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Summary

Obsessive-compulsive disorder (OCD) and related disorders
have been the subject of significant revisions in the fifth edition
of the Diagnostic and Statistical Manual (DSM-5). One of these
major changes has been the removal of OCD from the ‘Anxi-
ety Disorders’ section and its instalment in a new and distinct
Obsessive-Compulsive and Related Disorders (OCRDs) chap-
ter. However, it is the instatement of hoarding disorder (HD) as
a new OCRD that marks the most significant change. Previously
considered a symptom of OCPD, and subsequently linked to
OCD, it is now acknowledged that hoarding can emerge inde-
pendently from any alternative condition. The present paper

Introduction

Obsessive-compulsive disorder (OCD) has been the sub-
ject of significant revisions in the fifth edition of the Di-
agnostic and Statistical Manual (DSM-5). One of these
major changes has been the removal of OCD from the
‘Anxiety Disorders’ section and its inclusion in a new and
distinct category of Obsessive-Compulsive and Related
Disorders (OCRDs) — a classification which now also in-
cludes body dysmorphic disorder (BDD) (previously in
the chapter of Somatoform Disorder), trichotillomania
(previously classed among the Impulse Control Disorders
and now termed hair-pulling disorder), and two new dis-

provides an updated review of recent investigations supporting
the status of HD as an independent nosological entity. Specifi-
cally, we will present the new DSM-5 diagnostic criteria and
examine the literature pertaining to the psychopathological and
phenomenological aspects of the disorder, with particular atten-
tion to practical strategies that can help clinicians to recognise
and differentiate HD from OCD. Finally, the available assess-
ment and treatment strategies for HD are summarised.
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orders, excoriation (skin-picking) disorder and hoarding
disorder (HD), alongside the residual categories of sub-
stance/medication-induced OCRDs, OCRDs due to an-
other medical condition, and other specified OCRDs. All
disorders included in this chapter share similarities with
OCD, although some appear to have a stronger cognitive
component — and thus are closer to OCD — while oth-
ers mainly consist of body-focused repetitive behaviours
(Figure 1). The 11* revision of the International Classifi-
cation of Diseases (ICD-11) will likely contain a similar
OCDRDs chