of the disorders, and neural factors, led to a separation of HD
from OCD/OCPD in the DSM-5 (Mataix-Cols & Fernández de la Cruz, 2018). In the ICD-11, HD
is still situated as a sub-diagnosis of ‘Obsessive-compulsive or related disorders’, but its
differences to other obsessive compulsive disorders are described, such as absence of
intrusive unwanted thoughts (World Health Organization, 2021e).
In research and practice prior to the distinct definitions, measures to assess prevalence and
severity of hoarding symptoms and behaviour were often based on OCD measures such as
the Yale-Brown Obsessive Compulsive Severity Scale (Y-BOCS) (Goodman, Price, Rasmussen,
Mazure, Delgado, et al., 1989; Goodman, Price, Rasmussen, Mazure, Fleischmann, et al.,
1989), which assessed hoarding behaviour in a very limited form including only two items on
hoarding in the extended version (Williams & Viscusi, 2016).
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Other terms used to describe or define hoarding behaviour
Squalor/severe domestic squalor
One term more commonly used to describe or define hoarding behaviour in the past is
squalor. However, there is some debate how squalor and hoarding disorder and/or hoarding
behaviour are related and/or should be differentiated.
Some research on squalor among (older) people makes a distinction between domestic
squalor with or without hoarding behaviour, and hoarding behaviour with squalor and
without squalor, which makes comparison of findings potentially more difficult. Snowdon et
al. (2007, 2012) defined squalor as distinct from hoarding behaviour and describe squalor as
an accumulation of dirt, grime, or even human or animal faeces in a person’s home, leading
to a situation which other people might describe as making an intervention essential.
With regard to hoarding disorder (HD), whilst Roane et al. (2017) thought that squalor and
HD were distinctively different, Barak et al. (2019) suggested that their data indicate that HD
and squalor were ‘two different albeit overlapping presentations’ (Barak et al., 2019, p. 97).
Luu et al. (2018, p. 67) stressed that although squalor seemed ‘to occur much more
frequently in hoarded homes than in the general population, research on squalor and on
hoarding has developed along separate lines’.

Diogenes Syndrome
The term Diogenes Syndrome (Nath et al., 2019) has been used as a substitute for hoarding
behaviour in older people (Roane et al., 2017) or when hoarding behaviour was related to
dementia (Calamari et al., 2017). It is now rarely used in the UK and internationally. Others
have used it only when older people have shown severe forms of self-neglect consisting of
poor hygiene and an inability to maintain self-care in combination with hoarding behaviour
(Maier, 2004), based on the early definition by Clark et al. (1975). This review includes
research with a focus on hoarding behaviour rather than self-neglect (if they can be
separated). (For a companion review of research on self-neglect, see Martineau et al.
(2021).)
However, one US author, Khan (2017) has used Diogenes Syndrome synonymously for
severe domestic squalor. Khan offered a definition of Diogenes Syndrome that separated it
from the criteria for the diagnosis of hoarding disorder. Whereas HD can have different
causes, for Khan Diogenes Syndrome always relates to a transient life event, where there is
no sentimental attachment to items, and the person has no insight into the risk associated
with hoarding behaviour but also does not experience any distress from the outcomes of
hoarding behaviour.
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Syllogomania
Only one study among those identified for this review used the term syllogomania for its
definition of hoarding behaviour among older people, and the term seems virtually absent
in UK discussions. Mosina et al. (2019) in a publication from Russia described hoarding
disorder or behaviour in the context of syllogomania. They defined syllogomania as ‘a
deviant behavior recognized as socially dangerous, since gathering turns the territory of a
syllogoman into a dump of unnecessary things. Unsanitary conditions are difficult to be
eliminated’ (Mosina et al., 2019, p. 1).
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4.

Established and validated measures to assess hoarding behaviour

There are several validated and established measures to assess hoarding behaviour or to
diagnose hoarding disorder (HD), particularly HD severity for general populations. Of these,
the Saving Inventory Revised (SI-R) scale is the most often administered measure in studies
(Hombali et al., 2019).
Several measures, such as the Hoarding Rating Scale (HRS) and the Saving Inventory Revised
(SI-R) tool, distinguish between different dimensions, domains, or facets of hoarding:
•
Clutter: often defined as difficulty using living spaces for their ‘usual’ purpose due to
an over-accumulation of items and chaos
•
Difficulty Discarding: defined as difficulty in relation to items that other people would
get rid of, this often also includes inability to recycle, sell, or give away items and
possessions
•
Acquisition: excessive acquiring of objects and items (on some measures this also
includes items related to saving)
•
Distress: defined as the emotional discomfort due to hoarding behaviour
•
Impairment: defined as a functional disturbance due to hoarding behaviours.
However, none of the widely used measures were developed specifically for use with older
people, and only one so far has been purposely validated for older people, which is the
Clutter Image Rating (CIR) (Farquhar & Caiazza, 2020).
Saving Cognitions Inventory (SCI) (Steketee et al., 2003)
The SCI is a 24-item questionnaire aiming to assess hypothesized beliefs about possessions.
Participants are asked to rate statements using a 7-point Likert scale ranging from 1 ‘not at
all’ to 7 ‘very much’. A SCI Total score is derived by calculating the sum of all items. The
inventory is structured in four sub-scales: emotional attachment (10 items, example
statement: ‘I could not tolerate it if I were to get rid of this’), memory (5 items, e.g. ‘Saving
this means I don’t have to rely on my memory’), control (3 items, e.g. ‘It upsets me when
someone throws something of mine away without my permission’), and responsibility (6
items, e.g. ‘Throwing this away means wasting a valuable opportunity’).
Saving Inventory Revised (SI-R) (Frost et al., 2004)
The SI-R is a self-report questionnaire consisting of 23 items, each assessed on a scale from
0 ‘strongly disagree’ to 4 ‘strongly agree’, measuring symptom severity across the three
major features of hoarding: excessive acquisition, difficulty discarding, and clutter on three
sub-scales. In a paper by Tolin et al. (2011), the diagnosis or cut-off score was initially
suggested to be 41, and for each of the sub-scales as 14 for difficulty discarding, 17 for
clutter, and 9 for acquisition respectively.
Recently, using archival data of 1,116 individuals involved in 14 international studies,
Kellman-McFarlane et al. (2019) re-assessed the empirical basis for the cut-off score and the
functioning of the SI-R as a screening tool and indicator of hoarding symptom severity
across different age groups. Aggregated data included 541 individuals diagnosed with HD
(mean age 56.48 in three age groups: <40 years of age, mean 30.69; 40-60 years, mean
52.54, and >60 years mean 67.22) and 575 non-hoarding cases (mean age 43.26) that
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included clinical and healthy community controls but no student samples. The authors
found that the discriminant performance of the SI-R Total score and each of the three subscales was high, thus making the SI-R ‘an excellent screening tool for differentiating
hoarding from non-hoarding cases’ (Kellman-McFarlane et al., 2019, p. 358). They concluded
that, in general, the optimal SI-R Total cut-off score should be 39, thus two points lower
than the originally suggested cut-off score. For the three sub-scales, the researchers
suggested cut-off scores of 13 for difficulty discarding, 17 for clutter, and 11 for acquisition.
For the different age groups, they qualified this overall cut-off score further and found that
adults younger than 40 years required a significantly higher cut-off score at 43 and older
adults required a significantly lower cut-off score at 33.
Activities of Daily Living for Hoarding (ADL-H) (Frost et al., 2013; Grisham et al., 2006)
The ADL-H aims to measure the extent to which clutter interferes with daily living activities.
The 15-item questionnaire asks users to rate the difficulty with which they can undertake
activities such as ‘prepare food’, ‘use bath/shower’, ‘sleep in bed’, and ‘exit home quickly’
on a 5-point rating scale from 1 ‘can do it easily’ to 5 ‘unable to do’. From the individual
items a mean score is calculated to give one combined measure.
University of California Los Angeles Hoarding Severity Scale (UHSS/UCLA HSS) (Saxena et
al., 2007, 2015)
The UHSS is a clinician-administered 10-item scale assessing the severity of HD symptoms,
such as clutter, difficulty discarding, saving items, acquisition, social and occupational
impairment, slowing, perfectionism, and indecisiveness and procrastination. Scores are
recorded on a Likert-type scale from 0 ‘not at all’ to 4 ‘extreme’. The assessment, by an
experienced interviewer, builds on a semi-structured interview asking participants about
behaviour over the week prior to assessment. The interview allows for additional questions
for clarification, and includes information by relatives or others, which might compensate
for possible poor insight and/or confusion by the participant. The final score is based on
participants’ own scores, but assessors can use discretion should the self-reporting and
reporting by others and/or assessors’ observations significantly differ. In comparison to the
widely used SI-R, the UHSS has been shown to be a better predictor of impairment and
disability in a study solely with older participants over 60 years of age, correlated with both
the frequency and extent of limitations due to disability (Ayers, Ly, et al., 2014).
Clutter Image Rating (CIR) (Dozier & Ayers, 2015; Frost et al., 2008)
The original CIR (Frost et al., 2008) aims to assess severity of clutter. It consists of a series of
nine photographs with increasing levels of clutter rated from 1 ‘no clutter’ to 9 ‘severe
clutter’ for three main rooms of people’s homes: bedroom, kitchen, and living room. The CIR
was initially constructed to be used as a self-report tool asking an individual to select the
picture that reflected the level of clutter in their own rooms. The authors suggest a cut-off
rate of 4 or higher to indicate significant clutter requiring clinical attention (Frost et al.,
2008, p. 201). Reliability and validity were initially proven for midlife age cohorts. Dozier and
Ayers (2015) undertook a validation study to assess reliability and validity of the CIR for
older people showing HD behaviour. Their older adult cohort consisted of 81 individuals at a
mean age of 68 (SD 6.4, range 60-87; 69% females; 84% White) and their midlife control
cohort consisted of 24 participants (mean age: 52.5, SD 5.4, range 40-59; 75% females, 83%
White). CIR criterion validity was investigated through comparing participants’ own ratings
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conducted in the clinic with clinician assessment ratings conducted in the older person’s
home. The authors concluded that the CIR was both reliable and valid for older people with
HD diagnosis. Dozier and Ayers (2015) also argued that the CIR is particularly useful with
older people as it is simple to complete and can provide information on living conditions
that might impair activities of daily living and put older people and others at risk.

Figure 3: Clutter Image Rating, example living room (International OCD Foundation, nd)
Hoarding Rating Scale (HRS), two scales
There are two version of the HRS, a structured interview format (HRS-I) (Tolin, Frost, et al.,
2010) administered by clinicians or researchers and a self-report version (HRS-SR) (Tolin et
al., 2008). Both consist of five items assessing and measuring the severity of features of
compulsive hoarding: clutter, difficulty discarding, acquisition, distress, and impairment.
Each item is rated on a 9-point Likert scale from 0 ‘none’ to 8 ‘extreme’. The cut-off for the
HRS-I Total score (as the sum of all five sub-scales) is suggested to be 14; cut-off score for
clutter, distress, and impairment was suggested to be 3, for acquisition 2, and for difficulty
discarding 4 (Tolin, Frost, et al., 2010).
Structured Interview for Hoarding Disorder (SIHD) (Nordsletten, Fernández de la Cruz, et
al., 2013)
Developed by a team in the UK and the US, the SIHD is another instrument designed to
diagnose HD and was developed to map directly onto the six criteria for HD in the DSM-5
criteria. It also aims to assess acquisition, insight, and risks associated with HD, whilst aiding
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to exclude other diagnoses, such as OCD. The semi-structured interview should ideally be
administered by an experienced, trained interviewer in the person’s home.
HOMES Multidisciplinary Hoarding Risk Assessment (HOMES) (Bratiotis et al., 2011)
Developed for professionals assessing and working with people with hoarding behaviour,
this is not so much a measure but a checklist to be used to determine the greatest need and
the level of risk in five areas: health, obstacles in the home, mental health, endangerment,
and structure/safety.
Home Environment Index (HEI) (Rasmussen et al., 2014)
A 15-item measure to assess the extent of squalid conditions within the home.
Relationship between Self and Items Scale (RSI) (Dozier, 2020; Dozier et al., 2017)
The RSI is a relatively new scale. Related to measures of emotional attachment, this oneitem visual tool aims to measure severity of hoarding and the level of interconnectedness
between the individual and their possessions. Individuals are shown seven increasingly
overlapping Venn-like diagrams with circles labelled ‘self’ and ‘items’ and are asked to select
the set of overlapping circles that best describes their current relationship with their items.

Figure 4: Relationship between Self and Items (RSI). Scale Instructions: Please circle the
picture that best describes your current relationship with your items (Dozier et al., 2017, p.
800)
Beside using measures assessing hoarding behaviour specifically, the Mini-International
Neuropsychiatric Interview (MINI) (Sheehan et al., 1998), which is a 15-minute psychiatric
interview tool, has widely been applied by both researchers and clinicians to assess for
mental comorbidities.

Self-report measures and their limitations
As described above, many of the established scales and tools designed to measure hoarding
behaviour are self-report instruments, and people with hoarding behaviour who are asked
to apply them might over- or under-report symptoms or severity, which also applies to older
people (Ayers, Najmi, et al., 2015).
Rates of self-reported hoarding measures such as on the SI-R might actually increase after
treatment. Farquhar and Caiazza (2020) reported the case of an older woman who received
cognitive behavioural therapy (CBT) to treat her hoarding behaviour and saw the rates of
the Total and the three sub-scales of the SI-R increase considerably after 10 weekly sessions
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(on the SI-R Total scale from 38 (below the cut-off for HD) to 52 (over the cut-off point). The
patient herself and the authors explained this as an outcome of increased insight and
awareness of the extent of her hoarding problems and risks that the individual and her
family were facing. Other measures of HD remained on the same level or increased slightly
(HRS) or decreased slightly (CIR).
The UHSS measure was developed to avoid and/or overcome under- or over-reporting of HD
symptoms and behaviour:
‘Obtaining collateral information from others who have observed the
patient’s home or behaviors can often be very helpful. Thus, a clinicianadministered assessment that does not solely rely on patient self-report
but can incorporate other sources of information is crucial for accurate and
valid assessment of hoarding symptoms and functional impairment’
(Saxena et al., 2015, p. 4).
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5.

Causation of hoarding behaviour

In the following two sections, we summarise research findings relating to individual factors
thought to cause or impact on hoarding behaviour:
‘People who hoard save items for the same reasons most of us do: (a)
sentimental—due to emotional attachment; (b) instrumental—items are
considered useful; and (c) intrinsic—objects are aesthetically pleasing. The
difference is often a matter of degree and focus of attention: Faded
receipts that can no longer be deciphered might represent “a day in my
life”; a sock with holes is kept because it “is still mostly good”; and purple
items are collected even from the trash because “they are so pretty”’
(Steketee, 2018, p. 647, italics in original).
As the theoretical cognitive behavioural hoarding model (Frost & Hartl, 1996; Steketee &
Frost, 2007) aimed to demonstrate, there is good reason to believe that hoarding behaviour
is caused by several, interlinked factors. Research has explored various causes for hoarding
behaviour, such as genetic, neurological, psychosocial and/or emotional reasons impacting
on onset of and continuation of hoarding behaviour (Dozier & Ayers, 2017; Hombali et al.,
2019; Wheaton, 2016). With specific regard to older people, Thew and Salkovskis (2016, p.
12) summarised previous research that highlighted the heterogeneity of hoarding problems
and that there may be multiple routes into hoarding behaviour.
Since 2015, two meta-reviews and syntheses (Dozier & Ayers, 2017; Hombali et al., 2019)
have focussed on research on the causal factors of hoarding behaviour, though not
exclusively among older people. Hombali et al. (2019) undertook a systematic meta-analysis
of 31 papers published between 1999 and 2014 (they searched up until November 2018) to
determine possible causal factors for hoarding behaviour. The range of participants’ age
spanned six to 95 years, and participant numbers ranged from 15 to 15,914. Fifteen studies
examined non-clinical cohorts. The researchers found that hoarding behaviours and
symptoms were associated with traumatic life events (TLEs) (6 studies), emotional variables
(7 studies), genetic factors (14 studies), and neural correlates (four studies). A slightly earlier
synthesis by Dozier and Ayers (2017) investigated causal as well as moderating factors and
identified eight factors: genetics; neurocognitive functioning; attachment, beliefs,
behaviours, and emotions; personality traits; trauma and life events; socioeconomic status;
age; and gender.
Dozier and Ayers (2017), who based their review around the models by Frost and Hartl
(1996) and Steketee and Frost (2003, 2007), concurred with these earlier researchers:
‘The most likely developmental course of HD [hoarding disorder] involves a
gene-environment correlation and a cascading effect: individuals who have
a genetic predisposition towards hoarding and executive functioning
problems may be more likely to be raised by parents who model saving
behaviors, as well as beliefs about the need to save objects and prevent
the discarding of possessions’ (Dozier & Ayers, 2017, p. 295).
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Genetic factors
The greatest number of publications examining the relationship between genetic
associations and hoarding behaviour was identified by Hombali et al. (2019) who reviewed
14 studies on this association. They found seven studies showing a relationship between an
individual’s hoarding behaviour and a family history of ‘hoarding’ and found three studies
indicating specific chromosomes to be associated with hoarding traits.
In addition to Hombali et al.’s review and specifically considering older people, Ayers and
Dozier’s (2015) study involving 71 older people who had hoarding disorder (mean age: 67
years, range 60-86 years) reported that 48 per cent of participants had a mother and 26 per
cent a father showing hoarding tendencies, though there was no correlation between the
number of reported relatives with hoarding tendencies among participants in this study. It is
also conceivable that parenting behaviour and childhood socialisation in addition to genetic
factors could cause or impact on children’s hoarding behaviour.
Over the years, there have been several reviews of data from studies of identical twins.
Hombali et al. (2019) examined six twin studies and found that both genetic but also
environmental factors impacted on hoarding behaviour, with correlations of genetic factors
for identical twins being higher than for non-identical twins.
In one of these studies, Nordsletten, Monzani, et al. (2013), examined the extent of the
impact of genetic and environmental factors through analysing data from a non-clinical
sample of 2,529 pairs (5,022 individuals) of adult twins in England/UK (from the TwinsUK
adult twin registry, based at St. Thomas’ Hospital in London). Their sample included older
twins, but across a wide range of ages (mean age 55.5 years, range 17-87), and was
primarily made up (88%) of female identical twins. The researchers found significant genetic
influences on both excessive acquisition and difficulty discarding (clutter was not measured)
with up to 60 per cent being potentially attributable to genetic factors, and that correlations
did not differ significantly between younger and older twin data. However, the authors
cautioned that environmental and other factors also play an important part in explaining
hoarding behaviour, and that their sample represented predominantly female twins, and
twins were not necessarily representative of the general population themselves.
Examining genetic factors and sex/gender differences, Hombali et al. (2019) identified two
studies, though both were of younger aged cohorts. Whilst one study by Ivanov et al.
(2013), which used data from 15-year-old identical twins (n = 3,974) in Sweden, found a
difference in hoarding behaviour prevalence between adolescent girls and boys, the other
twin study, by Mathews et al. (2014) from The Netherlands studying 7,906 individual adult
twins (mean age 33.2 years, SD = 14.5), found no differences between younger adult men
and women.
In summary, evidence summarised in the present review suggests genetic factors seem to
play an important role in explaining hoarding behaviour, perhaps pre-disposing some
individuals to hoarding. However, they do not explain all hoarding behaviour as
environmental and societal factors also need to be considered (Davidson et al., 2019; Dozier
& Ayers, 2017; Hombali et al., 2019).
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Traumatic life events (TLEs)
Life changing experiences and traumatic life events (TLEs) have frequently been thought to
trigger hoarding behaviour (Frost & Hartl, 1996; Steketee & Frost, 2003, 2007), though more
recent research findings reveal a more mixed picture.
Hombali et al. (2019) found that among six publications reviewed, four provided evidence
that people showing hoarding behaviour had experienced a greater number of TLEs than
individuals without hoarding behaviour. TLEs associated with the onset of HD are traumatic
or individually stressful life events such as loss of a loved one, assault, accidents, childhood
neglect, illness or fear of illness, fear of death, change to and/or difficult relationships.
Dozier and Ayers (2017) considered five studies, three of which were in addition to those
reviewed by Hombali et al. (2019). Dozier and Ayers summarised that studies with mixed
age cohorts showed positive associations between TLEs and the onset of HD, but that a
recent study (Shaw et al., 2016), which only examined an undergraduate age cohort, did not
show a correlation between the frequency of traumatic life events and self-reported
hoarding disorder (though there was a positive association between acquiring tendencies
measured separately and more frequent trauma, especially physical and sexual trauma).
As a consequence of TLEs, post-traumatic stress disorder (PTSD) is also considered in the
literature as a factor impacting on hoarding behaviour. Roane et al. (2017) found four
studies published before the publication of the DSM-5 definition associating diagnosed PTSD
with hoarding behaviour among older people. Porat-Katz et al. (2018) analysed the
literature on PTSD among Jewish Holocaust survivors for possible links between PTSD and
hoarding behaviour. They identified seven articles published in English that made
connections between PTSD and hoarding behaviour in general populations, but none of
these publications referred to Jewish Holocaust survivors. But given that PTSD was
diagnosed among Holocaust survivors, the authors concluded that it was conceivable that
there was a relationship between PTSD and hoarding behaviour among Jewish Holocaust
survivors, and that older individuals but also their children might show unique hoarding
symptoms due to the horrors that they endured.
The diagnosis of cancer seemed to have been the trigger for severe hoarding behaviour in a
78-year-old man in a US case study presented by Khan (2017), as no other physical or
mental conditions could be found that might explain the sudden onset of his hoarding
behaviour.
In addition to the reviews of earlier literature, Subramaniam et al.’s (2020) recent small
research study found that TLEs were described as one of the reasons for hoarding disorder
among a group of 12 participants with a mean age of 56.7 years (SD 14.5; n=7/58.3%
females; n=11/91.7% Chinese ethnicity) in Singapore. Individuals in this study described that
keeping possessions had and would provide comfort in difficult life situations. This research
finding seems to support earlier assumptions that some people with hoarding behaviour
keep items for a sense of security and protection (Frost & Hartl, 1996), which will be further
explored in the section on emotional factors below.
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In summary, many older people with hoarding behaviour may have experienced trauma and
abuse (Roane et al., 2017) and there might be a need for specific trauma work to be carried
out as part of treatment efforts to enhance effectiveness (Hombali et al., 2019).

Neural factors and neural impairments, including dementia
The definition of hoarding behaviour in the DSM-5 (American Psychiatric Association, 2013a)
and in the ICD-11 (World Health Organization, 2021b), as well as the cognitive behavioural
model by Frost and Hartl (1996) and Steketee and Frost (2003, 2007), all acknowledge that
hoarding behaviour can be associated with neural impairment. Whilst the DSM-5 explicitly
excludes neural impairment, such as major neurocognitive disorder/dementia,
cerebrovascular disease or brain injury, from the diagnosis of HD, in contrast the ICD-11
definition does not explicitly discount these other conditions from the definition of hoarding
disorder.
Hombali et al. (2019) found four studies researching the association between neural factors
and impairment and HD. Some of these studies had used sophisticated imaging techniques
such as Functional Magnetic Resonance Imaging (fMRI) or Flurodeoxyglucose Positron
Emission Topography (PET) scans to measure the regional hemodynamic response and
cerebral glucose metabolism in various regions of the brain during hoarding symptom
related experiments. The reviewed studies found considerable changes in individuals
showing hoarding behaviours when conducting the imaging experiments in comparison to
participants without a HD diagnosis. However, as Hombali and colleagues cautioned, these
studies were preliminary, inconclusive, and further research is needed to confirm findings.
With regard to regular reports relating to dementia and the onset of hoarding behaviour,
Ayers, Najmi et al. (2015) summarised several studies showing a link between the onset of
hoarding behaviour in older people in connection with dementia. Whilst acknowledging that
previous research had reported that the onset of hoarding behaviour could be associated
with dementia or similar neurological conditions, Thew and Salkovskis (2016) – as an
outcome of their review on hoarding behaviour among older people – cautioned that such
observations should not lead to an assumption that hoarding symptoms did not exist predementia or neural impairment diagnosis as the individual’s history pre-diagnosis were
often absent from presentations.
As part of this present review, we found three international case studies reporting on onset
of hoarding behaviour related to dementia and other forms of neural impairment. In Japan,
Matsuoka et al. (2020) described the case of a 88-year-old woman showing excessive
acquisition and saving behaviour and living in very unhygienic conditions including soiling of
floors, where the onset of hoarding behaviour seemed to have been caused by her
dementia. Lee et al. (2020) reported the case of a 75-year-old female patient in the Republic
of Korea/South Korea whose hoarding behaviour commenced in later life and in connection
with a cerebral amyloid angiopathy diagnosis. The authors highlighted that cerebral amyloid
angiopathy is not commonly associated with hoarding behaviour but felt that varied
presentations will exist, complicating the differential diagnosis of dementia. The final case
study, by Reedy et al. (2019), was of a 87-year-old Italian woman, who had been living in
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dangerous and unhygienic circumstances leading to compulsory hospitalisation after a fall
and a subsequent move to residential care. Her hoarding behaviour seemed to have
commenced in older age due to subcortical ischemic vascular disorder. The authors
concluded that this case suggests ‘that even very mild, isolated, neurocognitive impairment
involving the frontal lobe function can be the cause of an [sic] hoarding behavior’ (Reedy et
al., 2019, p. 573).
Regarding squalor (based on the definition by Snowdon et al. (2012), see page 22), and
distinguishing between squalor associated with and without hoarding behaviour, Lee et al.
(2017) compared the neuropsychological profiles of 69 older people (n=41 squalor-only
group and n=28 squalor-hoarding group) in Australia.1 The squalor with hoarding behaviour
cohort’s mean age was 75.8 (SD 6.9; 57.1% females) and the squalor-only group’s mean age
was 69.9 years (SD 13.1; 48.8% females). They found that people in the squalor with
associated hoarding behaviour cohort were more likely to have vascular or Alzheimer’s type
neurodegeneration. The authors thought that this could potentially lead to different forms
of executive dysfunction, but there was not enough information in patients’ files to allow for
more conclusive findings.
Age of onset and severity of hoarding behaviour among older people in the context of
dementia or other forms of neural impairment are explored in more detail later in this
review.

Beliefs and attachment
Beliefs, attachment, and self-identity
The cognitive behavioural hoarding model (Frost & Hartl, 1996; Steketee & Frost, 2007)
considered four types of pathological beliefs that can be associated with hoarding
behaviour:
a) Heightened emotional attachment to possessions (hyper-sentimentality or feeling
possessions are part of oneself)
b) Responsibility for possessions (feeling responsible for well-being of possessions)
c) Control over possessions (being the only person to be allowed to touch items)
d) Memory and concerns over memory (using possessions as a visual memory aid).
Empirical studies on the topic (Dozier & Ayers, 2017; Frost et al., 2004; Steketee et al., 2003;
Steketee & Frost, 2003) have found a relationship between these beliefs and hoarding
severity, indicating that beliefs might cause and/or exacerbate hoarding behaviour.
In further empirical work based on their theoretical model, Frost, Steketee et al. (2015)
explored the motives for acquiring and saving in 443 participants in three groups in a US
study: a cohort with diagnosed clinical levels of hoarding disorder (HD cohort, n=217), a
group with diagnosed obsessive compulsive disorder without HD diagnosis (OCD cohort,
1

The same case files were earlier reviewed for another, independent study by Gleason et al. (2015);
findings are reported below.
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n=96), and a community control group (CC cohort, n=130). Their quantitative study focussed
on four motives that are often reported by people with a HD diagnosis: information
acquiring/retention; emotional reasons/attachment; fear of/avoidance of waste; and
aesthetic reasons. These were separately analysed for acquisition and difficulty
discarding/saving (using the Saving Inventory Revised (SI-R) sub-scales). Whilst the range of
age was similar among the three groups, the average age was considerably lower in the OCD
cohort (range: HD 19-78, OCD 18-74 and CC 21-83; mean age: HD 52.6, OCD 34.5 and CC
52.6). There were also significant differences in gender distribution, with women at over
three-quarters in the HD cohort (77%) and 70 per cent women in the community control
group, but the OCD group was almost equal but with slightly more men (47.9% females).
Ethnic profiles were similar, with a majority in each group being White (HD 88.3%, OCD
85.6%, CC 88.3%). Regarding motives, Frost, Steketee and colleagues (2015) found that
participants with a HD diagnosis, compared to OCD and community controls, reported
higher frequencies of all four motives and at moderately high rates. The intention to avoid
waste emerged as the most prominent motive among the participants in the HD group.
Among all participants in the three groups, very few participants only indicated one type of
motive for acquiring or saving, but acquiring for information was the strongest motive for
acquisition. Related to individual motives and within HD group participants, Frost and
colleagues did not find any correlation between age and motives; they found, however, that
avoiding waste was a more frequent motive for acquiring, and saving for men than for
women.
In 2016, Frost et al. (2016) published findings from an experimental study2 exploring
behavioural and emotional consequences, here distress and regret, during and after a
discarding decision-making process. The researchers contrasted three groups, a group with
a HD diagnosis carrying out a thought listing process (n=46), a group with a HD diagnosis
following a cognitive restructuring protocol (n=57), and a community-control group of
participants without HD diagnosis (n=66). The mean age of all 169 participants was 52.5
years (SD 11.3, range 20-81; 74% females; 90% White). As part of the experiment,
participants in their own home had to decide whether to keep or discard, first a personal
possession of low monetary value, and second a newly acquired object (magazine).
Participants with HD reported stronger attachment motives and beliefs to possessions, and
they anticipated and showed greater distress during the discarding task than those in the
control group. This was particularly the case for the personal item rather than the magazine.
There were no significant differences in actual discarding between the three groups, nearly
80 per cent in all groups discarded both items. However, according to the authors, this could
also be a reaction to the presence of a member of the research team during the process
(therapeutic reactance). Directly post-experiment 56 participants reported their thoughts
about the discarded items over a week and potential regret about discarding it: participants
in both HD groups showed thinking more about the item and greater regret than those in
the control group, but thinking decreased over time in all groups.

2

We are exploring this study here and not as part of the reporting on treatment as the authors
indicated that they had used non-standard cognitive treatment approaches that needed further
investigation and research team members involved in the experiment part in participants’ home
were not trained therapists.
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Bratiotis, Steketee et al. (2019) explored verbalised thoughts and comments made by a
subset of participants from the Frost et al. (2016) study (see page 34) (n= 25 from the HD
groups in the initial study but not further contrasted; mean age 52.3 years; 76% females;
92% White and n=46 from the control group; mean age 51.5; 64% females, 91% White).
Three themes emerged from the analysis: evaluation of the object (positive for saving and
negative for discarding), emotions (negative and positive), and ambivalence/doubt.
Participants from the HD group gave more reasons to save but fewer for discarding items
relative to those in the control group; and comments focussed on personal values about
responsibility to avoid wasting objects, possible future use and need, as well as emotional
attachment to the possession itself and/or a person attached to the item. The latter being
twice as often mentioned by HD cohort participants, indicating that objects might carry
greater specific sentimental meaning among people who hoard. Monetary value or cost of
items were also commented on, and slightly more often by HD group participants. Reasons
for discarding focussed on the absence of negative practical and emotional consequences
and feelings for HD group participants, whilst control group participants indicated higher
readiness to discard possessions. Participants from the HD cohort voiced negative and
positive thoughts about emotions in a much higher frequency than the control group
participants, and both groups made more negative than positive comments. Here
comments focussed on anxiety, anger and guilt, and general distress, but less so on regret,
sadness, embarrassment, shame, and distrust of others, though the authors thought that
some of these emotions would probably emerge after rather than during the discarding
task. Ambivalent thoughts and doubts about the pros and cons of keeping or discarding
possessions occurred thrice as often among HD group compared to control cohort
participants. Further thoughts related to perspectives on their hoarding problem, how
objects were acquired, and impact on family and friends. Bratiotis, Steketee and colleagues
felt that their findings supported the cognitive behavioural model initially proposed by Frost
and Hartl (1996). As reported with the original study (Frost et al., 2016) the presence of the
research group member might have prompted the voicing of certain thoughts. Further,
there were also significantly more control group participants included in this secondary
analysis, limiting the ability to draw conclusions especially for HD group participants.
Wang et al. (2015) explored the underlying needs of 65 older people (mean age 81.25, range
67-94) with Alzheimer’s disease showing hoarding behaviours (here described as a common
disruptive behaviour) by interviewing 65 carers. They found that hoarding behaviour often
highlighted a need for economic security, especially among older people who had
experienced poverty, and the desire to show self-control/self-esteem, and the need for
items to reflect personal worth and accomplishment. In addition, the behaviour would also
indicate the need for psychological security, though this was not further explored. Wang et
al. argued that these findings should help to develop better patient-centred care plans.
In a similar study from Russia, Mosina et al. (2019) explored the underlying reasons for older
people to show hoarding behaviour (in their study in the context of syllogomania). They
observed and interviewed 12 older people between 60 to 82 years of age and surveyed 18
of their neighbours. The older people said that keeping accumulations of items in their
homes and observed behaviour of rummaging through neighbours’ bins was caused by
familial relationship breakdown and loneliness, in which the items and hoarding behaviour
replaced relationships. Other authors (Andersen et al., 2008; Dozier & Ayers, 2017) have
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also argued that older people, in particular, might keep lifetime possessions as they
associate them with special memories and emotions (e.g. newspapers or clothing worn by
deceased spouses) and because they attach a special meaning to them that is not obvious to
others, giving them a sense of security and of love.
Camps and Le Bigot (2019) used psychoanalysis and Freudian metapsychology theory to
analyse the case of a 69-year-old woman with severe hoarding behaviour who was living in
very unhygienic conditions (the authors used the term Diogenes Syndrome) and had sought
treatment in a French department of adult psychiatry. They proposed that, in this woman’s
case, collection of faeces and soiled underwear could be related to what Freud (1908) had
described as anal eroticism where the hoarding behaviour was chosen to discourage others
coming to the home due to anxiety associated with, for example, intrusion, contamination,
penetration, and dispossession.
Garza and Landrum (2015) analysed a transcript of an episode of the A&E (U.S. cable
network) television series ‘Hoarders’ to explore the meaning of hoarding behaviour and its
impact on a 72-year-old woman and others involved in her case. Here the hoarding
behaviour was seen as an act of holding on to the past and memories but also as a way of
avoiding dealing with loss.
Exploring perspectives on, and experiences of, older people, Orr et al. (2019) interviewed
ten older people with hoarding behaviour in the UK, aged between 50 and 80 (n=5 females),
who had received assessments and services for their hoarding behaviour from ten different
local authorities. The semi-structured interviews were undertaken with a subset of
participants involved in a wider study on self-neglect (Braye et al., 2014). Orr et al. found
that whilst reasons, meaning, and experiences were unique to the individuals concerned,
there were four overarching themes:
1. Notions of value and waste: participants related the value of items in terms of use value
to themselves, for example for hobbies or the information contained in the items. In this
context, the interviewees also rejected the label ‘hoarder’ and differentiated between
‘collection’, ‘clutter’, and ‘rubbish’. They also rejected the definition of ‘regardless of value’
in the DSM-5, both questioning the definition of ‘waste’, remembering times where
mending and recycling was necessary and commonplace, and critiquing the modern
‘throwaway society’.
2. Connections with sociality, relationships and/or loss: here interviewees described the
positive emotions and happiness that keeping items would bring. Whilst some
acknowledged that too many items prevented social contacts, others expressed that they
did not need social contacts, especially if this meant conformity to societal norms and
pressures. Whereas others felt that their possessions would facilitate social contacts as they
would be able to anticipate and react to the needs of others. Other meaning was attached
to childhood experiences of deprivation and death.
3. Physical constraints: in this theme, participants described health conditions or practical
challenges, such as a lack of time and space, that put constraints on achieving more order.
4. The role of mental health: some interviewees acknowledged the conceptualisation of HD
as a mental health condition that could be treated, encouraging them to seek support,
whilst others said that an official definition showed how ‘normal’ hoarding behaviour was,
ignoring the potential risks for themselves or others associated with hoarding behaviour.
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Overall, Orr et al. argued that the varied and multi-layered perspectives of people with
hoarding behaviour enabled a different, less negative and reductionist, view of hoarding
behaviour, and that any approaches to treatment would need to be person-centred and
respectful of the individual’s motivations and values.
In Australia, Kings et al. (2020) used semi-structured interviews and photo-elicitation, that is
photographs of significant possessions in the home environment taken by participants, to
explore how midlife and older people with hoarding symptoms understand themselves and
others in relation to their possessions. The ten participants had a mean age of 63.6 (SD 7.66,
range 46-75), nine were women and one was a man, and all were Australian nationals
(though of varied ethnicity). All participants had received or were currently receiving
treatment for HD (mean time spent in treatment 4.25 years, SD 2.67, range 6 months-8
years). Participants were asked to take photographs of five to ten possessions that they
thought pertinently linked to their self-identity/identities and the identity/identities of
others. The research team also administered the SI-R, SCI, and measures to assess emotions
and mental comorbidities such as depression. Attachment theory was used to analyse the
data. The authors found three interrelated themes:
(1) time travels with you: here participants reported living through trauma, challenging
childhood experiences, isolation, but also modelling themselves on relatives who could be
described as ‘hoarders’;
(2) possessions are me, they’re a reflection of my life: here possessions were markers of selfconfidence, unique interests, and individuality, and they were seen as physical extensions of
self-concept; and
(3) they’re linked: I look at them and I think of people: here possessions were seen as
reminders of relationships, feelings of being close to others but also challenging
relationships, the joy of gifting and receiving objects, and also responsibility for possessions.
The authors also reported that despite self-confidence, there was ongoing self-uncertainty
in participants’ narratives. When discussing the implications of the research for treatment,
Kings et al. highlighted the importance of fostering self-worth and social contacts during
treatment and the use of acceptance and commitment therapy techniques when aiming to
help individuals to discover other areas of life that might be consistent with their self-image
and values.

Anthropomorphism
Anthropomorphism (attributing human characteristics, qualities, emotions, or intentions to
non-human entities) was theorised in the original model by Frost and Hartl (1996) as one of
the reasons why people who hoard feel so attached to items and a heightened level of
responsibility for possessions. Several reviews have considered anthropomorphism as a
cause for hoarding behaviour (Dozier & Ayers, 2017; Hombali et al., 2019), however, none of
the reviewed studies focussed particularly on older people. Clinical studies have indicated a
relationship between hoarding behaviour and anthropomorphism in a younger age cohort
(Timpano & Shaw, 2013), whilst the case study of a 30-year-old woman (Savoie, 2008)
showed the emotional attachment and bond between an individual and her possessions.
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In a more recent study in the UK, Neave et al. (2015) aimed to assess the use of a new
Anthropomorphism Questionnaire in a non-clinical sample. They used the Individual
Differences in Anthropomorphism Questionnaire (IDAQ) (Waytz et al., 2010) and the Social
Interaction Anxiety Scale (SIAS) (Mattick & Clarke, 1998) to determine whether these
measures could help predict relationships between hoarding beliefs and behaviours
measured with the SI-R. The research took place in two stages in 2013, with two cohorts:
264 participants taking part in cohort 1 and 93 in cohort 2. Though age ranges included
older people (range 18-70), the mean age for cohort 1 was under 30, and for cohort 2 under
35. Analysis revealed that women in the sample showed stronger childhood
anthropomorphising behaviours than men, and younger participants showed stronger
anthropomorphising and hoarding cognitions and behaviours than older participants,
though these findings could be due to sample numbers. Nevertheless, the authors
concluded that there is a strong link between anthropomorphic beliefs and hoarding
behaviour.

Emotional factors
Besides emotional attachment, additional emotional factors might impact on hoarding
behaviour. In their model, Steketee and Frost (2003) suggest that individuals who hoard
might avoid making decisions about discarding items to avert negative emotions and
distress. But hoarding behaviour could also elicit positive emotions, such as pleasure and
relief, especially when acquiring items or saving possessions (Steketee & Tolin, 2011). In the
studies by Frost et al. (2016) and Bratiotis, Steketee et al. (2019), as reported above,
emotional factors played an important part when deciding between keeping or discarding
items.
The two reviews of publications on causes of hoarding behaviour (Dozier & Ayers, 2017;
Hombali et al., 2019) included in this review both examined emotional variables associated
with, and related to, hoarding behaviours. They found that HD was connected to anxiety
(e.g. anxiety sensitivity (AS), a fear of unwanted emotions and sensations or ‘fear of fear’),
intolerance of uncertainty, distress, and tolerance difficulties. Issues with self-control,
impulsivity, and impulse control disorders were also associated with HD. One study (Medley
et al., 2013) on anxiety sensitivity and hoarding showed that individuals diagnosed with HD
can experience fear and heightened anxiety, especially when faced with a discarding task or
the idea of discarding, and can have a lower tolerance when experiencing negative
emotions. However, this study was conducted using a student population and findings might
not replicate in an older age cohort.
Taylor et al. (2019) explored emotions and emotion regulation in 11 participants in a
qualitative interview study in Australia. Participants mean age was 57.73 years (SD 8.43,
range 39-68; n=9 females; n=7 Australian). All participants had current or were recovering
from major depression disorder and were part of a clinical treatment group for HD. The
researchers found that participants had difficulties in identifying and describing their
emotions (alexithymia) and that they used avoidance strategies when asked to engage with
their feelings. Participants described both positive and negative emotions, such as
happiness, anger, sadness, or anxiety, using a restricted range of vocabulary for positive
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feelings and experiences related to hoarding behaviour compared to negative emotions.
Whilst some participants associated positive emotions with personal relationships and
hoarding behaviour itself, these were related to negative emotions and experiences by
others. Participants said that they were avoiding negative emotions and most described
acquiring new items both to manage or escape difficult emotions and to induce positive
ones. Participants also related their hoarding behaviour to loss, material deprivation, and
negative emotional conditions during childhood. The authors concluded that emotional
factors could cause the onset and/or exacerbation of hoarding behaviour.
Brien et al. (2018) also conducted interviews to identify the underlying meaning and
emotional underpinnings of hoarding behaviour. In this study conducted in Ireland, five
adults between the ages of 46 and 71 years took part (n=3 females; n=4 lived on their own).
Two participants had experienced a ‘clear-out’ by official agencies. Two individuals
described how their hoarding behaviour commenced after the death of a partner. In this
study, three overarching themes emerged from participants’ narratives: In Two Minds,
Covered-up Shame, and Meaningless Carrying-On. In Two Minds represented the eagerness
to engage with others, to seek support (also one of the reasons to take part in this study)
but coupled with the fear that feelings might be ‘taken away’ from them and a loss of
control. Covered-up Shame: shame and guilt about one’s own behaviour were coupled with
descriptions of the positive aspects of possessions, in addition to remembering childhood
experiences that might have led to current behaviour. For some participants Meaningless
Carrying-On stood for the suspension of processing and meaning-making, and where
hoarding behaviour was experienced as a retreat from emotions; others related this to life
pre- and post-hoarding behaviour. In accordance with previous research, the emotions
connected to, and associated with, hoarding behaviour were both positive and negative,
often combined with shame but also mistrust towards others. Possessions often replaced
emotions, and there was a denial of circumstances. The authors felt that possessions were
‘imbued with a sense of great, as-yet-to-be-realized potential that serves to defend against
feelings of helplessness and dependency’ (Brien et al., 2018, p. 276), and treatment was,
hence, seen as a threat to be resisted.
Dozier, Wetherell, et al. (2020) investigated age-related differences in emotional responses
to sorting and discarding in a trial on hoarding disorder treatment. For the study, 49
participants with an average age of 60.55 (SD 10.94, range 26-83; males 65%, White 59%)
completed a standardised sorting task with their own items but in a clinical setting away
from their home. Participants were asked to describe their emotions before and after the
task using seven commonly recognized emotions (Anger, Contempt, Disgust, Fear, Joy,
Sadness, Surprise; multiple words or different words were allowed), and to report subjective
distress throughout the task. The researchers found that older participants reported
significantly lower distress ratings compared to younger adults. Whilst fear was the most
reported emotion3 by all participants, this was only the case for 43 per cent of participants
prior to the task and for 22 per cent after the task. But although the probability of reporting
fear decreased with age, those older people that did report fear also discarded significantly

3

Pre-task emotions: Fear n=21, 43%; Joy n=13, 27%; Surprise n=4, 8%; Contempt n=3, 6%; Anger
n=3, 6%; Disgust n=1, 2%; and Sadness n=1, 2%. Post-task emotions: Joy n=24, 49%; Fear n=11, 22%;
Sadness n=9, 18%; Surprise n=6, 12%; Anger n=2, 4%; Contempt n=2, 4%; and Disgust n=1, 2%.
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fewer items. The authors concluded that fear, as an emotion attached to hoarding
behaviour was related to making wrong decisions and avoiding discarding, but might not be
the primary and leading emotion as observed in previous studies. However, Dozier,
Wetherell, and colleagues also acknowledged that the study was conducted with motivated,
treatment-seeking participants, and that they had been able to choose the items they
sorted/discarded during the task instead of items being chosen by others.
Uncertainty has been associated with hoarding behaviour in various studies (Hombali et al.,
2019; Wheaton, 2016). Uncertainty can lead to negative emotions where individuals find
uncertainty stressful or cannot function in uncertain situations (also described as
intolerance of uncertainty). We have found one recent US study (Castriotta et al., 2019)
examining intolerance of uncertainty in hoarding disorder that included older participants in
a treatment study (also see page 77). Data on intolerance of uncertainty were available for
57 participants (mean age 58.28, SD 9.65, range: 29-77, females 74%; White 79%). Castriotta
et al. found that elevated intolerance of uncertainty is associated with increased hoarding
severity, and that this relationship is over and above the relationship between intolerance
of uncertainty and general symptoms of anxiety and depression. Other, previous research
was undertaken with younger age participants. Using a younger age, non-clinical, student
cohort (n=279; age range 17-24), Oglesby et al. (2013) found that hoarding and intolerance
of uncertainty were significantly associated with each other, and that intolerance of
uncertainty was a unique and robust predictor of hoarding behaviour. Both research teams
reasoned that individuals with hoarding behaviour, on the one hand, might want to avoid
making decisions about discarding items as they will not know about the outcome of such
discarding, and, on the other hand, acquire more unneeded items as they want to avoid the
uncertainty of what might happen when an item is not acquired or to avoid the negative
emotions of missing out on acquiring an object of potential value. These findings are also
consistent with earlier findings by Timpano et al. (2011), whose study also used an
undergraduate student cohort, and described how interpersonal stress could lead to
indecisiveness and procrastination in hoarding behaviour.
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6.

Risk factors associated with hoarding behaviour

Executive functioning and impairment
Another important aspect when considering hoarding behaviour among older people
concerns factors that may impact on executive functioning, including ‘initiation, inhibition,
mental flexibility, novel problem solving, planning, emotion regulation, and self-awareness
[…] necessary for goal-directed behavior’ (Sira & Mateer, 2014, p. 239).
Usefully summarising previous findings for older people, Bratiotis et al. (2016) reported that
older people, with or without comorbid depression, often showed a variety of problems in
executive functioning, for example in their ability to categorise, maintain attention and
concentration, use feedback, use abstract thinking and flexible thinking, apply set- or
concept shifting, maintain a cognitive set, generate hypotheses, select strategies, inhibit
incorrect responses, monitor own performance, use strategic planning, and apply organized
searching.
In their more general review, Dozier and Ayers (2017) identified 11 studies examining
neurocognitive factors and impairment associated with hoarding, with a specific focus in
their analysis of aspects of executive functioning and decision-making (with some causal
overlap with emotional factors). They concluded that although there were some
methodological limitations examining neurocognitive conditions, functioning, and HD, ‘there
is a consistent pattern of difficulty with executive functioning’ (Dozier & Ayers, 2017, p.
293). Three of the studies summarised by Dozier and Ayers are explored in more detail
below.
Mackin et al. (2016) compared clinically significant cognitive impairment (CI) in individuals
with a hoarding disorder diagnosis to an age- and education-matched cohort (HD cohort
n=78, mean age 58.17; control group n=70, mean age 58) and found that participants with
HD showed increased rates of impairment in visual memory, visual detection, and visual
categorisation.
Ayers et al. (2016) examined the relationship between executive functioning, depression,
and hoarding severity in a cohort of 113 adults with HD over 50 years of age (mean age
63.76 years, SD 7.2, range 51-85; 72% females; 81.4% White), where a diagnosis of
dementia or similar conditions excluded the individual from taking part in one of three
treatment studies. Whilst HD severity was measured using the SI-R and CIR, executive
functioning (here operationalised as abstraction, switching, cognitive flexibility, and
perseverance abilities) was assessed with the Wisconsin Card Sorting Test (WCST-128) and
the Trail Making and Verbal Fluency subtests of the Delis-Kaplan Executive Function System.
Executive functioning was significantly associated with CIR scores, but not with the SI-R
which was highly associated with depressive symptom severity. The authors concluded that
older people with worse cognitive functioning abilities had more severe hoarding
symptoms. These findings are consistent with both previous research and evidence reported
from treatment practice suggesting a link between executive functioning and HD severity,
even when controlling for age and academic achievement.
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Using the data from participants in two treatment studies, Dozier, Wetherell, et al. (2016)
explored the age-related differences in levels of functional and cognitive impairment in
individuals with HD compared to age-related decline in persons without a HD diagnosis. The
researchers applied a battery of validated measures, including observed and self-reported
HD severity. Data from 122 participants were analysed for this study (72% females; 82%
White), with 42 per cent being 65 years or older (mean age 62.5 years, SD 9.3, range 29-85).
The analysis revealed that older adults with HD, when compared with younger adults with
HD, showed higher levels of impairment in abilities related to executive functioning and
everyday functioning, such as comprehension/planning, communication, financial skills, and
transportation even when controlling for pre-morbid IQ. HD severity was moderate to
severe in all participants, similar to other research. Further analysis suggested that there
were discrepancies between difficulties perceived by participants and actual abilities. The
authors concluded that, consistent with findings in other studies, individuals with HD have
low insight into their HD behaviour and executive functioning abilities, even in a treatmentseeking cohort.
Our systematic search did not find any recent studies related to hoarding behaviour and
attention deficit hyperactivity disorder (ADHD). Wheaton (2016) noted that whilst former
studies on hoarding behaviour, OCD, and ADHD have found a high overlap of ADHD and
hoarding behaviour, it is inattention and distractibility rather than hyperactivity that impact
on hoarding behaviour.
Specifically examining procrastination, attention (deficits), and HD severity, Stolcis and
McCown (2018) examined the relationship between these factors in older people aged 65 or
over in the US. Eighty participants with a mean age of 71.84 (SD 4.86, range 65-86; n=52
females; n=38/47.5% White) were assessed using a battery of tests for the three factors.
Analysis showed that outcomes were mixed: whilst data suggested that procrastination
affected older people and was positively correlated with hoarding behaviour, there were
mixed results regarding attention ability measures. There were some limitations as to how
participants were assessed in this study as scales were applied in a community-setting
allowing interruptions and distractions.
Lack of self-control has been associated not only with hoarding behaviour, but has also been
identified as a reason for disappointment in treatment approaches (Hombali et al., 2019).
Timpano and Schmidt (2013) reported data from three individual clinical and non-clinical
cohorts, although none included older people. They found that hoarding behaviour was
strongly related with low levels of self-control and that low self-control was a predictor for
all three facets (acquiring, difficulty discarding, and clutter) of hoarding disorder on the
Saving Inventory-Revised (SI-R) measure.

Addictive behaviours and substance misuse
Comparing cases of living in squalor (defined as living in severe messy and unhygienic
conditions (Snowdon et al., 2012)) with or without hoarding behaviour in combination with
alcohol substance misuse, Gleason et al. (2015) explored the neuropsychological case
profiles of 69 patients in Australia. The mean age of the overall sample was 72.3 years (SD
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11.3) and 47.8 per cent of the sample were male, 25 (36%) participants had a record of
alcohol misuse, whilst in 44 cases there was no evidence of such misuse. Alcohol misusers
were significantly younger (mean age 66.2 years, SD 10.7) than non-misusers (mean age
75.6 years, SD 10.3) and significantly more likely to be male. There were 20 cases of squaloronly in the alcohol-misuse group and 21 in the non-misuse cohort, squalor with hoarding
behaviour was found in five cases in the alcohol misuse group and in 23 cases in the nonmisuse group. Thus, the authors concluded that people with a history of alcohol misuse
were more likely to be living in squalor without hoarding compared to people with no
history of alcohol misuse, and that alcohol misuse may be a risk factor for squalor due to the
inability to maintain one's home rather than through hoarding behaviour.

Potential cultural differences
Several studies have explored if there are cultural differences in hoarding behaviour, to
understand underlying reasons and impact.
To understand hoarding behaviour from a transcultural perspective, Fernández de la Cruz et
al. (2016) explored literature covering both non-European/non-North-American research
and minority participation in research. They identified studies in four categories relevant for
their literature review, namely epidemiological, phenomenological, assessment, and
treatment studies. They also included a review of 13 studies (including 16 cohorts) from the
US, searching for minority participation in treatment studies. They found that, at the time of
their review, epidemiological studies used different definitions of hoarding behaviour,
which, alongside other methodological limitations, did not allow them to draw conclusions
about the prevalence of hoarding behaviour across different cultures or ethnic groups.
Phenomenological studies, descriptions, and reports about hoarding symptoms can be
found internationally and across cultures; however, many of these studies discussed
hoarding behaviour only in the context of OCD. None appear to be focussed on, or involved
a majority of, older people. Regarding assessment studies, the authors found that crosscultural validity of many HD-specific measures was still lacking despite some international
studies on translations of the SI-R, but these were often undertaken with student cohorts.
There were no treatment studies outside of a Western context identified by the review
team. When analysing minority participation in treatment studies, there was some
indication that participants from ethnic minorities showed different responses to
psychological treatment, however this was based on only 31 individuals in 13 studies (range
n=0-6/0%-20.8%; they included n=12 Black/African-Americans, n=7 Hispanics, n=3
Asians/Asian-Americans, n=1 Black and Latino, and n=8 additional individuals with unknown
non-White ethnicity).
Nordsletten et al. (2018) explored the cultural differences in relation to hoarding disorder to
explore the features and personality traits of individuals with a HD diagnosis in four
different – though all highly industrialised – countries: the UK, Spain, Brazil and Japan. Data
were collected through a series of interviews and self-reported scales and measures, from
82 participants in four case study sites: London (n=29), Barcelona (n=21), Fukuoka (n=17),
and Rio de Janeiro (n=15). Participants in the Barcelona and Fukuoka sites were younger on
average (48.9 and 43.6 years, respectively) than those from London and Rio (56.6 and 55.0
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years, respectively), though only differences between London and Fukuoka remained
significant following correction. There were also other significant differences across groups
for the majority of demographic features, with smaller differences regarding gender (female
London: n=16/55.17%, Barcelona: n=9/42.86%, Fukuoka: n=10/58.82%, Rio: n=6/40.00%)
and years of education. Living alone was particularly high in London (72.4% v 9.5-23.5% in
other sites). With regard to HD severity, there were no significant differences across sites
when comparing scores on the HRS, SI-R and the DSM-5 Dimensional Hoarding Scale, but
clutter levels were significantly lower in Rio de Janeiro. Onset of HD symptoms was reported
to be at similar ages across the sites. Data from Barcelona revealed significantly lower
acquisition levels compared to the other sites (76.2% v 86.7-100%). In addition, different
ways of acquiring were also reported: whilst acquiring free items was reported from
London, participants in Barcelona reported stealing objects. Nordsletten and colleagues
concluded that the severity and core features of HD were largely stable across cultures.
They felt that the differences in clutter levels could be explained by different living
conditions, as people in Rio had more living space than those in London. It was also possible
that additional possessions were stored in rooms that were not measured in the study, such
as the garage or external storage spaces. The authors also found that some differences in
individuals’ demographics emerged; though it is difficult to know whether this is due to the
small sample size or cultural differences.
From a multi‐ethnic urban Asian context, Subramaniam et al. (2020) interviewed 12
participants (for details on participants see page 31) in Singapore to explore HD as a lived
experience. They found that there were nine themes related to understanding hoarding
behaviour:
(1) Types of hoarded items: information/newspapers, household items and rubbish,
electronic items, clothes, and animals/pets;
(2) Sources of ‘hoarded’ items: they were bought, given, and/or collected from waste bins;
(3) Ways of storing/arranging items: all over the home, but rarely in an organised way;
(4) Help‐seeking/treatment contact: majority of referrals by relatives/friends, some by selfreferral;
(5) Reason for hoarding: six reasons were identified: (i) relationship with hoarded items, (ii)
strategy to deal with an uncertain future, (iii) avoiding wastage, (iv) difficulty discarding,
(v) role of family, and (vi) life events;
(6) Experience with decluttering: the majority of interviewees had experienced forced
decluttering in different ways from: (i) social service agencies (not always successful), (ii)
planned process often ending in forced clear-out, (iii) emotions associated with
decluttering were negative such as distress, anger, and helplessness;
(7) Impact upon family, community, and self: (i) strained relationships with family and
friends, (ii) conflict with neighbours, (iii) impact on self: experiences of isolation and
embarrassment;
(8) Restricting hoarding behaviour: (i) family initiated effort, (ii) self-restriction; and
(9) Insight: majority lack of insight.
Comparing findings with other studies from other cultural settings, the authors found no
great differences in HD symptoms and behaviours, and its impact on self and others.
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Porat-Katz et al. (2018) explored potential differences for Jewish Holocaust survivors with
hoarding behaviour, but could not report any details due to a lack of published research or
treatment experiences.

After exploring a variety of possible causes and risks associated with hoarding behaviour in
the previous two sections, the next sections summarise more specifically findings about age
of onset, progression, and severity of hoarding behaviour, followed by a section on what is
known about prevalence.
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7.

Age of onset, progression, and severity

This section reports on the research on age of onset including late life onset, and
progression and severity of hoarding behaviour.

Age of onset
Several studies taking place before the inclusion of the definition of HD in the DSM-5
explored the age of onset of hoarding symptoms and behaviour. Although studies differ in
proposing an exact age or age ranges – with rare cases of late life onset being reported –
there was some consensus among researchers that hoarding symptoms emerge in mid- to
late childhood or teenage years (Ayers, Najmi, et al., 2015; Bratiotis et al., 2016; Thew &
Salkovskis, 2016).
A wide-reaching meta-analysis on age of onset was conducted by Zaboski II et al. (2019)
based on 25 publications from between 1900 and 2016, considering 27 individual cohorts
and consisting of both HD-only and HD and co-OCD diagnosis cohorts (defining hoarding by
either using DSM‐5 criteria, Frost and Hartl (1996) criteria, or rating scale cut‐offs).
Participants in these studies were not necessarily older people, but the authors explained
that for most of the included studies, participants had been assessed when they were older
than 30 years of age (70% of samples had more females than males, with 16 out of 27 study
samples having at least 60% females). They summarised that the average age of onset of
hoarding symptoms was 16.7 years, though there was some evidence that there was a
second timepoint of onset in slightly older adults. They felt that the differences in age of
onset might be explained by an onset of experiencing some symptoms in teenage years with
an increase in severity later. The authors qualified their finding by describing the challenges
of defining an exact age of onset across studies: lack of consistent diagnostic criteria, diverse
methods used to assess HD, small sample sizes in some publications, cohorts only consisting
of older people where accurate recall may be difficult, hoarding due to psychiatric or
neurological conditions distorting age of onset, and the possibility that different symptoms
of hoarding may begin at different ages. Thew and Salkovskis (2016) have also warned that
previous research on age of onset was based on retrospective exploration where
interviewer or survey questioning could lead to participants recalling experiences from their
childhood that should not be seen as a cause and starting point for later hoarding
behaviour.
Chou, Tsoh, Smith, et al. (2018) assessed 220 participants who completed measures for
exposure to, and number of, independent types of trauma4 and HD behaviour as part of a
randomized controlled trial (RCT) of group therapy for HD in the US. The mean age for
participants in this study was 60.3 (SD 10.5, range 29-90, 40% were between 60-70 years
old; 80% females). In this study, about half of participants reported onset of HD behaviour
4

Including: natural disaster, car accident, tragic death of a loved one, witnessing death or injury of a
non-family member, having something taken by force, serving in combat, serious illness of self or a
loved one, physical abuse or mistreatment in childhood or adulthood, and forced sexual activity in
childhood or adulthood, using the used the Traumatic Event Survey-Lifetime (TES-L) scale (Gershuny,
2000).
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before the age of 12 and two thirds before the age of 30. On average, participants reported
that they had experienced seven different types of trauma or traumatic events (range 0-14).
In terms of age of onset, there was also no association between number of types of trauma
and age of onset of HD symptoms. This finding is in slight contrast to Hombali et al.’s (2019)
observation, who had, in their wider meta-analysis on hoarding behaviour but including all
age groups, reviewed three studies examining the age of onset and distinguished between
earlier childhood and later teenager (16 years of age and older) onset, these studies found
that later teenage-onset seemed to be more commonly linked with traumatic life events.
However, results from Chou, Tsoh, Smith, et al. (2018) showed a more nuanced association.
They found that difficulties in discarding possessions (rather than excessive acquisition and
clutter) were more closely associated with trauma exposure among those who reported an
earlier age of onset of hoarding behaviours, here before age 18. The authors suspected that
it may be possible that individuals with a childhood onset may be more susceptible to the
influences of trauma-related coping or decision-making styles on discarding possessions
than those reporting later onset.
To learn more about age of onset and progression of hoarding disorder specifically among
older people, Dozier, Porter, et al. (2016) carried out a study based on retrospective
reporting. They involved 82 older people with a minimum age of 60 years (mean age 66.3,
SD 5.8, range: 60-86; 64% females; 87% White) with a HD diagnosis. Participants were asked
to rate the severity of their hoarding symptoms (using both the SI-R and CIR and three
categories: saving/acquisition, difficulty discarding, and clutter) in each decade of their lives.
In their research, the team differentiated between two stages: a) age of onset of symptoms
(at least one of the three categories), this was operationalised as the first decade in which
participants reported at least minor symptom severity, and b) age of onset for possible
clinical HD diagnosis, this was operationalised as the first decade in which participants
reported all three symptoms. The authors found that the median age of onset for all three
individual symptoms was between 10 and 20 years, and the median age of onset for a
possible HD diagnosis was between 20 and 30 years. Retrospective self-report is prone to
bias and false recall, and the researchers were not able to assess self-report against
historical data or reports by significant others. Dozier, Porter, et al. indicated that their
findings were consistent with earlier studies on self-reported onset of hoarding behaviour.

Late life onset (not caused by dementia and similar impairment)
There have been case presentations that seem to document sudden onset of hoarding
behaviour in older age unrelated to dementia or similar impairment. We noted earlier the
US case report of a 78-year-old whose hoarding behaviour started at that age and was
apparently triggered by a cancer diagnosis (Khan, 2017). Whilst only based on one case, it
could be hypothesised that traumatic life events could cause hoarding behaviour at any age
in individual cases.
In Dozier, Porter, et al.’s study (2016) of 82 participants, whose minimum age was 60 years
(14 participants were over 70, and 5 over 80 years of age), about a quarter of participants
(n=19/23%) reported onset of hoarding symptoms leading to a possible HD diagnosis
(showing all three symptoms of saving/acquisition, difficulty discarding, and clutter) after
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the age of 40, but also reported showing at least one of three symptoms before that age.
Five participants were reported to not have shown any hoarding symptoms before the age
of 40, two of whom reported onset between the age of 60 and 70 (although the authors
contradict themselves stating earlier in the paper that no participants had reported possible
onset of HD after their 60s). As possible reasons, four participants described major life
changes as the trigger and whilst no health-related events were reported, one person had
experienced a major head injury. An earlier survey study (n=751 participants) on onset
(Tolin, Meunier, et al., 2010) also found that late life onset, here also after the age of 40
years, was rare.
For those working with older people it seems important to acknowledge that older people
describing their hoarding experiences often mention an event in middle age rather than
childhood memories as the trigger for their hoarding behaviour, even though hoarding
symptoms might have emerged during their childhood (Ayers et al., 2010). This is consistent
with an observation by Thew and Salkovskis (2016) who argued that some previous research
conflated onset of hoarding symptoms with onset of experiencing problems related to
hoarding behaviour.

Severity and progression
Researchers have also explored the progression of, and potential changes to, severity of
hoarding behaviour over the lifespan and their effect on older people.
As reported above, Dozier, Porter, et al.’s (2016) study, using retrospective self-report data
of older people, revealed that hoarding behaviour seemed to increase over time, at least
between the initial onset of some symptoms and onset of behaviours that could lead to a
clinical diagnosis of hoarding disorder. This was further confirmed in their data on severity
of hoarding symptoms. All assessed HD symptoms increased with each decade, although it
seemed that there was some stabilisation for the latest analysed decade from 50-60 years of
age, for which the authors had no explanation. Several factors/variables moderate these
findings: having at least one parent with hoarding tendencies was associated with higher
initial hoarding symptoms, and men indicated a slower increase in hoarding severity across
all symptoms; and for individual symptoms, higher educational qualifications were
associated with slower increase in saving symptoms. Again, the authors said that their
findings concurred with those of a previous study (Ayers et al., 2010) showing that symptom
severity increases with each decade of life. However, another earlier study (Tolin, Meunier,
et al., 2010) on self-reported progression found some stabilisation at an earlier stage in midlife, although participants in this study were of a younger age group altogether.
In 2017, Cath et al. (2017) published a cross-sectional study on age- and gender-specific HD
prevalence and severity based on 15,194 individuals from The Netherlands Twin Register,
which encompasses identical twins and their relatives. The age of this sample ranged from
15 to 97 years (n=9,714/64% females). The authors reported that the mean severity of
different hoarding symptoms (measured using the HRS-SR tool) increased across the age
groups, with clinical levels beginning to be seen around ages 30 to 35, with the highest
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prevalence rates seen among individuals over the age of 65. The increase was mainly driven
by an increase in difficulty discarding compared to other HD symptoms.
To explore characteristics of people who hoard and predictors of hoarding symptom
severity in older adults, Ayers and Dozier (2015) analysed the data of 71 older people with a
minimum age of 60 years (mean age: 67 years, SD = 5.8, range 60-86 years; 69% females;
85% White) who were involved in two US studies. To assess severity, the authors used the
clinician-administered UHSS as well as the SI-R and the CIR. The authors found no
correlation between age and HD severity in this older age cohort. Women had significantly
higher severity on the SI-R and UHSS but not on the CIR. They found that White older people
self-reported lower HD severity, but there were no statistically significant differences from
non-White participants. There was no correlation between the number of reported relatives
with hoarding tendencies and severity, but 48 per cent reported having had a hoarding
mother and 26 per cent a hoarding father. This finding was somewhat contrary to previous
research on possible genetic causal factors. The number of persons living with a participant
was not associated with the SI-R or UHSS; but an increased number of persons living with
participants was strongly negatively correlated with the CIR. Further, the participants who
reported living alone showed significantly higher levels of clutter in their homes. It seemed
that other people living in a household might keep levels of clutter at bay. Other factors,
such as type of home, retirement status, years of education, and number and type of
medical comorbidities were also not correlated to HD severity. Nor was receiving treatment
for mental health reasons or experiencing interventions for HD by landlords or
governmental agencies (experienced by 15% and 16.7% respectively).
Ayers, Najmi, et al. (2015) reviewed previous research showing that hoarding severity could
increase in patients living with dementia. However, the authors also advise caution with
studies that suggest that hoarding symptoms and behaviours become more severe with age:
‘It may be the case that actual hoarding rates do not increase with age;
instead, the consequences of hoarding become more challenging with age
due to accumulation of objects over time or because increases in physical
and mental illnesses may impair the ability to discard or organize
possessions’ (Ayers, Najmi, et al., 2015, p. 418).
In a study on trauma exposure and experience affecting HD behaviour (n=220), Chou, Tsoh,
Smith, et al. (2018) found that experiencing a higher number of independent types of
trauma was significantly correlated with more severe acquisition symptoms and with
stronger hoarding beliefs, in particular greater emotional attachment, but not with general
HD severity nor other symptoms such as difficulty discarding or accumulation of clutter. This
finding corresponds with other ‘mixed picture’ reports: Hombali et al. (2019) found that
among six publications they examined, four publications found evidence that the number of
traumatic life events (TLEs) was positively associated with the severity of hoarding disorder,
one did not find an association, and one was unclear.
In the studies examined by Hombali et al. (2019), two showed that hoarding severity was
positively and significantly correlated with anxiety sensitivity scores; another study (Medley
et al., 2013), using a student cohort, showed that higher rates on a measure assessing the
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tendency to anthropomorphize objects was significantly associated with higher hoarding
symptoms severity.
Focussing on ageing-related psycho-social factors that could potentially impact on hoarding
symptoms severity in older people, Weiss et al. (2020) measured HD symptom severity in
combination with self-control, indecisiveness, depression, loneliness, social support, and
boredom in 29 participants (mean age 67 years, SD 8, range 52-85; n=20 females) before
and after receiving CBT treatment for HD (for outcomes of the treatment see page 69). In
the small sample (data were also only available for n=21-27), before treatment HD
symptoms severity was significantly correlated with all other factors, with the exception of
loneliness and social support. Whilst loneliness was marginally associated, there was no
correlation between social support and severity.
Luu et al. (2018), who explored predictors of squalor seen as distinct from hoarding
behaviour, found that hoarding behaviour could lead to squalor in some cases but not all,
but increasing age was uncorrelated with squalor presence. The research team explored
archive data collected during regular in-home assessments by community agency staff by
three North American community agencies supporting clients with hoarding symptoms and
squalor in three different cities. The sample overall encompassed 381 cases, with different,
but mainly older age groups: the mean age for cohort 1 was 70.03 (SD 8.93), for cohort 2 it
was 64.67 (SD 12.64) and for cohort 3 mean age was 56.62 (13.05) years. Across the three
agencies, the first had 72 per cent of cases which showed squalor, the second had 50 per
cent, and the third had 35 per cent. Though there were differences in defining squalor
among the sites, volume and degree of clutter accumulation and poor access to the kitchen
or bathroom were consistent unique predictors of squalor presence. Other possible
predictors, such as age, lack of insight, mental state, social isolation, or number of pets,
were not significantly correlated with squalor. The authors concluded that increasing age
was unlikely to be a risk factor for squalor.

Insight
Low or absence of awareness and insight into hoarding behaviour and the associated
problems experienced by the person or others were reported as common among individuals
with hoarding behaviour, including older adults (Kim et al., 2001; Thew & Salkovskis, 2016).
Where older people had some insight into whether their behaviour might be potentially
problematic, this was explained by these individuals as a ‘lifestyle choice’ or as ‘normal’
even when undertaking efforts to hide hoarding activities from others (Franks et al., 2004).
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8.

Prevalence

With the change from an OCD-based definition to a specific and independent definition of
hoarding in the DSM-5, there has been increased interest in researching the prevalence of
hoarding disorder in the general population. Worldwide estimates have previously ranged
widely, with numbers up to six per cent overall (Postlethwaite et al., 2019). Previous
research has also reported mixed results on prevalence when comparing age groups, with
some studies finding that hoarding symptoms were three times more likely to be identified
in older people than in younger adults, whereas other research has not found an association
between age and prevalence (Ayers, Najmi, et al., 2015; Bratiotis et al., 2016; Thew &
Salkovskis, 2016); though most of the studies that were reviewed were carried out before
the introduction of the DSM-5 definition and have used different definitions of hoarding
behaviour severity. Bratiotis et al. (2016, p. 408) cautioned that it was ‘possible that actual
rates of clinically significant hoarding do not increase with age, but rather that the
manifestations of HD become more challenging to cope with as people age’, which goes
hand in hand with similar ways of thinking in terms of hoarding behaviour severity as
reported above.
Three publications researching or reviewing the question of hoarding behaviour prevalence
in the population and among older age groups, published after the introduction of the DSM5 criteria, are included in this review. There was an additional study focussing on squalor.
Postlethwaite et al. (2019) conducted a meta-analysis of 11 studies from developed
countries with large community samples of a minimum of 1,009 participants (overall
participants n=53,378 in 12 analysed samples), including the two studies from the UK. Only
six studies reported a mean age, with one of those having an average age of 50 years (range
14-94). The authors estimated a pooled prevalence for HD of 2.5 per cent, with similar
prevalence rates for women and men.
In 2017, Cath et al. (2017) published a study on age- and gender-specific HD prevalence and
severity based on 15,194 individuals in The Netherlands Twin Register, which encompasses
identical twins and their relatives. The age of this sample ranged from 15 to 97, and
included 5,480 (36%) males and 9,714 (64%) females. The research team found that the
prevalence of people with a provisional HD diagnosis was 2.12 per cent, and that prevalence
increased linearly by 20 per cent with every 5 years of age, reaching a prevalence of >6 per
cent in individuals over the age of 70. Their findings did not differ significantly between
gender/sex groups. When assessing the different domains of hoarding behaviour, difficulty
discarding seemed to be most affected by an increase in older age.
In New Zealand, Barak et al. (2019) used the data of 6,655 people over the age of 50 (mean
age 81.4, ± 7.6 years; 56% females) who had filled in the 236-item Residential Assessment
Instrument – Home Care (interRAI-HC). It is mandatory in New Zealand to undertake an
assessment using this tool when applying for government-funded community support or for
entry into residential care for older people. The interRAI-HC is a wide-reaching
questionnaire that asks about several aspects of an older person’s life, as well as physical,
psychological, and cognitive domains. There are no direct questions about hoarding
behaviour in the interRAI-HC, but it asks about ‘Socially inappropriate or disruptive
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behaviour’ among those being assessed, who ‘made disruptive sounds or noises, screamed
out, smeared or threw food or faeces, hoarded, rummaged through other’s belongings’. It
also asks about ‘disrepair in the home’ and hazardous clutter, ‘limited access to home or
rooms in home’, and about squalor ‘e.g. extremely dirty, infestation by rats or bugs’. The
researchers found that 3.5 per cent (n=233) of individuals were assessed as engaging in
socially inappropriate behaviour. Coding of multiple indicators was as follows: socially
inappropriate behaviour plus disrepair in 18 assessments, socially inappropriate behaviour
plus limited access in 25 assessments, and all three in seven (n=7) assessments. Squalid
conditions were present in an additional 1.5 per cent (n=98) of assessments; both
inappropriate behaviour and squalor was coded in 13 assessments. In the New Zealand
data, the group of people with suspected HD was significantly younger (mean age 76.1, ± 6.3
years) and more men (57%) were coded with inappropriate behaviour than in the overall
data sample. Barak and colleagues concluded that their research corresponded with findings
of HD presentation among older people with a higher rate for males showing suspected HD
behaviour, but they also acknowledged that the interRAI-HC is only a crude instrument to
assess hoarding behaviour or squalid living conditions given its low sensitivity.
Exploring predictors of squalor seen as distinct from hoarding behaviour, Luu et al. (2018)
noted that there was little research on prevalence of squalor in older people and in general.
One earlier study in Australia, by Snowdon and Halliday (2011), estimated the prevalence of
moderate or severe squalor among older people aged 65 years or older to be 0.66 per cent
based on 10 years of referral data to a geriatric psychiatry team.
There may be differences in prevalence among older people living in residential care,
medically supported settings, or using day care services compared with people living in the
community, as explored in studies undertaken before the introduction of the definition in
the DSM-5. For example, 25 per cent of older adult attending day care and 15 per cent of
residential care residents were reported to show hoarding symptoms (Marx & CohenMansfield, 2003). With regard to older people living with dementia presenting hoarding
behaviour, some older studies have reported a prevalence of 1.9 per cent among
community patients with dementia (Ayers, Najmi, et al., 2015), whilst Hwang et al. (1998)
stated that 22.6 per cent (n=30 out of 133) of patients on a geropsychiatric ward in China
showed hoarding symptoms.
In the UK context, two studies were published, though one before the publication of the
DSM-5: In 2009, Iervolino et al. (2009) carried out a study using data from 5,022 identical
twins from the TwinsUK adult twin registry (mean age 55.5 years, SD 13.4, range 17-86).
They estimated the prevalence of compulsive hoarding disorder to be 2.3 per cent, with a
greater prevalence among men (4.1%) than women (2.1%). The other study was by
Nordsletten, Reichenberg, et al. (2013), who used a population sample of 1,587 individuals
(aged 16-90 years, median 37, 56.5% females). They estimated the prevalence to be 1.3 per
cent (weighted 1.5) of the population. This study found that those reporting hoarding
disorder were older. But, in contrast to other studies, the researchers did not find greater
differences between men and women: with an estimated percentage for women of 1.2 per
cent (weighted 1.5%) and for men 1.4 per cent (weighted 1.5%). When compared with
prevalence rates of other psychiatric disorders in the English adult population such as those
collected in the Adult Psychiatric Morbidity Survey 2014 (participants aged 16 and over)
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(NHS Digital, 2020) these rates are significant and should not be overlooked, though the
survey was undertaken before 2015.5
In general, there is a mixed picture regarding prevalence comparing women and men
(Dozier & Ayers, 2017; Roane et al., 2017), although it has been estimated in the past that
more older women than older men show hoarding behaviour, other studies have found no
differences when only analysing data from cohorts with older people or in the community.
Thew and Salkovskis (2016) suggested that reports of differences in sex/gender could be
due to the longer life expectancy of women and that as age increases more women come to
the attention of others and/or official services. Other studies have highlighted that more
women than men seem to be prepared to come forward themselves to receive treatment or
services for hoarding behaviour (Dozier & Ayers, 2017), and, as Timpano et al. (2016, p. 395)
noted: ‘Hoarding patients enrolled in clinical research tend to be older, female, and
unmarried’.

Differences in research and community experiences
Several reviewers of literature on hoarding behaviour have pointed out that many research
studies were conducted with participants willing to be part of a research project and/or to
engage in treatment for difficulties related to hoarding behaviour (Roane et al., 2017;
Timpano et al., 2016). This made generalisation of findings to other individuals more
difficult, especially for those who might be unaware of, or unwilling to recognise, the
potential risks of their behaviour.
Woody et al. (2020) conducted a retrospective analysis of data from several studies to
compare how well demographic prevalence, clutter, and home conditions in research
samples reflect cases of hoarding behaviour that come to community services attention.
Their study comprised archival data from 824 individuals, 337 from three clinical research
studies, and case file data for 465 individuals from three different organisations supporting
people with hoarding behaviour in the community in the US and Canada. The mean age for
the research cohort was 52 (SD 10.6) and for the community sample was 64.4 (SD 13.0). The
difference in age is partly explained due to one of the included organisations focussing on
providing services for older people, however, the age difference persisted even when
excluding that sample (after exclusion the community cohort mean age was 62.4). There
was also a difference between groups in terms of gender, but both groups had more women
than men in their cohorts (n=78/23% males in the research cohort; n=215/45% males in the
community cohort). Comparing further measurements, the research team reported that
cohorts of research participants with HD differed from individuals supported in the
community in other ways, namely: community clients were older, they were more likely to
be male, less likely to be partnered, had lower socio-economic status, and they were less
likely to demonstrate good or fair insight regarding hoarding severity and consequences.
People who received community support had greater clutter volume in their homes, and
5

Any common mental disorder: women 23.1%/men 14.7%; depressive episode: women 4.3%/men
3.2%; generalised anxiety disorder women 7.5%/men 5.8%; obsessive compulsive disorder: women
1.9%/men 1.3%; panic disorder: women 0.8%/men 0.3%; phobias women 3.8%/men 2.1%; and not
otherwise specified: women 10.6%/men 6.4%.
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were more likely to have problematic living conditions, including squalor and fire safety
concerns. The authors concluded that a higher volume of clutter among individuals in the
community cohort might show selection bias as community agencies were more likely to
react to referrals or complaints triggered by visible clutter, but they also felt that
‘community samples represent a different (and less privileged) demographic and more
severe problems related to hoarding behaviour. These differences can be understood, we
believe, from the differences between research recruitment and community agency casefinding strategies’ (Woody et al., 2020, p. 7). It can be said that the differences between the
two cohorts highlight the potential limitations of inferring from findings in research samples
to community experiences.
In Canada, Lauster et al. (2016) focussed on inspections undertaken by the City of
Vancouver Property Use Inspections team in a particular setting of dense, low-income,
single room occupancy (SRO) unit housing, where residents rent a bedroom and about ten
to 15 share a kitchen, toilet, and shower facilities. The reason for the inspections was to
ensure that health, fire, and building safety requirements and legislation are met. For their
analysis, Lauster and colleagues retrospectively examined archived inspectors’ reports from
2009 to 2012 for comments on clutter. Data comprised inspections of 4,312 occupied rooms
in 83 buildings, and buildings were inspected once or several times, resulting in 117
different inspections carried out by three inspectors. For a second phase of data collection
in 2012/2013, inspectors were provided with a scale to assess clutter severity (not using the
CIR, but a scale individual to this study with ratings from 0 to 3). In this phase 4,460
occupied rooms in 107 buildings were inspected once. Based on data from the second
phase, approximately seven per cent of rooms were rated as problematically cluttered.
Buildings with a greater number of units and those managed as social housing were more
likely to have units identified as problematically cluttered, and this remained constant over
time and with different inspectors. The authors felt that given the risks of clutter, albeit
varied by perspective and perception, there was a need for a better and more
comprehensible service response, not only for the housing setting examined.
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9.

Impact of hoarding behaviour and hoarding disorder

Hoarding behaviour can impact on older people’s lives and that of others around them in
various ways. As described above, it can provide both pleasure but also create negative
feelings for individuals themselves, and it can affect their relationships with relatives,
friends, but also neighbours. This section further explores the impact and potential
consequences of hoarding behaviour in older people.

Impact on the older person
Impairment in daily life functioning and risks
Previous research on hoarding behaviour has shown that older people can experience
severe difficulties and be compromised in carrying out daily functions such as washing and
cooking, moving around in their home, and sleeping in their beds (Ayers, Schiehser, et al.,
2012). Other problems reported were non-functioning household appliances such as boilers
or fridges, as well as pest-infestations (Bratiotis et al., 2016).
Hoarding behaviour can have serious consequences for older people, and several reviews
(Ayers, Najmi, et al., 2015; Roane et al., 2017) have summarised the problems and potential
risks associated with hoarding behaviour among older people: increased fall risk, fire hazard,
exposure to toxic mould and dust, poor hygiene, poor nutrition, medication
mismanagement, medical problems, food contamination, social isolation, loss of daily
functioning, and risk of eviction and homelessness.
Whilst these risks do not only apply to older people, older people might have less resilience
to hazards (Ayers, Bratiotis, et al., 2012), and they are more likely among older people and
could both impact on and be impacted by hoarding behaviour (Diefenbach et al., 2013;
Roane et al., 2017).

Comorbidities or multiple long-term conditions
Ayers, Najmi, et al. (2015) and Bratiotis et al. (2016) summarise previous research on
comorbidities and medical impairment showing that older people with hoarding behaviour,
just as older people in general, would report chronic and age-related illnesses. In addition,
several publications pointed out that psychiatric or mental health comorbidities such as
major depressive disorder and anxiety disorders were common among older people with
hoarding behaviour. However, research has also pointed out that whilst HD-related medical
problems can lead to extended use of medical services, other older people seem to avoid
contacting medical services, increasing the risk of medication mismanagement and
exacerbating pre-existing health conditions.
Dozier, Davidson, et al. (2020) examined the frequency and type of personality traits and
disorders to explore the association with HD severity in adults with HD enrolled in a
treatment trial. They assessed 72 participants with a mean age of 60.85 (SD 11.11, range:
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26-83) of whom 80 per cent were older than 50 years of age (n=46/63.89% males). The
authors used a battery of HD severity, personality disorder, and other functional and
cognitive assessment scales. They found that most participants had an elevated score on
one of the measured personality disorder scales, especially on Avoidant (34.72%),
Dependent (37.50%), Depressive (30.56%), and Schizoid (26.39%) scales. Whilst the
association between HD and Avoidant, Dependent, and Depressive personality
traits/disorders were previously observed, evidence of Schizoid traits was not reported
previously, though other studies had reported associations with Schizotypal traits not found
in this study. However, the authors warned that the cohort assessed in this study consisted
entirely of American veterans, with likely increased levels of depression or post-traumatic
stress disorder (PTSD) compared to other cohorts of people with HD. This would echo Roane
et al.’s (2017) findings, based on a review of four previous studies, which found co-occurring
PTSD and hoarding behaviour among older people ranging from 3.5 to 18 per cent among
participants.
Based on a single case study of a 68-year-old woman living in squalid conditions, Padovan et
al. (2018) have suggested that some aspects of hoarding or Diogenes Syndrome behaviour
(as they describe it) could be atypical presentations of Asperger’s syndrome.

Stigma
Chou, Tsoh, Vigil, et al. (2018) explored the relationship between shame, self-criticism, and
self-stigma and four domains of hoarding beliefs (emotional attachment, memory, control,
responsibility), and severity of HD symptoms. Their study cohort consisted of 104
treatment-seeking individuals with HD, with an average age of 59.9 (SD 9.0, range 41-85;
n=24/23.1% males). They found that self-criticism and shame were both significantly
correlated with HD symptom severity, and self-criticism was significantly correlated with the
overall scores and all four domains of hoarding-related beliefs. Analysis showed the degree
to which factors of belief affected HD severity. The authors concluded that any treatment
approaches, including CBT based on the Steketee and Frost (2007) model, should
acknowledge underlying feelings of shame and vulnerabilities by addressing beliefs and selfidentity.

Social isolation
Social isolation has been associated with hoarding behaviour (Roane et al., 2017; Thew &
Salkovskis, 2016), though, as Bratiotis et al. (2016) have pointed out, it is unclear whether
social isolation caused hoarding behaviour or was a consequence of it – or maybe it was a
combination of both. What is of consequence is that where older people live on their own,
perhaps because their spouses have died and children have moved out (among other
reasons), this isolation could contribute to a situation where hoarding behaviour occurs but
is unknown to others (Kim et al., 2001), which increases the risk factors associated with
older age living in general (Thew & Salkovskis, 2016). Mosina et al. (2019) argued that the
best way to help a person with hoarding behaviour is to support them to overcome personal
social isolation and to provide them with a meaningful place in society.
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Death
Older people may be at a higher risk of dying due to hoarding behaviour. Darke and Duflou
(2017) examined 61 cases from New South Wales/Australia, submitted over a period of
almost 15 years (2001-2015), where a standard autopsy report (n=59) by a forensic
pathologist, a police report to determine characteristics and circumstances of these deaths,
and/or a witness report noted compulsive hoarding behaviour in relation to a person’s
sudden or unnatural death. Whilst three quarters (75.4%) of deaths were attributed to
natural disease, with heart disease being a factor in 52.5 per cent, two deaths were found to
be accidents directly caused by the individual’s hoarding behaviour. Darke and Duflou found
that the mean age at the point of death was 65.8 years, which was on average 16.1 years
younger compared to the average life expectancy of the Australian population. The vast
majority of deaths occurred in the home (96.7%) without any medical intervention. Almost
all individuals had lived alone prior to death (95.1%). About two thirds (62.3%) were male
and 28 per cent (28.2%) were reported to have been obese, and Alzheimer’s disease was
noted in 3.4 per cent of cases. Toxicology reports noted alcohol in about a third (32.1%) of
cases.
Cappelletti et al. (2019) presented the forensic analysis of the case of a 75-year-old woman,
who had lived on her own, and was found by emergency services fatally trapped
underneath items which were stacked from floor to ceiling. The site survey, as conducted by
scene of crime officers (SOCOs), and the autopsy revealed that the death was accidental,
caused by combined traumatic and confined space asphyxia from both the weight of objects
on top of the woman and scarcity of oxygen as objects had completely covered the body.
The team of SOCOs concluded that the woman must have tried to remove objects for some
considerable time, but because of a lack of strength, potentially caused by her age, she had
not been able to free herself. The authors concluded that hoarding behaviour could pose a
serious safety risk to the person with hoarding behaviour, but also others around them.

Impact on relatives, friends, and carers
Previous research has shown that relatives of people who hoard often feel burdened and
distressed by the individual’s behaviour, leading them to try to change their behaviour. If
this is not achieved, because the individual may not recognise or acknowledge a problem,
ongoing conflict can occur. Some relatives might seek formal support or treatment for the
individual, again often in opposition to the individual’s wishes, which may add to any
conflict and also cause alienation (Bratiotis et al., 2016).
Rees et al. (2018) investigated the impact of parental hoarding behaviours on their, now
adult, children in Australia. They interviewed seven children who had lived for at least 15
years with at least one parent with hoarding disorder, where behaviour had been ongoing
for at least 20 years and was considered to be in the clinical range (using a modified version
of the HRS-I). All the children were female, with a mean age of 47 (range 35-62). One of the
participants described herself as a ‘hoarder’. One participant said that both parents had
hoarding difficulties, four their mother, and two their father. Three participants had parents
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who were deceased at the time of the interview. Analysis of interview data led to authors
reporting on four overarching themes:
1. Psychological and emotional outcomes: participants explored negative emotional
impact, such as sadness, frustration, resentment, helplessness, guilt, embarrassment,
and conflicting emotions. Some participants reported low self-esteem. They also talked
about worrying about parent wellbeing, how to deal with the ‘hoard’, and their
potential own future hoarding behaviour. In contrast, some participants felt that they
had gained psychological strength as they were able to show greater acceptance and
empathy for others, in addition to their own self-awareness, self-acceptance, and
resilience.
2. Coping strategies: participants said that they had their own support networks, and also
had other strategies of acceptance or avoidance when engaging with their parents.
3. Perceptions of parental hoarding: participants reported a general lack of parental
insight, their own struggles to make sense of HD, and some said that they had perceived
HD as normal as a child.
4. Impact on relationships: looking back at their childhood, some participants described
the significant impact on their social relationships at the time, including a reluctance to
invite friends to their home (due to fear of negative judgement and subsequent
embarrassment), and social isolation due to a hesitancy to form friendships.
Participants also described conflicts with their parent about their hoarding behaviour.
They felt that more support would be beneficial for young people growing up in these
situations.
The authors felt that the findings in this study confirmed a need for better professional
support for the adult children of parents with hoarding behaviour, both when they were
children and in adulthood. This would enable the children of people with hoarding
behaviours to gain more knowledge about HD and to better understand their parents’
difficulties, to assist their parents effectively and to reduce potentially harmful situations,
and to provide them with effective coping strategies in terms of their own emotions,
reactions, and how to deal with relationship difficulties.
In a similar study on relatives’ perspectives and experienced challenges in Singapore, Samari
et al. (2020) interviewed ten relatives who were caregivers of people with hoarding
behaviour and who lived or had lived with the person in a public/social housing setting (age
range 23-66 years; n=6 females; majority Chinese ethnicity; n=3 were a child of the person,
n=3 siblings, n=2 spouses, n=1 parent, and n=1 niece). Findings concurred with Rees et al.’s
(2018) study, as interviewees reported challenges in understanding the hoarding behaviour
of the person they cared for, leading to conflicts with the individual due to their lack of
insight and rejection of support or treatment. The participants also described the impact on
their own personal life in terms of disruption in daily functioning, a loss of social
relationships, and their space being taken over by clutter. The last theme focussed on
support received by participants: whilst many sought help to deal with the burden that they
experienced, none of the participants had received any psycho-educational treatment or
support to deal with their distress. Some felt that they had good networks of other family
members and friends, whilst others reported feeling supported through formal social
services providing assistance to the relative in decreasing hoarding behaviour, or through
giving emotional support directly to the relative/carer. However, there were others who
said that the support they were able to receive was insufficient or unhelpful, or that they
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received no support. The authors concluded that there was a lack of adequate support
services, especially formal services for caregivers, but also that caregivers were often not
aware of such services.

Impact on neighbours and the community
Beside the individual with hoarding behaviour and their family and friends, neighbours and
the wider community can also be affected by other people’s hoarding symptoms (Bratiotis,
2013; Timpano et al., 2016), due to the heightened risk of fire, pest infestations, poor
sanitation, and the impact of toxic odours. These problems can lead public agencies to
respond to public safety threats posed by some hoarding cases.
Regarding the impact on official health and care systems, Magos (2021) pointed out that
hoarding behaviour could lead to a delayed discharge from hospital as the home may
contain too many risks for the patient to return home. This could result in additional costs,
but importantly also block access to hospital for other patients.

Potential cost of hoarding cases
In September 2010, a massive fire in Toronto began when a neighbour flicked an
unextinguished cigarette butt onto the balcony of a severely cluttered flat within a social
housing complex. It was estimated that the fire caused damage costing over Canadian $1
million, and 1,200 residents had to leave the apartment block for months (Vincent, 2011).
From the UK, housing association Catalyst reported that it can take up to 18 months and
cost up to £45,000 to make a home liveable after an eviction due to hoarding behaviour
(McPhillips, 2015).
In a wider scoping study, Neave et al. (2017) considered the economic costs of hoarding
behaviours among local authority/housing association tenants and private home owners in
the north-east of England. They used data from both seven housing providers and from
Tyne & Wear Fire & Rescue Service as a provider of emergency services, covering April 2015
to March 2016. Data included number of tenants, number of people with hoarding
behaviour, internal actions undertaken (e.g. clean-up operations; staff follow-up visits),
number of referrals to other services, and involvement of courts. The study also considered
the cost to housing providers, such as additional staff hours, administration costs, additional
staff training, clean-up operations or removal costs, legal costs involved in evictions and
injunctions, and potential re-housing costs. The data from the housing providers showed
that they estimated that on average 0.14 per cent of their tenants could be defined as
individuals with hoarding behaviour (20 out of 15,755 tenants), an estimate much lower
than reported in prevalence studies. Over 90 per cent of individuals with hoarding
behaviour (92.29%) had required ‘internal actions’ such as cleaning operations and followup visits (most providers reported 100%, whilst one reported 57%). Over half had been
referred to emergency/health services (57.29%), social services (53.29%), or as a
‘safeguarding concern’ (53.29%). Legal sanctions were threatened in 17.64 per cent of cases,
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but 9.74 per cent of cases were fully resolved. They estimated the cost per hoarding case
per year to be £15,589. Additionally, there were costs for emergency services: here
approximately 30,000 home safety checks were undertaken, safety concerns were raised for
2,108 properties, and 51 properties were identified as posing a significant risk. When asked
for their additional costs in terms of extra staffing hours and equipment provided, the
emergency services estimated the cost to an annual figure of £107,784 overall.
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10.

Animal hoarding behaviour

Animal hoarding behaviour and disorder were first described by Worth and Beck (1981) in
relation to owners of multiple animals in New York City (US). The behaviour is characterized
by a high number of kept animals and the inability of the individual to provide the necessary
nutrition, care (including veterinary care), sanitation, and physical space for these animals,
and where individuals themselves often live in precarious conditions (Ferreira et al., 2017,
2020; Paloski et al., 2017). It is, however, not specifically recognised in either of the two
official definitions of hoarding disorder DSM-5 or ICD-11.
More recently, Paloski et al. (2017) undertook a review of nine international publications on
individuals who kept many animals on their premises in unhealthy conditions, causing
difficulties for the owners, the animals, and others. They found that the majority of the
described 238 individuals included in these publications were women (n=180/90%), with an
average age of 50 years (30% were 60+), most of whom lived alone. On average, they kept
approximately 30 animals on their premises, with cats and dogs the most frequently kept.
The authors could not identify any research on available treatment or therapeutic
interventions as part of their review. Four of the reviewed publications reported on forced
removal of animals, but it was also said that when officials returned to the premises some
time later, the individuals were found with considerable numbers of animals again.
Two recent case studies have been published on older individuals with animal hoarding
behaviour. The case of the ‘Swedish Swan Lady’, as reported by Svanberg and Arluke (2016),
even came to international attention. This was the case of a 60- or 68- year-old (conflicting
information was presented in the article) woman who lived in a 25m2 one-bedroom flat in
the middle of Stockholm, who later reported that she had, over the years, ‘rescued’ about
150 swans by taking them to rescue centres but also her home. However, when the police
visited there were 11 swans in the flat, which were undernourished and in an overall bad
condition, and the flat was covered in faeces. There was no indication that the woman
meant to harm the animals, but there was also no insight into understanding the harmful
situation. This case went to court in Sweden for animal cruelty. The court ruled that the
woman had a pathological longing to keep a large number of animals, but failed to
understand their need for appropriate nutrition and care. The woman received a suspended
sentence and a fine, and no further assessment of potential mental health difficulties was
apparently undertaken.
Saldarriaga-Cantillo and Rivas Nieto (2015) described the case of an 83-year-old widow
living with 16 cats and 15 dogs in Colombia, portrayed as a case of ‘Noah Syndrome’, which
was defined as a variant of Diogenes Syndrome involving animal hoarding behaviour. When
the case came to the attention of officials, the animals were found to be malnourished and
in poor health, with the whole premises described as being in poor sanitary condition, with
animal faeces and cockroach infestation. Whilst the woman showed no insight into the
potentially risky situation for herself and the animals, neighbours reported that her
hoarding symptoms were accompanied by verbal and physical aggression, social distancing,
and self-neglecting behaviour that had started 15 years earlier following a stroke. The
woman was subsequently diagnosed with dementia of vascular origin and an untreated
depressive disorder. In this case, the woman received medication, the animals were
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removed, and the premises ‘deep-cleaned’ against the will of the woman. A relapse of
animal hoarding behaviour was reported after ten months, with officials considering
admitting the woman to residential care. The authors pointed out that despite the
considerable suffering of the animals due to the women’s hoarding behaviour, which in
many countries would be counted as a form of animal abuse, including Sweden as above, in
Colombia it was only considered a misdemeanour.
To describe the characteristics of animal hoarding behaviour that came to the attention of
the Australian Royal Society for the Prevention of Cruelty to Animals (RSPCA) in New South
Wales, Elliott et al. (2019) analysed 48 cases involving 50 individuals. Similar to the metareview by Paloski et al. (2017) they found that the majority of individuals were female
(78%), over 50 years of age (63%), and 40 per cent lived alone. The median number of
animals was 35, the mean 53, and numbers ranged between six and 300, with higher
numbers of animals kept in rural settings. Cats (75%) and dogs (52%) were the animals kept
in, or on, most premises. In three quarters (75%) of cases the living conditions of the
animals were described as ‘very unsanitary’ or ‘filthy’. In the majority of cases (n=38/74%),
official agencies such as the local council, mental health services, or the police had become
involved. Accumulation of animals was attributed mostly to unplanned breeding (n=29/60%
of properties), collecting strays (n=18/38%), receiving ‘donations’ of animals (n=15/32%),
and planned breeding (n=13/28%). Whilst in the majority of cases a combination of reasons
was described, in 38 per cent of cases there was only one identified reason. Elliott and
colleagues grouped the individuals into five categories of ‘animal hoarders’: ‘breeders’
(30%), ‘overwhelmed caregivers’ (24%), ‘rescuers’ (22%), ‘exploiters’ (10%), or ‘incipient
hoarders’ (14%). This introduced two new categories (breeders and incipient hoarders) to
earlier categorisations (Frost, Patronek, et al., 2015), where previous research had
suggested that some individuals with animal hoarding behaviour started with good
intentions but became too overwhelmed with the animals’ needs, rejected concerns about
animal welfare, and legitimised their behaviour as the best way to care for them. Others
simply abused animals without any concern for their welfare or attachment to them. The
authors concluded that psychiatric and personality problems framed cases of animal
hoarding behaviour, and closer collaboration of animal welfare agencies and mental health
services was desirable.
Ferreira et al. (2017) undertook an exploratory and cross-sectional study to explore the
socio-demographic profile of animal ‘hoarders’ in Porto Alegre/Brazil. They aimed to visit
the homes of 75 individuals who had come to the attention of the Municipal Secretariat for
Animal Rights, but contact was not always possible and 33 individuals with animal hoarding
disorder were finally included in their analysis. They found that the mean age in their
sample was 61.39 years (SD 12.69, age ranges: 21-59 n=12/36.40% and 60/60+
n=21/63.60%), with a majority of women (n=24/73%) as in other studies, and a majority
being single, divorced, or widowed (n=29/88%), and about half living alone (n=17/52%). The
mean number of self-reported animals was 41.12 (SD 24.41) and the average time that
individuals had lived with large numbers of animals was 23.09 years (SD 15.98). Over half of
the individuals (56.7%) were also reported to show hoarding behaviour of objects. The
authors reported that the older the person, the more animals they kept in their home. In
slight contrast to other studies where emotionless relationships to animals were reported,
Ferreira et al. (2017) felt that the individuals in their sample had an ‘affectional bond’ to
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their animals, making separating from animals very difficult. In 2020, Ferreira et al. (2020)
published a follow-up analysis of data on psychopathological comorbidities in this sample
and found that participants showed psychopathological symptoms of depression (36%),
anxiety (36%), memory deficits (27%), mania (21%), and obsessive compulsive disorder
(18%), with symptoms increased in those individuals who had kept a large number of
animals for a long time. They concluded that individuals presenting animal hoarding
behaviour were often lonely, reflecting an absence of social networks.
Felthous and Calhoun (2018) reflected on the underlying reasons for animal hoarding
behaviour, referring to Paloski et al.’s (2017) findings, and supporting the findings of
Ferreira et al. (2017, 2020), that more older women than men seemed to show animal
hoarding behaviour. Felthous and Calhoun suggested that through animal hoarding
behaviour individuals showed a form of ‘emotional affinity and “caring” attitude towards
animals’ (Felthous & Calhoun, 2018, p. 763); for women this was associated with animal
rights and welfare. However, they concluded that over-attachment and hoarding behaviour
towards their animals indicated that any genuine care feelings towards them had become
overridden, resulting in neglect and harm.
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11.

Treatment and interventions

UK guidance on treatment options
In the UK, there is currently no specific national guidance on how to treat hoarding disorder
or behaviour among older people.
As of April 2022, the National Institute for Health and Care Excellence (NICE) still covers
treatment for hoarding under the guidelines for obsessive compulsive disorder (OCD) and
body dysmorphic disorder, and recommends cognitive behavioural therapy (CBT) and
exposure and response prevention (ERP) treatment. In the specific case of adult hoarding, it
recommends treatment in the person’s home:
‘1.5.2.5: For adults with OCD with more severe functional impairment who
are housebound, unable or reluctant to attend a clinic, or have significant
problems with hoarding, a period of home-based treatment may be
considered’ (National Institute for Health and Care Excellence, 2005, p. 17).
NICE also advises that in situations where it is impossible or too dangerous for therapists to
visit the person’s home, CBT via telephone treatment may be considered.
The National Health Service (NHS) website on Hoarding Disorder (NHS, 2018) also proposes
CBT as the main treatment for HD, alongside provision of antidepressant medication, but
does not differentiate between age groups. There are also some specific guidelines on
hoarding by the British Psychological Society (Holmes et al., 2015) that consider CBT as the
best evaluated approach, but also suggests other treatment approaches, such as cognitive
analytic therapy (CAT). In its description of hoarding difficulties and behaviour, these
guidelines reference older people, however, there appears to be no specific guidance on the
treatment of older people.
Hoarding is also referenced and referred to as one of the behaviours that can constitute
self-neglect in the guidance (Department of Health, 2014) accompanying the English Care
Act 2014 (Care Act 2014, c 23, 2014). Hoarding behaviour is seen as a form of neglect or
abuse that justifies a safeguarding enquiry under section 42 of the Care Act, so if threshold
criteria are met, or where concerns exist but which do not meet threshold criteria, referral
to Adult Social Care services can be made (further discussed in Martineau et al., 2021).
Other agencies, such as environmental health or animal protection services, might become
involved where appropriate.

In general, there seem to be three separated or sometimes combined approaches to
treatment for older adults with hoarding difficulties: one is psycho-therapeutic treatment
and most commonly cognitive behavioural therapy (CBT) (provided either in clinical or
community settings), another approach is based on harm reduction and mostly provided in
the community, and the third is medication.
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Assessment
Eckfield (2019), whose work in the US focussed on older people, argued that any
assessment approach should be holistic, a view that supported Browne and Hegde (2015) in
the UK who argued that a prolonged multi-agency approach including mental health
agencies would provide the greatest insight into a person’s conditions and circumstances.
Also within a UK context, Orr et al. (2017) considered what an appropriate assessment
should entail to decide on appropriate treatment or services. They argued, referring to
Brown and Pain (2014), that an assessment should include two interlinked parts. The first
part should assess the person’s reasons, beliefs, and values associated with hoarding
behaviour, and their potential insight and willingness to accept treatment or services, and
how they might engage in the process. This part should also include assessing relatives and
others on their perspectives and potential needs. The second part should be a thorough risk
assessment of the person’s and others’ living conditions, the level of interference that
hoarding posed to daily life, the relationships the person had with others, the
environmental risks in the home and to the community, the person’s attitude towards these
risks, the physical and mental health status, including mental capacity of the person, and
potential care needs. Assessors should be aware of their own reactions when confronted
with a home that is full of ‘clutter’, unhygienic, and/or a risk to the person and others. They
should also be aware that involvement by official services or support in general is not always
welcome.

Therapeutic treatments
Cognitive behavioural therapy (CBT) for HD
Treatment for hoarding behaviour as a form of OCD has been available since the 1960s
(Williams & Viscusi, 2016), mainly in the form of a specialised form of cognitive behavioural
therapy known as Exposure and Ritual Prevention (EX/RP).6 Treatment delivery varies and
includes individual, group, and family formats. Williams and Viscusi (2016) reviewed several
publications on outcomes of EX/RP treatment and found that it resulted in a reduction of
HD symptoms and severity. However, there was also a high percentage of dropout alongside
general low motivation of participants to engage in treatment.
Based on their theoretical model, the first hoarding behaviour-specific treatment
programme was proposed by Steketee and Frost (2007), with an updated version based on
the DSM-5 published in 2013 (Steketee & Frost, 2013). The cognitive behavioural therapy
(CBT) encompassed 26 individual sessions led by a psychologist/mental health
clinician/expert and was designed to take place over 9 - 12 months. The authors proposed
six different stages with multiple components in their treatment model:
1) Assessment, psycho-education, and case formulation,

6

In short, EX/RP consists of repeated exposure to known anxiety-provoking thoughts or situations,
and training voluntary abstinence from ritualisation. The aim is to overcome reacting to triggers, to
deal with fear, and to change dysfunctional behaviours.
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2)
3)
4)
5)
6)

Motivational enhancement,
Skills training for organizing and problem-solving,
Cognitive therapy to address hoarding-related beliefs,
Exposure to non-acquiring and discarding, and
Relapse prevention planning.

Adaptations of the original cognitive behavioural therapy programme
Steketee and Frost’s programme has been adapted for different settings, age groups, and
delivery formats.
Some examples, and their leading developers, as adapted and extended from Steketee
(2018, p. 649), include:
• Individual clinic and in-home sessions for adults (Frost, Steketee, Tolin)
• Older people (Ayers)
• Clinician-led group treatment (Muroff, Gilliam, Mathews, Tolin)
• Peer-led ‘Buried in Treasures’ workshop groups (Frost, Shuer, Mathews) (based on a
self-help book of that title by Tolin and Steketee)
• Internet-based treatments in groups and individual in-home webcam treatment
(Muroff)
• Blended formats (Fitzpatrick, face-to-face group CBT followed by internet-facilitated
support; Ivanov, simultaneous face-to-face group CBT and online treatment; Chasson,
virtual reality)
• CBT with contingency management/payments (Worden)
• Community-based interventions (Bratiotis, Woody, Edsell-Vetter)
• Family support groups (Chasson)
• Short-term CBT (Moulding)
For older people with hoarding behaviour, Ayers, Bratiotis, et al. (2012) proposed following
the same stages as the original programme but with a different emphasis on some of its
components: a greater focus on exposure therapy elements, remediating executive function
deficits, providing simplified homework assignments, and decreasing the emphasis or
modifying cognitive restructuring techniques. Dozier, Wetherell, et al. (2016) have also
suggested, based on their research on executive functioning in older people with HD, that
treatment for older adults should focus more on behavioural and functional skills, rather
than focusing on changing thought processes. Taylor et al. (2019) emphasised a need to
address emotions in treatment to both overcome negative experiences related to hoarding
behaviour and to find new, alternative avenues for positive experiences away from hoarding
behaviour.

Outcomes of specific cognitive behavioural therapy (CBT) treatment
In the past, CBT treatment for hoarding behaviour was commonly situated within CBT
treatment for OCD. Williams and Viscusi (2016) undertook a systematic review comparing
the efficacy of various CBT methods, with particular attention to treatment for OCD
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compared with treatment designed specifically to treat HD. The authors included 12
publications in their review, including participants with an OCD or specialised HD diagnosis.
Participant numbers ranged from six to 106, and comprised all age groups. They concluded
that the OCD approach and the specialised approach to treatment differed as HDspecialised treatment was typically long-term, which would increase cost. Content in the
specialised approach changed to incorporate more motivational interviewing. Though posttreatment scores on measures showed reduction of HD symptoms and severity, scores often
remained above clinical cut-off levels and drop-out rates were high. Comparing OCD with
specialised CBT approaches was difficult as different scales were used. However, the
authors concluded: ‘Hoarding seems to be more resistant to conventional CBT treatment
than OCD’ (Williams & Viscusi, 2016, pp. 105–106).
Specifically focussing on studies examining psychotherapy and treatment for older people,
Ayers, Najmi, et al. (2015) found that, at the time of their review in 2015, there was only
very limited information since most published research were case studies and open trials,
but that the findings in these studies were ‘promising’.
Including a mix of specialised CBT to treat hoarding behaviour, Tolin et al. (2015) undertook
a meta-analysis of studies examining the outcomes of treatments and its components
before 2015. They included ten publications comprising 232 participants in 12 distinct
cohorts within their analysis, which considered open or randomized controlled trials (RCT)
of CBT interventions which were not combined with other treatments. The mean age for
participants in these studies was 58.7 (range 49-74) years of age, numbers ranged from six
to 41, and participation by women from 33 to 100 per cent. There was a mix of approaches
to therapy: four cohorts received individual CBT, five group-format CBT led by a
professional, and three peer-directed bibliotherapy group-CBT with no professional
therapist present. The average number of sessions was 20.2, with a range from 13 to 35.
Seven studies included visits and/or sessions in the individual’s home (mean 5.6 visits, range
2-33), the others did not. Studies used diverse tools to measure HD severity. The authors
concluded that CBT statistically significantly decreased hoarding severity with a large effect
size. However, assessing clinical levels of hoarding behaviour, for a majority of participants
post-treatment scores still remained closer to the HD clinical range than to the normal range
when incorporating rates from the general population, with the level of change ranging
from 24 to 43 per cent. Concerning facets of hoarding, the strongest effects were found for
improvement of difficulty discarding, then for clutter, and then for acquiring. Improvement
of functional impairment showed the smallest effect. The authors argued that this outcome
might not be surprising as especially the earlier CBT approaches had focussed mainly on
improving discarding. Variables associated with better clinical outcomes were female
gender, younger age, a greater number of CBT sessions, and a greater number of home
visits. A greater number of home visits was specifically associated with better outcomes in
clutter, difficulty discarding, and impairment. Tolin and colleagues felt that the differences
between age groups were predominantly due to severity of acquiring which was less severe
in older people. However, the authors also felt that it was possible ‘that increased age
presents a different set of challenges in CBT for HD’ (Tolin et al., 2015, p. 164) as additional
factors such as comorbidities impact on hoarding behaviour.
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Bodryzlova et al. (2019) followed-up Tolin et al.’s (2015) meta-analysis with a meta-review
of specialised CBT facilitated in a group format (G-CBT). The authors included seven studies
in their quantitative review and eight in their qualitative review, the studies being published
between 2000 and 2017. All treatment approaches used modified versions of G-CBT that
could be tracked back to the original modules proposed by Frost and Steketee, and
treatment was led by a professional. Groups consisted of between four and 12 participants,
and there were 178 participants included overall. Overall mean age was 54.3 years (71%
females; 81% White). Bodryzlova et al. found clinically significant changes in HD severity
after group treatment, ranging between 21 per cent and 68 per cent (mean change 36.7%,
SD 12.1%), providing strong evidence that G-CBT can be effective. Age had a statistical but
no clinically significant impact on post-treatment outcomes. The authors also found that
shorter group duration, decreasing the number of sessions, and excluding home visits did
not impact on efficacy of treatment. But a study with contingency management offered the
greatest improvements. The greatest limitation of the studies included in Bodryzlova et al.’s
meta-review was that none reported follow-up data.

Recent adaptations of CBT treatment and trials involving older people
In recent years and influenced by the introduction of the discrete HD diagnosis in the DSM-5
(Steketee, 2018), there have been numerous new studies and trials examining adaptations
and extensions of the CBT approach to treatment. Those that aimed at or included older
people are now explored.

Individual treatment adaptations
Muroff and Steketee (2018) carried out a small pilot/feasibility study on providing individual
CBT to participants’ homes via webcam (CBT-W). Seven help-seeking participants were
enrolled, with ages ranging from 53 to 69 (n=5 females; n=6 White; all college educated).
Participants 1 to 3 had received some CBT to treat hoarding behaviour, participants 4 to 7
had not received any treatment for HD. All participants received 26 individual CBT sessions
based on Steketee & Frost’s (Steketee & Frost, 2007) manual and also used the workbook.
The first three participants received weekly sessions over an average of 35 (range 30-38)
weeks, whilst participants 4 to 7 received a more intensive version of the same treatment in
which the first 14 sessions were delivered twice weekly and the remaining 12 sessions
weekly, on average 23 (range 22-23) weeks. All seven participants completed the
programme (three additional participants dropped out for reasons unrelated to the
programme). All treatment was provided over the Internet, using a wide-angle lens web
camera that was installed by the treatment team in each participant’s home. Assessments
were also carried out in participants’ homes. Participants showed their home via the
webcam, and sorting sessions were observed. The webcam and screen sharing also allowed
online meetings with family members. Non-acquisition practice sessions at stores or other
sites (e.g. garage sales) were conducted whilst the clinicians were on the phone with clients.
The authors reported good attendance of participants at scheduled therapy sessions, high
completion rates of assessments and treatment, and strong therapeutic alliance ratings.
Regarding HD severity on the SI-R, most clients showed a decrease in scores immediately
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following CBT-W, with two participants showing a clinically significant improvement. Selfreported follow-up assessments showed generally stable outcomes, but one client reported
loss of gains at three months. Participants indicated being comfortable with the use of
technology during the therapy sessions, and also ‘described the experience of seeing
themselves in their own home environment as helpful in staying focused, gaining
perspective on their hoarding problem, and remaining “accountable” regarding between
session practice’ (Muroff & Steketee, 2018, p. 20, italics in original). Whilst offering a
programme to overcome the problem of transfer of learning from clinic to home, and a
cost-effective alternative to face-to-face treatment by reducing clinicians’ time of
engagement per service user, the authors concluded that the programme would limit the
ability of non-verbal communication and participants would need to be internet-savvy or
receive additional instructions.
Weiss et al. (2020), as previously reported (see page 50), undertook a preliminary analysis of
HD symptom severity and associated ageing-related psychosocial factors before and after
CBT treatment in 29 older people. After receiving 15 sessions of CBT with in-home support
for decluttering, HD symptom severity and depression decreased significantly, though
severity remained above clinical levels for half of participants for whom data were available
(n=12). In addition, boredom and self-control remained associated with severity, but selfcontrol, indecisiveness, depression, and loneliness were no longer correlated; social support
was not statistically correlated before and after treatment. The impact of boredom was a
novel finding. However, there were significant limitations to this study mainly due to the
small number of participants for whom data were available but also because only about a
third (n=10) of participants completed the treatment. The researchers found that older
participants with high social support were more likely to complete the programme.
Chasson et al. (2020), in a US pilot study, used virtual reality rendering with the aim of
overcoming treatment ambivalence and lack of motivation. The team also explored whether
the use of virtual reality was acceptable for participants and especially older people. In their
study, the researchers took pictures of the homes of the participants and rendered them
into a 3D model in an immersive virtual reality environment. The virtual reality showed the
home without existing clutter. Participants were enabled to explore the virtual home by
wearing a headset and moving around in the room using a joystick, whilst being seated on a
swivel chair in a laboratory setting. Twenty-three participants with a HD diagnosis with a
mean age of 56.70 years (SD 15.26, range 22-76; 70% females; majority White; missing data
n=12), were involved in the study. Using diverse treatment readiness and motivation
measures, Chasson et al. found that comparing pre- to post-immersion scores indicated a
significant increase in overall treatment readiness and some increase in confidence to
change, but there were mixed results regarding increase of motivation. The authors
reported that the experience of virtual reality was rated positively by participants and that
seeing their own home was neither upsetting nor did it provoke negative feelings of anger,
shame, or embarrassment. The authors also concluded that the cost for this possible
addition to other forms of CBT treatment was rather inexpensive. Given that the pilot study
involved a cohort of non-treatment-seeking participants usually showing low motivation to
engage in treatment, the authors concluded that the approach warranted further research,
for example integrating this approach in CBT treatment, and to learn about long-term
outcomes, and to explore age group differences. The high number of participants (n=11) for
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whom demographic data were not available needs to be taken into account when
appraising the study.
In the UK, Farquhar and Caiazza (2020) report the case of a 67-year-old White woman
receiving CBT with the aim of improving the living situation for herself and her husband, as
her hoarding behaviour compromised the use of areas in their home for their intended
purposes: for example, the kitchen was so cluttered that cooking fresh food was impossible.
Her hoarding behaviour also impacted on the relationship between the couple and with
their children. The patient, at the beginning of treatment, showed good insight into the
problems that her hoarding behaviour caused. She received ten weekly sessions, using a
formulation-driven evidence-based intervention based on Steketee and Frost’s ‘Treatment
for Hoarding Disorder’ (Steketee & Frost, 2014), with sessions provided face-to-face at the
woman’s home. Rates of hoarding measures, such as on the SI-R, increased after treatment:
the SI-R Total scale increased from 38 (below the cut-off for HD) to 52 (over the cut-off
point). The patient herself and the authors explained this was an outcome of increased
insight and awareness of the extent of hoarding problems and risks that the individual and
her family were facing. Other measures of HD remained on the same level or increased
slightly (HRS) or decreased slightly (CIR). Overall, progress was slow and not all goals were
achieved. The authors concluded that the period of treatment – ten weekly sessions, which
was much shorter than the recommended 26 sessions over 12 months – was possibly too
short to achieve all the aims set by the patient and the treatment team. It seemed that no
clinical, or community, follow-up treatment was provided. Further challenges lay in some
comorbidities that the patient presented with, which caused her physical pain and
tiredness. The authors also felt that outcomes would have been better had the patient
received more support from her husband and other family members.

Group treatment approach adaptations
To test a shortened version of Steketee and Frost’s (2013) manual, Tolin et al. (2019)
adapted the content to provide the treatment over 16 weekly, 90-minute-long, sessions. In
their approach participants would not receive home visits (in contrast to the original
version). The treatment focussed on practising discarding, learning skills to refrain from
acquiring, working on decision-making and problem-solving, building emotional distress
tolerance, and used motivational interviewing strategies. Eighty-seven participants with a
HD diagnosis were enrolled in the trial. Of these, 46 were included in a treatment group
(mean age 53.93, allowed range 20-65; n=37/80.4% females), and 41 were added to a
waiting list control group (mean age 54.05, allowed range 20-65; n=35/85.4% females).
There was a 33 per cent non-completion rate for the treatment group (26% overall), several
participants dropped out before treatment began, others during treatment, and additional
participants were excluded for non-compliance. Post-treatment assessment scores on the
SI-R had decreased significantly in the treatment group, but not in the waiting list group (SIR Total treatment group pre mean 61.05, SD 12.20; waiting list cohort mean 61.87, SD 9.69;
post treatment 42.63, waiting list 58.87). The differences were also statistically significantly
over all sub-scales on the SI-R for the treatment cohort. However, 58 per cent of all
participants still scored in the clinical range at post-treatment. The authors concluded that
this trial supported former research (see the meta-analysis by Tolin et al., 2015) that group

70

treatment can be efficacious and feasible for adults with HD; they also said that longer
treatment and greater between-session compliance would probably improve outcomes.
Another study testing a shortened CBT approach was conducted by Moulding et al. (2017) in
Australia. Using a community-based naturalistic setting, the research team examined
whether an adapted, shortened group treatment approach, based on Steketee and Frost’s
(2007) individual CBT and Muroff et al.’s (2014) group programme, would be effective. One
of the reasons to introduce this shortened version of 12 sessions over 12 weeks compared
to the originally suggested 26 and 20 sessions was to decrease the potential cost of
treatment, as national legislation for state-funded treatment would only allow for a
shortened format. Participants received treatment in groups of six to eight individuals (12
groups included in the analysis) over a three-year evaluation period, 77 participants (mean
age 54.24 years, SD 10.69) were enrolled and also completed the treatment, but only 41
completed post-treatment assessments (mean age 53.5%, SD 10.8; 85% females).
Participants were clinically screened for hoarding severity and suitability for participation in
the treatment, using the SHI and CIR for assessment, and the SI-R, CIR, SCI and Depression
and Anxiety Stress Scales for evaluation (alongside secondary measures). Inclusion criteria
were hoarding symptom severity of at least a moderate level and that hoarding behaviour
caused the individual distress. Overall, hoarding severity scores were consistent with typical
scores. Over 12 weeks, participants received 12 psychologist-led group treatment sessions
of about 1.5 to 1.75 hours. The content of the sessions was very similar to the original
programmes, but condensed and the order was slightly changed, with a greater emphasis
on self-motivation. Twenty-one (27%) participants also received a home visit by a clinical
psychologist (for which participants had to pay themselves). An additional follow-up group
session was offered within six months after the end of group treatment. Pre-post analyses
indicated that hoarding symptoms as measured on the SI-R had reduced significantly, with
large effect sizes reported in total (n=41 pre 59.6, SD 17.2, post 46.3, SD 16.1) and across all
subscales. Moderate improved outcomes were also found for hoarding-related beliefs
(emotional attachment and responsibility) and depressive symptoms. Of the 41 participants
who completed post-treatment questionnaires, 14 (34%) were conservatively calculated to
show a clinically significant change, which authors thought was considerable given the
brevity of the programme judged against the typical length of experienced HD symptoms
among participants. The 100 per cent retention rate and highly positive informal feedback
also contributed to Moulding et al. (2017) concluding that a short-term group CBT
treatment delivered in a community-based setting can be effective for addressing
participants’ hoarding symptoms, at least with a group of support-seeking individuals.
In a feasibility study in Sweden, Ivanov et al. (2018) tested whether between-session
Internet-based clinician-led treatment could be combined with an enhanced group CBT
treatment. The group treatment, based on Tolin et al.’s (2017) group treatment manual,
consisted of 16 weekly, 2.5-hour sessions, which were delivered at two different sites
specializing in obsessive compulsive and related disorders. This treatment focussed on
psychoeducation about HD and CBT, goal-setting, motivation enhancement, executive skills
training, cognitive restructuring, skills to enhance acceptance and tolerance of negative
emotions, and relapse prevention. The Internet-based treatment, enabling therapistparticipant communication, was based on a programme to treat anxiety and depressive
disorders, known as COMMIT (Månsson et al., 2013). It was tailored for each participant,
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taking into account potential attention and executive functioning deficits. The treatment
consisted of an online platform including the treatment manual, homework assignments
and treatment goals, as well as questionnaires for monitoring treatment progression.
Participants were tasked to upload photographs of progress. The therapist would provide
personalised feedback on homework assignments, motivational support, and practical
guidance in the decluttering process of participants’ homes to enhance engagement
between clinic sessions. Participants could also message therapists. Twenty participants
were enrolled for the feasibility trial (mean age 53.7 years, SD 8.8; 90% females; high
education status with college or university degree 75%). Authors reported that three
quarters (75%) of participants had good insight into their hoarding difficulties, with about
half (55%) reporting problems with excessive acquisition. None terminated the treatment.
Participant feedback highlighted that the online between-session motivational support as
the main strength of the programme, though some participants had experienced some
technical problems. Outcomes scored on the SI-R indicated a significant reduction of HD
severity among participants at post-treatment assessment. Measures were repeated at a
three-month follow-up period and scores showed that treatment gains were maintained.
However, outcomes overall were modest as 75 per cent of participants at post-treatment
and follow-up stages still met diagnostic criteria for HD. Compared with previous studies
comprising slightly more group sessions but no online support, the effect size was slightly
better and attrition was much lower, but the effect size was slightly smaller compared with
a study offering individual support in people’s homes between group sessions.
Acknowledging that this was a study using motivated participants with good insight, the
authors concluded that CBT with online support was ‘feasible, acceptable, and associated
with high treatment engagement’ (Ivanov et al., 2018, p. 1102). They also speculated
whether this CBT format might produce very similar outcomes compared to treatment
including home visits, but at a lower cost.
Similarly combining group CBT treatment with online treatment but in a format where the
online support was provided post group sessions, Fitzpatrick et al. (2018) developed HoPE =
Hoarding Plus E-therapy. The programme consisted of 12 sessions over 12 weeks of face-toface group-based CBT treatment, followed by eight weeks of online CBT-based modules
aiming to teach further skills and to address goal setting, motivation, and relapse
prevention. Modules provided the participants with worksheets, interactive text-boxes to be
reviewed by the e-therapist, and vignettes of various challenges typically faced by
participants with HD teaching how they could be overcome. Participants were also given
homework, which was reviewed alongside new task allocation and other feedback in short
weekly sessions. Participants could also contact the therapist by email twice a week. On
average, the e-therapist spent 11.5 minutes per week responding to emails and checking
progress. To evaluate the programme, 12 participants (mean age 55.20, SD 10.50; 90%
females) were enrolled, six in a treatment group and six in a control group where
participants received the same group treatment but then had to wait for eight weeks to
receive the online treatment. No significant differences were found over time between the
treatment group and the waiting list control group when comparing scores on the SI-R.
However, there were trends indicating continued improvement for the treatment group as
there were significant differences in scores overall and especially on the clutter sub-scale
from pre-treatment to post-treatment and to 28-week follow-up (n=4). Despite the
limitations of the study due to its very small sample size, the authors were positive about
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the outcomes compared to other CBT approaches. They argued that an important factor
when considering treatment was cost and that this ‘blended’ approach would allow
additional cost-effective provision of treatment and ongoing support by therapists already
known to service users.
Mathews et al. (2018) compared the outcomes of a peer-facilitated group therapy approach
(G-PFT) led by trained peer facilitators, who had lived experience of hoarding behaviour,
with the outcomes of adults with HD receiving group CBT led by a psychologist (G-CBT) in
the US, using the same CBT model adapted from Steketee and Frost (2007). For this trial,
323 participants were randomised to groups of eight to twelve participants, either G-PFT
(n=163) or G-CBT (n=160), and participants in both groups could choose to have a ‘clutter
buddy’ to support them through treatment and follow-up. Measures were taken at baseline,
post-treatment (completed G-PFT n=119 and G-CBT n=128), and after the treatment at
varied points (mean 14.4 months, range 3-25 months, completed n=181). At baseline, there
were no significant differences in participant characteristics between the two cohorts: mean
age for the G-CBT cohort was 59.0 years (SD 10.9; n=43/26.9% males; n=89/57.1% White)
and for G-PFT 58.9 years (SD 10.6; n=39/24.1% males; n=101/64.3% White). Participants in
the G-CBT cohort received 16 sessions over 20 weeks and two home visits by the
psychologist, whilst the peer-led groups met for 15 sessions over 20 weeks, and received
check-up calls by the facilitator between sessions but no home visits. Fifty participants in the
G-PFT cohort and 41 in the G-CBT cohort did not complete the treatment. Analysis of posttreatment and follow-up data indicated that peer-led group treatment was as effective as
the psychologist-led group treatment in reducing HD symptom severity, with outcomes
comparable to other CBT trials and with treatment gains maintained for at least three
months. However, consistent with other trials, outcome measures for participants often
remained within clinically significant levels of HD severity. In addition, there were high dropout rates in both groups potentially related to the shortened version of CBT and larger
group sizes than in other trials. The availability of a ‘clutter buddy’ increased improvements
of outcomes. The researchers felt that a peer-led approach could prove to be a useful
alternative to psychologist- or mental health professional-led treatment that was often not
widely available.
Worden et al. (2017) examined the effectiveness of contingency management in the form of
US $-payments in the context of CBT group treatment in the US. During the period of the
treatment, participants were offered contingency payments based on independent
evaluator-rated reductions of overall in-home clutter using the CIR, where an evaluator
would visit to take pictures but not treat the participants in weeks 1, 4, 8, 12, 14, and 16.
Participants received US $30 for each 1-point reduction, and $10 for each reduction
maintained from the previous rating. A patient could earn $560 in total, through a CIR score
reduction of eight points in the first month ($240), and maintaining this throughout
treatment ($320). Group treatment consisted of 16 weekly sessions lasting 90 minutes
based on the manual developed by Gilliam et al. (2011). Twenty-two participants were
enrolled in the programme, 14 consented to the trial (mean age 51.5, SD 8.2; 64.3%
females), but only ten (mean age 53.1, SD 9.6; 90% females) of these completed the
treatment. There was also a control group of 11 participants who received the same group
treatment but without the offer of contingency payments. Analysis of scores on the SI-R and
CIR scale showed significant reductions in hoarding symptoms and clutter. Of those

73

completing the contingency management trial, 88.9 per cent met criteria for reliable
change, and 66.67 per cent met criteria for clinically significant change. Overall reductions
on the SI-R were higher compared to the trial’s control group and also surpassed outcomes
in previous trials for CBT for HD as reviewed by Tolin et al. (2015) (see page 67). Mean total
payment per patient was $139, with a range from $0 to $270. From feedback, participants
‘enjoyed’ the contingency payments, but they also reported ‘binge’ decluttering before the
visit by the evaluator. The authors concluded that contingency management payments may
incentivise participants ‘to take risks and discard objects they may otherwise save,
potentially increasing the patient's confidence in his or her ability to make discarding
decisions and to tolerate the consequences of the discarding’ (Worden et al., 2017, p. 83).
Overall, the authors felt that contingency payments might be a cost-effective approach to
improve outcomes in CBT for HD. However, there was no follow-up to the treatment and
thus no information on maintenance of improvements. It was also unclear whether
outcomes were caused by the payments or due to other factors such as additional attention
and time spent with patients organising the payments, and home visits by the evaluators.

CBT focussing on changing beliefs
Levy et al. (2017) examined if and how maladaptive beliefs on saving and acquiring
mediated symptom change in CBT for HD (based on the manual by Steketee & Frost, 2007).
They analysed data from 62 participants (mean age 56.55, SD 7.49; n=50/80.6% females;
n=55/88.7% White), who had taken part in other treatment studies. Of these, 35 had
received 26 sessions of individual CBT treatment both in an office setting and in participants’
homes or ‘potential acquiring locations’ (no details provided), the other 27 had received 1620 90-minute sessions of group format treatment in an outpatient clinic setting. Whilst
treatment in the group format was more standardised, with two to three sessions focussing
on beliefs in general, the individual format allowed for content on cognitive restructuring
that addressed beliefs to be applied more flexibly. During sessions there was direct
discussion of negative emotions and thoughts, which focussed on discarding in a simplified
way as well as Socratic questioning (e.g. ‘Will anything terrible happen to you if you don’t
save this item?’). As primary measures, both the SI-R to measure HD severity and the SCI to
measure beliefs about saving (e.g. emotional attachment to objects, memory concerns,
control over possessions, and responsibility for possessions) were used. Comparing pre- and
post-treatment scores for all participants, the analysis showed that both HD severity and
maladaptive saving conditions decreased significantly with medium to large effect (SI-R
Total pre mean 61.7, SD 12.5, post mean 43.37, SD 15.95; SCI Total pre mean 93.17, SD
29.46, post mean 68.66, SD 24.53), changes were also significant on the sub-scales of both
SI-R and SCI. Change in all saving cognitions mediated SI-R Total and all sub-scales
(acquiring, difficulty discarding, and excessive clutter) scores. The authors concluded that
cognitive belief change may be an important factor impacting on outcomes of CBT
treatment, though it was unclear how the change occurred.
Whilst these studies have shown that treatment can decrease hoarding behaviour
symptoms and severity, with the more recent treatment approaches achieving greater
improvement on clinically significant levels, the studies often involved small cohorts and/or
help-seeking participants with insight into their behaviour (with the exception of Chasson et
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al.’s (2020) study). Many studies did not follow-up and so it was often not known whether,
or for how long, any change in behaviour was maintained. Caution is therefore needed
before transferring study experiences and findings onto approaches for treatment of other
individuals with hoarding behaviour and in the commissioning of such services.

Cognitive rehabilitation and exposure/sorting therapy (CREST) for older people
Cognitive rehabilitation and exposure/sorting therapy (CREST) was specifically developed for
older people (Ayers et al., 2018) as an alternative to cognitive behavioural therapy (CBT). It
combines compensatory cognitive training (CCT) to improve executive functioning with
behavioural exposure therapy to treat the distress caused by discarding and/or not
acquiring to address accumulation of clutter when treating HD. The typical CREST model
includes 26 60-minute sessions delivered weekly (i.e. over six months). The first six sessions
involve teaching skills addressing prospective memory, planning, cognitive flexibility, and
problem-solving. The subsequent three sessions aim to prepare participants for exposure
therapy, followed by sessions 10 to 24 which involve the exposure therapy; initially in a
clinical setting and later in the individual’s home, with sessions 23 and 24 taking place over a
longer duration (2-4 hours) to increase exposure. The final two sessions address
maintenance and relapse prevention. Participants are also given daily homework during the
treatment.
Initially, the CREST model was trialled in a more research-controlled setting and evaluated
by Ayers, Saxena et al. (2014). The evaluation included data for 11 participants (mean age
66, SD 7, range 60-85; n=9 females; n=10 White), showing a significant reduction of HD
symptoms and severity in pre- to post-treatment measures after 24 weeks.
In addition, in a feasibility trial, Ayers et al. (2018) compared the CREST approach to a ‘case
management’ control condition. Case management (CM) in this context meant 26 45minute weekly sessions (i.e. over six months) provided by a geriatric nurse. CM Treatment
included assessment for care needs and evaluation of individuals’ homes for safety risks.
Appropriate medical and social care support was put in place. Other than moving items in
the house to address immediate risks to life due to hoarding behaviour, no specific support
or treatment to address hoarding symptoms was provided. For the evaluation, 58
participants aged 60 years or older were enrolled: 31 in the CREST cohort and 27 in the CM
cohort. The CREST cohort was, on average, older (CREST mean 69.35, SD 6.59; CM mean
64.19, SD 5.35) and had more females (n=24/77.42% CREST; n=17/62.96% CM). At baseline,
HD severity was measured using UHSS, SI-R, and CIR. For the CM cohort, HD severity was
measured to be higher at pre-treatment assessment (CREST 26.35; CM 28.85), but selfreport measures were similar (SI-R CREST 57.35; CM 59.48; CIR CREST 4.15; CM 4.33). In the
CREST cohort over 80 per cent of participants completed treatment, and over 70 per cent in
the CM group. After completing the programme, severity of HD symptoms decreased
significantly on the SI-R scale for both groups (n=44), but with a higher rate for CREST
participants, with CREST averaging a 38 per cent decrease and CM a 25 per cent decrease in
symptoms. Rates for CIR also decreased for both groups, with a mean change of 40.48 per
cent in the CREST group to 2.47 and with a mean drop of 15 per cent for the CM group to
3.65. Scores on the UHSS also decreased for both groups (CREST mean change 34.72%, score
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17.20, CM 24.30%, 21.84), but not significantly. Ayers et al. also reported outcomes of
follow-up assessments after another six months using SI-R and UHSS (undertaken over the
phone, even though this data collection method is not sanctioned for the UHSS), which
more than 65 per cent of all participants completed. Data here showed that improvements
were maintained on both scales, though scores had increased slightly on the SI-R (SI-R
CREST 41.29, CM 45.17; UHSS CREST 18, CM 21.39).
In a secondary data evaluation based on the feasibility trial of CREST compared to case
management (CM), Ayers et al. (2020) examined the impact of the CREST approach on
global neuropsychological functioning and on individual executive functioning variables. For
the analysis, data from overall 43 participants were included, 24 in the CREST cohort (mean
age 69.17, SD 6.23; n=19/79.2% females) and 19 in the CM cohort (mean age 63.84, SD 3.69;
n=9/47.4% females). All participants were administered a neurocognitive battery of
measures at baseline and at post-treatment. Though there was no significant change on the
Global Deficit or Total score, there were some improvements in two of the executive
functioning variables among participants in the CREST group demonstrating significant
improvement in cognitive flexibility, such as task or concept switching, and a significant
decrease in executive dysfunction behaviours compared with individuals in the CM sample.
However, other measured dimensions of executive functioning, such as inhibition, planning,
reasoning, fluency, or decision making did not improve. The authors concluded that
increasing the level of cognitive skill training in the CREST approach might produce better
outcomes.

CREST in the community
In the US, Pittman et al. (2020) examined the implementation and effectiveness of using
Cognitive Rehabilitation and Exposure/Sorting Therapy (CREST) developed for older people
with HD in a community-based setting: CREST Community Program (CCP) in cooperation
with San Diego County. The programme was designed in a way that treatment could be
tailored to the individual health, spiritual and social needs, and preferences of each
participant, and integrated into a more collaborative treatment plan. The CCP was designed
to be free-of-charge and mobile to mitigate financial, transportation, and physical barriers
to care for participants. The multi-disciplinary treatment team consisted of eight full- and
part-time staff, including psychologists, social workers, a marriage and family therapist, and
a peer-support specialist. The aim of the programme was to treat 30 participants per year.
In the first two years of the project, 37 participants enrolled, all of whom were aged 60
years or older (mean 68.73, SD 7.46, range 60-93 years; n=25/68% females; n=31/84%
White). All participants had to meet criteria for HD assessed using the SIHD, CIR, and HRS.
Enrolment was focussed on cases where the hoarding behaviour impacted greatly on the
person’s life (high disease burden), and there was low insight and fear of treatment. Twelve
participants had experienced homelessness, and five had experienced eviction from their
homes (though it is unclear if, or for whom, this resulted in homelessness). The CREST
protocol consisted of sessions of compensatory cognitive training (CCT) designed to target
cognitive impairments common in people with HD, such as prospective memory, prioritizing,
problem-solving, planning, and cognitive flexibility. Sessions were mainly provided in
participants’ homes or their local community, with some activities in-office. At the end of
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the two-year evaluation period, 15 (41%) participants had completed treatment, 14 (38%)
were still in treatment, and eight (22%) had dropped out which the authors suggested was a
low drop-out rate compared with similar programmes. Comparing pre- and post- treatment
measures after two years showed a significant decrease of HD severity on both the HRS and
the CIR, with scores well under those usually reported for HD populations. The evaluation
team found that the success of the programme had been facilitated by the ability to provide
treatment and services in participants’ homes, financial support to pay for the removal of
items (paying for moving large objects or skips/dumpsters), the multi-disciplinary approach,
and ongoing training and supervision for staff. But the authors also highlighted some
ongoing barriers, such as challenges experienced by older people in general that made
recruitment and retention difficult, insurance issues, and in particular the need in some
cases to expedite treatment to avoid eviction.

Additional, alternative treatment approaches
In a pilot trial, Chou et al. (2020) tested whether group compassion-focussed therapy (CFT)
(Gilbert, 2010) would be a feasible and effective approach of follow-up treatment compared
to a second round of CBT for adults who had already received CBT but were still
symptomatic. CFT in this context was chosen to address and treat HD related beliefs, selfcriticism, and stigma to enhance treatment acceptability. Thirty-seven participants were
enrolled in the trial, in two groups per approach, 18 in the CFT cohort of which 13 (72%)
completed the treatment (mean age 63, SD 9.2, range 46-85; n=7 males), and 19 in the CBT
cohort of whom only seven (37%) completed the sessions (mean age 64, SD 6.4, range 5775, all females). The CFT groups met weekly for 16 two-hour sessions. The treatment
content was specifically developed for this trial and consisted of ‘de-shaming’ techniques,
goal setting, mindfulness, and compassionate self-perception training. The sessions, as Chou
et al. (2020, p. 6) described, ‘were designed to equip participants to be able to activate the
physiological mechanisms, particularly the parasympathetic nervous system, that underpin
settling, soothing, and caring psychological states’. ‘Compassionate buddies’ were
introduced two-thirds of the way into the process. The CBT groups received 15 psychologistled sessions adapted from the Steketee and Frost (2007) model, in which a ‘buddy’ was also
available, but no home visits were provided. For 77 per cent of CFT completers, HD
symptom severity dropped below the cut-off point for clinically significant HD on the SI-R,
and 62 per cent achieved a clinically significant reduction in HD symptom severity. In those
completing a second round of CBT, 23 per cent scored below the cut-off threshold, and 29
per cent achieved a clinically significant reduction of HD symptom severity. Among
completers in both groups there was high acceptance as the majority (79%) rated treatment
as ‘good’ or ‘excellent’. However, the small number of completers and the high drop-out
rates in both groups should be considered when rating these outcomes. The authors,
nevertheless, concluded that CFT might be a promising treatment option as well as an
alternative for CBT approaches.
Castriotta et al. (2019) reported on outcomes of treatment for intolerance of uncertainty in
HD based on a secondary analysis of data collected in two group exposure therapy
treatment studies (n=57, but nine participants dropped out and two did not provide data on
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HD severity; details on participants, see page 40).7 They found that higher rates of
intolerance of uncertainty predicted lower treatment outcomes. The authors argued that
intolerance to uncertainty should be specifically targeted in treatment.
The next sub-section explores treatment approaches provided entirely in community-based
‘real world’ settings.

Community-based approaches to treatment and interventions
This section introduces treatment and interventions that are offered or implemented in a
community context. As with clinical treatment, the effectiveness of any offers or services
will mainly be determined by the degree of engagement by the individual with hoarding
behaviour. As Timpano et al. (2016) highlighted, whilst participants receiving individual
treatment are often help-seeking individuals or had made the step to accepting support
(with exceptions, as explored above), those involved with community services had rarely
approached services themselves. Another important point of difference is that when
‘official’ agencies are involved they often have statutory enforcement powers, which use
might impact on outcomes. Nevertheless, as will be explored, success might also depend on
effective agreement, set-up, collaboration, and communication between various official and
unofficial agencies and organisations.

Risk and harm reduction approaches
Risk or harm reduction strategies have been commonly used in community-based
management of cases with older people who show hoarding behaviour (Bratiotis et al.,
2016). The aim of harm reduction approaches is to reduce the volume of possessions
(clutter) in the home to make it safe for the person and others to live in it; and also to
ensure safety for the people living in the wider community (Tompkins, 2011, 2015). These
authors suggest that a reduction of clutter should be accompanied by a treatment and care
plan coordinated by a case manager, who often collaborates with other professionals in
other agencies, such as fire safety or environmental health. ‘Hoarding task forces’ have
become one way of organising the work with individuals with hoarding behaviour in a multidisciplinary team, especially in North America (Bratiotis, 2013), but there are also other
forms of collaboration.

Forced decluttering, clear-outs and clean-ups
Clearing or decluttering the home of possessions either partially or fully in a forced way, so
called clear-outs, clean-ups, deep-cleans, or blitz cleans, have been used with older people
with hoarding behaviour to reduce or eliminate the volume of accumulated possessions in
an area of or within the entire home (Bratiotis et al., 2016; Brown & Pain, 2014). These
clear-outs can be initiated by the person with hoarding behaviour but are more commonly
7

Unfortunately, information on the original treatment research and publication(s) was redacted.
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instigated by family members or by professionals employed in official community agencies.
Though clear-outs will decrease the risk of falls or fires, they do not address the individual’s
emotional state or the causes of, nor the person’s beliefs about, hoarding behaviour. They
also overlook the person’s potential agency, and skills on which interventions might be built,
and their social relationships (Bratiotis et al., 2016). Brien et al. warned that treatment often
focussed on outcomes:
‘In behavioral approaches to hoarding, including clearing out, there is a
tendency toward thinking about it in terms of what it is not (liveable space)
rather than what it may represent (e.g., projected parts of the self)’ (Brien
et al., 2018, p. 277).
Previous research has also indicated that most forced clean-ups and forced removal of items
without immediate and follow-up support will most likely result in relapse and ‘re-cluttering’
and the potential (further) rejection of treatment or other professional support (Brown &
Pain, 2014; Kim et al., 2001; Tompkins & Hartl, 2009). Kim et al. (2001) found that in eight
per cent of people symptoms actually worsened and in 55 per cent there was no change of
behaviour due to the chronic nature of hoarding behaviour.
Professional decluttering services might be available as a form of official treatment or
support, and can helpfully involve individuals with hoarding behaviour in clearing attempts if
the professionals have the necessary experience (Orr et al., 2017).8 But it may be reasonable
to assume that these services are more likely to be successful if the person consents to, and
engages with, the process.

Community specialised services, multi-agency working, and task forces
Timpano et al. (2016) pointed out that specialised approaches and task forces are a
relatively new development in the last 15 years, at least in North America, Australia, and
Europe.
In the UK and for the National Housing Federation, McPhillips (2015) explored what could
be done to support tenants with hoarding behaviour in order to avoid enforced decluttering
or even evictions, and also to avoid the cost of hoarding behaviour for housing associations
and society. McPhillips argued that hoarding behaviour is a problem that predominantly
manifests itself within the person’s home, so that housing associations (not-for-profit social
housing) are often the first to engage with the individual. Referral to a General Practitioner
(GP) to enable access to treatment, and following NICE (National Institute for Health and
Care Excellence, 2005) guidance, a programme of CBT should be considered. Individuals
should also be referred to local authority adult services for assessment of needs and to have
access to further services and treatment, such as those provided by NHS Improving Access

8

The UK Association of Professional Declutterers & Organisers (APDO) provides a list of APDOregistered hoarding specialists (https://www.apdo.co.uk/find-an-organiser/ ), though there is little
information as to how the APDO registers or regulates its members.
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to Psychological Therapies (IAPT) services. In addition to services provided by the NHS
and/or local authorities, McPhillips presented case studies of three community approaches:
1. Orbit Care and Repair has led on the programme ‘Orbit Independent Living Compulsive
Hoarding Project’ in conjunction with Coventry University. This programme was
delivered from an occupational therapy rather than mental health perspective with the
aim of providing services that helped individualised to ‘help tackle the barriers that
prevent them [people with HD behaviour] from achieving what they want to in life’
(Hoarding Training and Development Officer at Orbit, as reported in McPhillips, 2015, p.
19). Orbit argued that an occupational therapy approach would enable some flexibility
over what treatment and services were provided; support could include CBT but also
‘hands-on home support’ through a case worker.
2. The Pan-London Hoarding Task Force based on Task Force models from the US. This task
force was convened by Peabody Housing Trust and included professionals from the
London Fire Brigade, local authorities, and the decluttering service Clouds End. The aim
of the task force was to establish shared local authority protocols for managing cases of
hoarding behaviour, create a database of people with hoarding behaviour, share
information beside capturing numbers, review cases, and provide training on legislation
and the legal powers of statutory organisations. Meetings took place every two months.
3. Liverpool Housing Trust’s ‘Outside the Box’ practical support and therapeutic
intervention approach. This initiative aimed to provide long-term solutions. Part of their
approach was to provide a specialist support worker who functioned as a 'co-therapist'
as part of IAPT services to help maintain or enhance the motivation of the services user
to attend and engage in treatment, and to prevent potential later relapse.
Magos (2021) conducted a survey of 12 English local authorities predominantly in London
and the South-East of England and interviewed ‘some of the survey respondents’ (p. 7,
detailed information not given). In terms of effectiveness, ‘A dedicated service to people
with hoarding tendencies’ received the highest rating with an average score of 4.5 out of
5.0, but this was only provided by three of the surveyed authorities, though six worked with
a regional specialist agency and specialist support was provided in about seven of the
authorities. Fire safety checks were conducted in seven, and repair and home maintenance
services provided in about nine of the authorities. Whilst only one provided regular cleaning
services, about seven used one-off deep cleaning services. Concerning older people, a case
study reporting on services in Lewisham/London, noted that older people who were socially
isolated were referred to the local Age UK organisation who would suggest community
activities or befriending services.
Robertson (2018), in a MSc thesis, explored commonalities and differences in hoarding
behaviour management between local authorities, and especially Environmental Health (EH)
departments, in England and Wales and the tools that they used. Email questionnaires were
sent to professionals in 389 EH departments and 100 returned questionnaires were
analysed; apart from four returns, all other submissions were by English local authorities.
Robertson found that there were common approaches to managing hoarding behaviour
across the authorities, in terms of using local guidance documents and material, and in
working in multi-agency collaboration with other local authority departments and external
agencies, such as social services, safeguarding, fire services, mental health, housing, and
pest control. Robertson also found that about a quarter (27%) of local authorities did not
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record data on hoarding behaviour cases and that there was no standardised process of
doing so across those that did. The author concluded that any treatment needed to take
into account both the physical manifestation of the hoarding behaviour as well as the
individual needs of the person to ensure long-term outcomes and solutions.
Orr et al. (2017, p. 11) summarised in a diagram the agencies that may become involved
with people who show hoarding behaviour in the English context:

Figure 5: Multiple, different agencies that could become involved supporting people with
hoarding behaviour as suggested by Orr et al. (2017, p. 11)
Orr et al. (2017) also pointed out that varied multi-agency arrangements might be in place in
different localities, but however these were organised it would need a leading agency and a
coordinated plan between agencies involved, including arrangements as to how information
could be shared, and the opportunity for professionals to exchange and discuss their
perspectives and responsibilities.
For North American models, Bratiotis, Woody et al. (2019) explored four different
approaches to specialised community-based treatment and support provided in Canada and
the US:
1. Metro Housing Boston, Boston, Massachusetts (USA): housing advocacy organisation,
focussing on preventing evictions due to hoarding behaviour;
2. Gatekeepers Program Catholic Family Services, Hamilton, Ontario (Canada): support for
isolated older people living isolated in squalor and at risk of self-neglect;
3. Housing Help Centre of Home Base Housing, Kingston, Ontario (Canada): housing
support services, focussing on preventing evictions; and
4. Hoarding Action Response Team, Vancouver, British Columbia (Canada): a joint
community initiative between health and fire services, focussing on addressing fire
safety and health concerns typically for people living in rented accommodation.
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All four sites, in theory, followed a case management (CM) approach. Case management
here meant providing support to vulnerable individuals and families, who were showing
serious HD symptoms, coordinated by social services staff who would broker and initiate
multiple services from different agencies to stabilise physical and mental health, and
housing instability. Nine primary CM activities were relevant to the local community context
with cross-site commonalities and uniqueness depending on the mandate and level of
resources available within the programmes:
1. Case finding: most cases were revealed through community networks or direct
referrals.
2. Supportive relationship: all four sites provided regular visits during treatment, support
was provided based on consensus, in particular in the programme for older people
prolonged engagement was granted.
3. Assessment: several measures were used, such as the CIR, HOMES® (“health, obstacles,
mental health, endangerment, structure and safety”) multidisciplinary risk assessment.
The programme for older people included a full in-home assessment including
assessment of daily activities.
4. Goal setting: all using goal setting strategies, mainly aiming for harm reduction.
5. Brokering/linking: it was common to link users to housing advocacy services. The older
people programme offered cleaning services and health and care services.
6. Teaching: all programmes taught participants about fire hazards and risks. The older
people programme offered sessions on normal ageing processes and particular
vulnerabilities that older people might need to address.
7. Monitoring: all programmes wanted to offer monitoring and follow-up services,
however, there were limitations due to lack of resources. The programme for older
people offered follow-up and monitoring in the form of home inspections ‘as needed’.
8. Advocacy: services were provided directly or by other agencies, aiming to achieve a
situation of safe and consistent housing. The older people programme, in addition,
aimed to offer protection for service users.
9. Crisis intervention: where needed services would instigate hospitalisation, removal of
hazardous items, and alternative accommodation and shelter. The older people
programme, in addition, offered to organise long-term care, and also services to
address grief and loss.
When evaluating the programmes and services, and the support offered and provided,
Bratiotis, Woody et al. (2019) found that all sites engaged with the functions and aims of
CM, but only two, including the programme for older people, used it as an official
framework for their work (one adopted CM post hoc). The authors felt that activities and
support provided aligned 60 per cent with general social work/care services, 25 per cent
with specialised services for hoarding behaviour (such as support sorting and discarding),
and 15 per cent were unique to addressing hoarding behaviour (such as the need to order a
dumpster/skip), though the extent depended on the availability of resources. Resources
were identified as an especial concern for the programme for older people, thanks to its
holistic and long-term approach to providing services which were defined as an ‘intensive
model’. All sites tracked their activities and outcomes to provide systematic data to support
requests for funding. All were also seen by the authors as models for successful approaches
to HD, as US and Canadian policy makers increasingly recognised that HD was a complex
community problem.
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Kysow et al. (2020) described in more detail the implementation and initial outcomes of one
of the aforementioned programmes: the City of Vancouver's Hoarding Action Response
Team's (HART) model and programme. As noted, the HART was a collaboration between the
City Fire Prevention Branch and the local health authority/public health. Whilst the
programme was initially led by volunteers, alongside staff from involved agencies, later, two
full-time positions were created, with half of the total staff focussing on fire prevention and
half on providing health services. Whilst these were specialists, other staff did not receive
additional training. The programme mainly followed a harm reduction approach aiming to
decrease risks, promote safety, avoid eviction, and to improve quality of life. To achieve
these goals, practitioners used case management and strategies such as relationship
building, goal setting, and service coordination, for example linking the service user to
relevant health services, liaising with family members, and providing advocacy for tenancy
preservation. Services included home visits by both a nurse and a fire officer from the HART.
For the HART to become involved, referred cases would be assessed and need to meet a CIR
score of ≥6, though this could be lower if there were additional concerns. Whilst the
involved organisations could use legal actions to enforce regulations, the services of the
HART were based on voluntary engagement. Cases were usually closed when a CIR score of
4 or lower was achieved, health and care services were established, there was no risk of
eviction, or if service users withdrew from engagement.
Kysow and colleagues (2020) reported on treatment data collected on the team’s case
tracking system and notes taken in case team meetings from between 2016 and 2018. In
that time, 192 referrals were made to the team and 82 cases met HART criteria for services,
49 of these had involved severe hoarding conditions. The typical HART service user was
described as female (56%), older (mean age 68, SD 12 for n=78), living alone (80%), in
rented accommodation (64%), in a multi-household dwelling (79%). Besides clutter
reduction on the CIR, which was deemed as a success of the programme, the ability of
practitioners to engage participants was highlighted. Out of the 82 cases, for 52 the goals
were met, 20 out of 28 potential evictions were avoided, four individuals moved, three died,
for two outcomes were unknown, but 17 (21%) withdrew from the programme (15 of whom
were homeowners rather than tenants), and four tenants were evicted. About two thirds of
cases (n=55/67.1%) were closed within six home visits. The team also had to overcome
challenges such as service users’ reluctance to engage, which was especially common
among homeowners, and limited resources, which limited the ability of the team to provide
regular home visits. However, the researchers found that individuals who were involved for
longer, yet had fewer home visits, had lower CIR rates. Besides home visits, the nurse would
stay in contact with individuals over the telephone (average 3 calls per case, SD 7). Though
the team was aware of the potential negative effects of forced decluttering or clean-outs,
these still happened in 17 out of 65 analysed cases, an additional six after the treatment.
These clean-outs were neither carried out nor funded by the HART, but most happened with
the consent of the participant, and they would receive support on the day and afterwards.
The researchers considered age as a factor in clutter volume, but could not find a
relationship, thus age was not a factor in the later analysis. Another setback was that there
were often delays between referral and the HART starting engagement, and a lack of
resources meant that the team could not engage in follow-up services once a case was
closed.
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A more regional approach for rural and semi-urban councils in Canada was described by
Lacombe and Cossette (2018). Here, 14 councils in the Laurentian region of Quebec signed a
shared municipal inter-agency agreement (MIAA) led by the Laurentian Regional Public
Health Service (LRPHS). The aim for the MIAA was to better coordinate services to make
them more effective for people with hoarding behaviour and more cost-effective for
regional agencies given scarce resources. The local authorities, public health services, fire
prevention services, the police, the regional health network, and Local Health and Social
Service Centres all adopted the protocol, and in some areas council housing officers were
also partners. Other agencies with specialist expertise (e.g. children or animal services)
would be engaged on a case-by-case basis. The aim for the shared approach was to enable
individuals to remain living safely in their own homes. Health and social service centres
provided frontline general health and social services, as well as preventive, curative,
rehabilitative, and reintegration services. Lacombe and Cossette reported that up to 2015
110 cases (average age 57; n=57 females) had received services, in 2015 the numbers
represented a prevalence of 1.8 in 10,000 residents. Referrals to partner agencies were
often made by neighbours or agencies themselves. Individuals with HD rarely asked for help,
but analysis of cases led to the finding that about 80 per cent of residents did finally
collaborate.
Treatment was provided in two stages (Lacombe & Cossette, 2018, p. 770): the first stage
aimed to make a home safe by using a ‘harm reduction cognitive behavioural approach’,
that is partners would attempt to minimally declutter a dwelling. The second stage focussed
on providing medical or psychiatric services, individual psycho-social treatment, home care,
or arranging for someone to move into residential care where necessary. In their home,
residents would receive cleaning and repair services, fire safety improvements, but in
extreme cases homes could also be demolished. Where individuals stayed in their home,
regular follow-up monitoring and inspections were undertaken. Usually, multiple visits to
people’s homes were undertaken, in 2015 it was 9.3 visits per case per year. The different
partners had varied roles and responsibilities in the process: health and social service
centres, after referral, would assess and identify needs; fire services would assess home
hazards and enforce fire regulations; community services would support the individual;
family services would support and accompany family members; public health was involved
to assess risks to public health and involved professionals; the police service was involved to
accompany practitioners and ensure public security where necessary; and council inspection
services enforced local and regional regulations and performed inspections. The authors
reported various challenges and barriers to service provision, especially data sharing.
Although health and social service partners could share information, fire, police, and council
services were legally prevented from being included in data sharing and discussion without
consent by individuals. It was said that the majority of individuals would give consent, but it
took time to overcome feelings of intrusion and vulnerability: ‘an appropriate approach to
the problem using small steps and small and achievable goals is preferable and might have
more success than a radical type intervention. The establishment of trust with psychosocial
workers is essential for these people and helps break their isolation’ (Lacombe & Cossette,
2018, p. 770).
The importance of building a trusting relationship with the older individual with hoarding
behaviour, their family, and others was also emphasised in other research (Thew &
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Salkovskis, 2016). These findings were echoed by reports from practice. Carter (2019),
reporting on a conference on hoarding and self-neglect in the UK in September 2019,
described a presentation by Heather Matuozzo, Director of Clouds End, a social enterprise
and decluttering service for people with hoarding behaviour, who spoke about appropriate
ways for social workers in local authorities to approach and work with individuals. Matuozzo
said that practitioners should approach individuals ‘with enthusiasm and optimism in order
to make a difference’ (as reported by Carter, 2019, p. no page/website). Matuozzo also
challenged social workers to reflect on their own bias and reaction to hoarding behaviour,
and to approach individuals gently and patiently to learn about the causes and potential
challenges that service users faced. In Matuozzo’s view there were several successful
approaches to treatment. These included CBT, counselling, motivational interviewing,
mindfulness, and hypnotherapy, but treatment needed to be individualised. In the comment
area on the website, someone calling themselves Eco Social Worker slightly challenged
Matuozzo’s views and felt that they would usually only get engaged at crisis point where it
was not their role to be a new friend; they noted:
‘What seems to be effective is integrated mental health and social care
teams, who can deal simultaneously with the psychological and practical
problems, but who also know their legal duties and limitations’ (Eco SocialWorker commentary on Carter, 2019, p. no page/website).
Several commentators have also highlighted that it can take considerable time to build
trusting relationships, and any rapport could be threatened should professionals move
forward with any interventions without consent from the person with hoarding behaviour
(Brown & Pain, 2014; Eckfield, 2019; Lacombe & Cossette, 2018). Techniques such as
motivational interviewing have been found to be successful in harm reduction approaches
and other treatment forms for the individual to engage with change and to carry out small
steps (Carter, 2019; Orr et al., 2017).

Community approaches specifically for older people
In the UK, Ryninks et al. (2019) used interpretive phenomenological analysis to explore what
was important to older people with hoarding behaviour who received support through
volunteers of an un-named British older people’s charity. They interviewed four service
users (mean age 75.8, range 63-88; n=2 females; all White British), who self-identified as
having HD tendencies and who showed compulsive hoarding behaviour on CIR ratings. They
also interviewed seven volunteers providing services to older people. Volunteers in the
programme received a half-day’s hoarding psycho-education training as part of their
induction. The sessions provided by volunteers were individualised to meet service users’
needs, and could differ in frequency and duration. They focussed on goals that service users
had declared they were willing to work on, including decluttering. Four themes were found
in the interview data: the relationship between service user and volunteer; ‘live life again’;
challenges; and supporting volunteers. Both service users and volunteers highlighted that
building a trusting relationship was important as a foundation for any following treatment.
They highlighted that treatment provided a space to talk, was led by the service user which
enabled them to feel in control, and emphasised the informal, non-professional status of
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volunteers. Flexibility of volunteers and open-endedness of treatment were reported as
contributing to service users starting to make space for themselves, both in terms of
possible decluttering of their living spaces, but also in their lives, leading to a domino effect
that contributed to improvements to quality of life in other areas of service users’ lives.
Volunteers also supported service users to overcome challenges, such as shame and
embarrassment and uncertainty as well as difficulties in discarding possessions. Support
needs of volunteers – such as appropriate training and peer-support – were also discussed.
The authors argued that the informality of the treatment relationship was a leading factor in
the success of treatment in this small cohort and concluded:
‘Statutory services could therefore look to collaborate with third
sector/charity organizations to offer peer/volunteer support alongside
mainstream services or alternatively to offer peer/volunteer support as
part of a multi-disciplinary service provision. Evidence from the current
research highlights the resource effectiveness and benefits to both clients
and volunteers by working in this way’ (Ryninks et al., 2019, p. 706).
Facilitators, but more so barriers, to successful collaboration between various UK official
agencies were explored by Caiazza et al. (2018) who reported on a meeting of multiple
agencies involved in addressing and supporting older people showing hoarding behaviours
in community settings in Newcastle. The teams involved in this meeting comprised
professionals from Public Protection, Fire Service, Newcastle City Council, Age UK, Housing
Offices, the Quality of Life Partnership, and the Older People Mental Health Team. The
meeting raised awareness of several barriers to the successful provision of services for
people showing hoarding behaviour. The authors concluded that ‘separate pockets of
interventions focusing solely on the issue specific to each agency have been the major
barrier to truly addressing all the components of a hoarding presentation’ (Caiazza et al.,
2018, p. 18). They suggested that whilst every agency seemed to focus on different aspects
of hoarding behaviour, there was a lack of professional multi-agency working, including no
shared definition as to what constituted hoarding disorder and behaviour, no shared
referral process, compromised information sharing, and no shared approach to decisionmaking. This resulted in each agency following its own protocols. There also seemed to be
little knowledge of the mental health component in HD among some agencies resulting in
individuals with hoarding behaviour being managed without any mental health input. The
authors recommended adoption of a multi-agency approach based on the Psychology Led
Multi-agency Hoarding Service Model9 (see Figure 6 below) including specialists from
different services such as mental health, fire brigade, social housing, social services and
environmental health.

9

Psychology Led Multi-agency Hoarding Service Model (Caiazza & Keedy 2017): this reference was
given in the text part of the publication but not in the list of references and could also not be found
directly elsewhere. We believe it is Caiazza R., Soares L., Clark K.R., Soady K., Keedy L. (2018)
Developing a psychology led multi-agency approach to hoarding disorder in older adults. FPOP
Bulletin 142. no DOI.
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Figure 6: Psychology Led Multi-agency Hoarding Service Model (Caiazza et al., 2018, p. 19)
Vailu’u (2018), as part of PhD research in the US, explored practical challenges surrounding
service provision with an aim of proposing improvements for adult protective services (APS)
and in-home supportive services (IHSS) working especially with older people with hoarding
behaviour. The author conducted focus groups with 11 social workers employed by the
County of Riverside, CA. The social workers were trained in both providing APS and IHSS and
had specialised knowledge and experiences working with older people showing hoarding
behaviour. Vailu’u found that there were several barriers to successful service provision.
Barriers such as difficulties accessing mental health services and public funding and
potential financial constraints of service users were anticipated, but social workers also
reported an unexpected lack of support and non-cooperation from community partner
agencies that were also supposed to support older people. Vailu’u proposed changes to APS
practices such as standardised treatment protocols, changes to time limitations, establishing
a shared inter-agency collaboration effort with community agencies, and improvement to
the funding of services.
Another North American programme aiming specifically at older people, and led by
Occupational Therapists, was the Canadian Model of Client-Centered Enablement (CMCE)
scheme, introduced by Khoo (2017). This programme was based on Tompkins’ (2015) harm
reduction approach for hoarding behaviour. According to Khoo, Tompkins suggested a
client-centred approach, in which a plan was developed with the service user ‘to determine:
1) what must be done to the living environment to reduce identified risks; 2) who will do the
work and how to go about doing it; 3) how long the process will take and 4) who will
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monitor adherence to the plan’ (Khoo, 2017, p. 20). Khoo argued that Occupational
Therapists are well placed to work with people with hoarding behaviour as they tend to
work collaboratively on goals defined by the service user and overcome challenges in
partnership rather than focussing on clutter reduction. Occupational Therapists would also
engage with and assist family members, and could also fulfil the role of advocate for an
older person and make links with other services and professionals where needed.
Subramaniam and colleagues (2020) (for details on the study and participants see pages 31
and 44) reported that most participants had been in contact with health or social services
because of challenges arising from their HD. However, almost none of the participants felt
that any of the treatment or support that they received had been helpful. The authors felt
that this was potentially due to a combination of a lack of insight of potential risks and a
perception of HD not being problem, but also due to feeling that they could manage any
problems on their own.
The practical and ethical challenges and limitations of providing services and treatment for
hoarding behaviour in an older person’s home were explored by O’Shaughnessy (2017) in
the US. This publication described the case of a 78-year-old woman, ‘Donna’, who received
home peritoneal dialysis therapy and was reported for hoarding behaviour. Donna lived
with her similarly old sister and her 43-year-old son, and all faced eviction due to Donna’s
hoarding behaviour. An initial decluttering process, initiated by the home therapy team, was
stopped as the decluttering team was accused of theft by Donna and her family. Only after
another family member became involved, was a new decluttering process undertaken,
enabling Donna to remain and also to continue to receive therapy in her home. Whilst it was
the aim of stakeholders to maintain a sense of autonomy for Donna and to protect her
health, there were implications for others. O’Shaughnessy discussed the possible ethical
dilemma that different agencies and practitioners faced when deciding how much they
needed or could be involved when addressing the hoarding situation. There was direct
contact by the inter-disciplinary home therapy team, including a physician, social worker,
nurses, and a dietitian. There were also others indirectly affected such as the home therapy
company, the dialysis supplies company, Donna’s Medicare insurance provider, the county
health department, and the neighbourhood. The author felt that the home therapy team
had demonstrated urgency, importance, concern, and compassion through some immediate
actions and direct communication with Donna, the sister, and son, however, it was actually
not within the purview of the home therapies clinic to treat long-standing hoarding
behaviour. It was thus important that Donna and the family received aftercare and followup treatment to ensure that Donna would be able to maintain staying, and receiving
dialysis, in her home.

Medication
A meta-review of medication used to treat hoarding behaviour by Brakoulias et al. (2015)
assessed seven publications analysing the data of 92 participants who were treated
variously with serotonin-reuptake inhibitors (SRIs); venlafaxine; methylphenidate; and
augmentation of SRIs with quetiapine, minocycline and naltrexone. Results showed that
rates of between 37 and 76 per cent of patients responded to medication, with SRI
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medication and venlafaxine showing effectiveness in reducing measured hoarding
symptoms, but less effectiveness and no effectiveness was reported for augmented SRIs.
However, this review did not give any indication on the age range of patients involved and
studies were mainly undertaken on participants with an OCD diagnosis or comorbid
diagnosis, limiting the ability to draw conclusions for older people with HD from this metaanalysis.
Included in the meta-review by Brakoulias et al. (2015) and specifically considering age,
Saxena and Sumner (2014) examined the effectiveness of the antidepressant venlafaxine in
24 patients (mean age: 51.8 years, ± 8.1, range: 33-61) with a HD diagnosis. After 12 weeks
of treatment, 16 out of 23 completers (70%) were classified as responders to venlafaxine
extended-release, with a mean reduction for all participants of 36 per cent on the clinicianadministered UHSS and a mean reduction of 32 per cent on the SI-R measure at posttreatment assessment. However, when analysing effect by demographic factors, age was
significantly negatively correlated with an improvement in hoarding symptom severity on
the SI-R measure and also by trend on the UHSS. Thus, whilst venlafaxine may be effective
for midlife and younger patients, it might not be an effective treatment option for older
adults with HD.
A case study reported by Gonzales et al. (2016) in the USA suggested that medication may
have contributed to positive outcomes in the case of a 69-year-old woman living with
chronic schizophrenia and hoarding behaviour. Anti-psychotic (Risperidone) and antidepressant (Sertraline) medication prescribed following hospitalisation improved this
patient’s conditions after she was found in a pest-infested apartment filled with debris and
old furniture, which placed both herself and the neighbours in danger. The woman was
discharged after she agreed for her apartment to be cleaned, and she received support from
district nurses and Adult Protection Services. During the hospital stay, the woman had
agreed to receive treatment for her hoarding behaviour in the form of psychotherapy that
also involved her daughter, focusing on social skills and cognitive rehabilitation. To prevent
relapse, stress-reduction techniques were used along with ongoing pharma-co-therapy. The
authors felt that any treatment should pay attention to possible neurobiological,
neurocognitive, and social aspects and that collaboration by different professions is
important in effective treatment.

Engaging, retention, and dropout in treatment
Previous research on retention in CBT treatment for those with hoarding behaviour has
shown high numbers of dropouts or high attrition rates of 29 per cent (Tolin et al., 2007)
and 33 per cent (Gilliam et al., 2011). This goes hand in hand with an unwillingness to
engage in treatment in the first place as is often reported for people with hoarding
behaviour (Muroff et al., 2011; Thew & Salkovskis, 2016) or a wariness of engaging with
local or regional authorities (Orr et al., 2019).
With a specific focus on older people, Ayers, Dozier, et al. (2015) examined retention of
individuals (n=63, mean age 67, SD 6.95, minimum age 60 years) in three clinical treatment
studies. They found that older people could be engaged and retained in treatment studies,
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as dropout rates were low for the studies since overall only four participants (6.35%) chose
to leave the treatment before completion. But this success in retention seemed to be
related to a lot of support during the recruitment phase as some participants required as
many as 15 telephone contacts (average 3.45) before they completed the initial diagnostic
assessment, and frequent contact and support alongside increased use of motivational
interviewing were also needed during the treatment phase. Chasson et al. (2018) found for
a younger cohort (mean age 37.03, SD 11.42) that stigma and self-stigma decreased
willingness to seek treatment. The authors suggested treating self-stigma directly, for
example by using the group-based Honest, Open, Proud (HOP) programme, which was
developed for people with hoarding behaviour to reduce self-stigma by encouraging
disclosure of hoarding behaviour (though not under duress) and to enhance empowerment
(Corrigan et al., 2013).
As introduced above, Matsuoka et al. (2020) described the case of a 88-year-old woman
with hoarding behaviour, seemingly caused by dementia. In this case report, it took the
intervention and collaboration of several individuals and multi-disciplinary agencies, such as
family members, hospital staff, home care workers, and professionals from welfare services
to improve quality of life for the woman. But it also showed the need for persistence and
patience as she had refused to engage in treatment or to allow support for several years.
The reason for low engagement in treatment among older people might not always lie in
personal unwillingness but also low income and transportation problems that may affect
their ability to attend treatment, either in respect of paying privately for treatment if no
public funding is available or the costs of travelling to treatment locations if not provided in
the person’s home (Bratiotis et al., 2016).

Treatment for relatives, friends, and carers
It is of note that it is more common for a family member to reach out for treatment than the
person with hoarding behaviour (Timpano et al., 2016). Consequently, there have been
approaches that specifically support relatives, often aiming to reduce negative emotions
and conflicts in families, such as the Family-Focused Harm Reduction (FFHR) self-help
programme by Tompkins and Hartl (2009).
More recently, Thompson et al. (2016) published a proof-of-concept study on the impact
and acceptability of a brief psycho-educational group treatment for carers of people with
HD in England/UK. Twelve carers were involved in the feasibility trial, with a mean age of
40.17 years (range 21-73; n=9 females; n=8 White); nine of the carers were children, one a
step-daughter, one a parent, and one a nephew. Two carers lived with the person with
hoarding behaviour, others had one to 50 hours contact (mean 11.5 hours) per week. Carers
received six weekly two-hour group treatment sessions, followed by another session one
month later. Sessions were facilitated by three clinicians in a university building setting. This
training focussed on the impact of hoarding behaviour on carers’ wellbeing and emotions. It
also aimed to increase carers’ knowledge about hoarding behaviour alongside teaching
coping strategies. This was in contrast to other treatments provided for carers that aimed to
train them to use techniques to support the person with hoarding behaviour to discard or
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stop acquiring. On average carers attended 4.92 sessions (range 3-6). Measures were taken
at baseline (n=12), the end of the weekly training (n=11), and at the follow-up session (n=8).
Whilst there were limitations to the reporting of findings, as not all measures used were
validated, changes in scores indicated a significant improvement in carer-reported wellbeing
post-intervention, more positive experiences of caregiving, and better understanding of HD.
No changes were recorded for caregiver burden, distress, expressed emotion, and coping
styles. The authors felt that most of these measures would only improve when the hoarding
behaviour of the person itself decreased. Nevertheless, the authors reported overall
satisfaction and perceived helpfulness of the sessions among carers. Whilst some carers
would have preferred to learn some practical strategies to help with reducing hoarding
behaviours, participants welcomed being able to share experiences and challenges and to
learn from peers.
In the UK and related to community statutory services, Buescher (2018), as part of a
collaborative, (auto-)biographic PhD study on what sources of help relatives of individuals
with hoarding behaviour might approach, found that there is no standard support for either
the individual or their family members.

Comparing outcomes
One study, by Thompson et al. (2017), was a meta-review of 20 studies examining and
comparing the effectiveness of different treatment approaches including medication and
treatment for relatives. The authors examined 18 studies involving people with HD or
hoarding behaviour and two involving family members and carers. Treatment comprised
individual CBT (5 studies), group CBT (4 studies), CBT-based bibliotherapy support groups (3
studies), cognitive remediation (2 studies), online support group (1 study),
pharmacotherapy (3 studies), as well as ‘family-as-motivators’ training (1 study), and family
psychoeducation (1 study). In these studies, 492 participants with HD (range 2-115; mean
age 54.19, not all studies included a majority of older people; majority females and White)
and 21 relatives were involved.10 Thompson and colleagues found that most treatment led
to statistically significant improvements in hoarding symptoms, but reductions were
generally modest (14-40% symptom reduction), with many participants remaining in the
clinical range after treatment. These findings with a wider range of treatments, including
medication and cognitive remediation, seemed to confirm Tolin et al.’s (2015) earlier
findings on CBT that treatment can be effective but only to a certain extent. From
comparing different approaches, Thompson et al. concluded that there was no superior
treatment for HD, though there was more evidence and knowledge about the outcomes for
CBT-based individual or group treatment that used a HD-specific protocol.

10

Two of the reviewed studies were conducted in the UK: the Thompson et al. (2016) treatment for
carers as reported above, and a treatment approach for people with mild disabilities by Kellett et al.
(2015), which we have not included in this review due to the cohort being middle-aged. The other
treatment studies were conducted in the US.
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12.

Hoarding: socially constructed? Critical perspectives on hoarding behaviour
discourses

Whilst commentators acknowledge that hoarding behaviour can lead to hazardous living
situations for some individuals, the inclusion of hoarding disorder as an individual diagnosis
in the DSM-5 has also led to criticisms that everyday behaviour has been overly
pathologized and sensationalized (Orr et al., 2019).
Shaeffer (2017), focussing on North American and other Western societies, endeavoured to
highlight the social, economic, cultural, and historic context of hoarding behaviour. She
described how practices of consumerism, interior design and decorating, collecting and
waste disposal are socially constructed, but are also linked with the main symptoms of
hoarding behaviour, that is acquisition, clutter and difficulty discarding. She explained that,
on one hand, shopping and consumerism have become a leisure activity and created a
cultural context in which the acquisition of objects, even if unnecessary, is normal and
expected. Decorating the home with objects to present status and collecting as a hobby and
lifestyle have been socially and economically encouraged since the middle of the nineteenth
century, and can create a sense of class membership in which the home becomes an
extension of self. On the other hand, hoarding behaviour is also socially constructed as the
inability or unwillingness to discard, which can interrupt the expected circle of
consumerism. However, reusing, recycling, and saving for future use are positively discussed
in terms of modern environmentalism, as ‘ideas about thrift, efficiency, and resourcefulness
shape the way we treat objects once we have used them’ (Shaeffer, 2017, p. 10). Shaeffer
argued that hoarding behaviour should be seen as a normal activity in the contemporary
socio-economic context.
Newell (2018) explored how the availability of storage space in people’s homes might lead
to people accumulating and saving items, even if they were not used in active life. Newell
found that where there was enough hidden storage space, accumulation of items would not
become easily obvious to others, and, if so desired, people could present themselves as neat
and ordered. It was in those situations, where an accumulation of items was neither
presented as a collection, nor hidden, that the label ‘hoarding’ was attributed. As Newell
(2018, p. 40) states: ‘We might rethink the problem of hoarding as less one of compulsive
keeping than of the unsuccessful containment of possessions. Hoarders are set apart
neither by the particular things they keep (most people keep some useless and used up
things), nor even by their lack of organization, since junk drawers are ubiquitous’.
For a Canadian and North-American, but also potentially general Western, context, KilroyMarac (2016) discussed the relationship between people, their possessions, and hoarding
behaviour through exploring the function of professional organisers. The author argued that
the role of professional organisers is that of the modern ‘healer’ (Kilroy-Marac, 2016, p. 447)
who reorients service users emotionally and morally, and by helping bring order to
possessions brings order to people’s minds. She interviewed and observed 21 professional
organisers in Toronto, asking the question as to how ‘are we to manage and be with our
ever-expanding world of material things?’ (Kilroy-Marac, 2016, p. 439, italics in original).
Kilroy-Marac argued that since the beginning of the 2000s, material disorder in the home
has become indicator and potential cause of mental disorder in both popular and psychiatric

92

imagination. She argued that the definition of HD in the DSM-5 was highly informed by
social and moral discourses in popular media, alongside psychiatric discussions, and was
thus socially constructed. Another argument was that people with hoarding behaviour often
do not suffer from their accumulation but from the threat of losing their possessions or
being evicted from their home, though at the same time acknowledging that there is risk to
health and life through hoarding behaviour. Whilst there was the clinical definition, there
were also discussions in popular media around ‘chronic disorganization’ in people’s homes
and the need to ‘simplify’ one’s life. In this context, relationships with possessions were also
described as irrational attachments, and a more distanced and controlled way of living with
objects was proposed. Kilroy-Marac described how both clinical and popular discourses
have led to the emergence of a new ‘clutter-management’ industry and the professional
organiser. Kilroy-Marac described the work of professional organisers, working with people
who might have a HD diagnosis or providing short interventions to clear a room, as aiming
to loosen or disrupt the emotional attachment to objects to allow service users to discard or
‘let go’.
As reported above, Orr et al. (2019) explored people’s reasons for hoarding behaviour in ten
interviews with people who had received services from local authorities in England. In their
discussion, the authors are critical of the way that the (scientific) discourse on hoarding
behaviour is dominated by psychiatric terms based on the DSM-5 definition, and treatment
approaches are based on CBT models. In their view, the inclusion of hoarding disorder as a
diagnosis in its own right in the DSM-5 has led to undermining and de-legitimising the
individual’s own perspectives on their hoarding behaviour and possessions, and that the
‘positivism in which it is based encourages denial of the sociocultural and experiential
significance of symptoms’ (Orr et al., 2019, p. 264). They emphasised the importance of
both biographical factors and the personal experiences of the individual, as well as cultural
and societal factors. The authors described how society’s values, views, and discussions may
lead to greater stigma, causing distress for the individual, and potential resistance to
treatment. They proposed that within a different paradigm an individual may have an
opportunity to explore alternative self-views and behaviour that they themselves will
experience as beneficial. Whilst a HD diagnosis could open avenues of constructive
treatment for an individual, the authors also warn against seeing hoarding behaviour only
from the perspective of a mental health deficiency. Here, and elsewhere (Braye et al., 2014),
the authors appeal for practitioners, but also researchers, to learn about and engage with
the individual, as this would show ‘due respect to their motivations and agency’ in ‘a
complex landscape of value, waste, social critique, emotion, interpersonal relationships and
practical difficulties’ which would allow understanding hoarding behaviour ‘within its
sociocultural context’ (Orr et al., 2019, p. 276).
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13.

Conclusions

Hoarding behaviour is complex and potentially not always easy to understand for outsiders.
Though the widely accepted cognitive behavioural therapy (CBT) model incorporates several
potential causative factors and reasons that might lead to hoarding behaviour, critics of the
CBT model and the DSM-5 definition have cautioned that it focusses too much on
intrapersonal factors whilst ignoring cultural and societal factors in explaining hoarding
behaviour and its perception.
Hoarding behaviour is about acquiring, saving, and keeping possessions – as many people do
– for reasons that might not always be immediately understandable to other people who
might think that items have only limited or no value, either monetary, functional,
sentimental, or otherwise. Whilst studies tend to agree that hoarding behaviour commonly
begins in (late) childhood, there is some evidence that it might increase in severity in older
age. This raises the question of when might be an optimum time to implement any
preventive measures, if possible.
Hoarding behaviour can lead to the accumulation of items that can interfere with everyday
life, for example by making rooms unusable for their purpose, increasing the risk of falls and
harm from fires, leading to pest infestation, and thus becoming a risk to the health and life
of the person with hoarding behaviour. This can affect older people potentially more than
younger people due to comorbidities or increased frailty due to age. It can also affect others
directly, be they relatives, friends, or neighbours, or impact on society indirectly due to
costs associated with hoarding behaviour.
In the (older) individual, keeping possessions can lead to positive emotions as they might
remind the person of someone or something special. But the same objects can also lead to
negative experiences where people feel distress because of the volume of items in their
home, or because relationships between the individual and family members and friends are
strained or even broken because of the number of possessions that are kept. People with
hoarding behaviour have also reported that media attention and TV programmes about
‘hoarders’ have led to increased stigma.
Some people with hoarding behaviour will acknowledge the potential risks and dangers
associated with hoarding and might seek support or treatment to change their situation, but
this is seen as more of an exception rather than the norm. Many people with hoarding
behaviour will think of treatment as unnecessary, or will experience it as an unwanted
interference in their privacy and lives. Nevertheless, given the potential risks to the person
and to others, statutory agencies cannot ignore hoarding behaviour.
In England, cognitive behavioural therapy (CBT) treatment is suggested as an effective way
to treat hoarding behaviour. Internationally, CBT has shown some success in reducing
hoarding behaviour symptoms, especially in participants who are motivated to engage in
the treatment. However, even among these groups, the reduction of symptoms can be
limited. It has been suggested that CBT for older people should be particularly focussed on
functional skills, and addressing emotions in order to increase retention in, and positive
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outcomes from, treatment programmes. Whilst some CBT programmes for older people
have reported high retention rates, others have experienced high dropout rates. High
support by staff in the programme or by significant others was suggested as being effective
in decreasing attrition rates. It is also important to point out that only very few of the clinical
treatment studies provide data or information on the long-term outcomes of treatment.
There was also limited information as to whether trial treatments were made available on a
larger scale (be that in the country of the trial or internationally).
As a way of responding to hoarding behaviour at the community level, risk or harm
reduction approaches are very common. Specialised services and/or well-coordinated
collaboration of different agencies and services, such as social care, safeguarding,
community mental health, housing, environmental health, fire, and voluntary organisations
have been shown to be effective, although difficult to achieve. In contrast, rash
interventions such as forced decluttering or clean-ups have not shown long-term success, as
spaces often returned to being full of new possessions soon afterwards. These types of
intervention, which can be distressing, might also lead to individuals being suspicious and
dismissive when support is offered again in the future.
Medication can also be useful in individual cases and has been shown to reduce some
hoarding symptoms, but research in this area is limited.
Engaging people with problematic hoarding behaviour, either as part of psychiatric
treatment or with professionals and other practitioners in local authority departments as
part of community approaches, will take time and multi-professional approaches can be
required. Showing interest and understanding the manifold reasons of every individual for
their hoarding behaviour and gaining consent for every step of treatment and support will
increase the likelihood of success and positive outcomes for all involved. In some cases,
offering and providing practical support can directly improve the situation.
Even though building trustful relationships can take time, several researchers recommended
risk assessment at an early stage of contact to establish if harm or the risk of harm could be
addressed. Timely assessment of an individual’s situation and conditions, including assessing
the person’s mental health, should be holistic and inform further steps of treatment and
support.
Regarding the research on hoarding behaviour and its limitations, with the introduction of
the discrete definition of hoarding disorder in the DSM-5 research focussing on hoarding
behaviour and treatment has increased, whilst previous research often considered it as part
of obsessive compulsive disorder (OCD) or obsessive compulsive personality disorder
(OCPD). However, many publications are small scale or case studies and therefore do not
provide strong evidence. Where older people are concerned, researchers have highlighted
that hoarding behaviour-related and age-related factors cannot always be effectively
separated. Furthermore, studies on hoarding behaviour and treatment are often conducted
with participants willing to be part of a research project and/or to engage in treatment for
difficulties related to hoarding behaviour, limiting their applicability to the wider population
of people with hoarding behaviour. Finally, there is continuing debate about how clinicians,
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researchers and practitioners should ‘frame’ their understanding of hoarding behaviour,
with some questioning the dominant positivist scientific/medical paradigm.
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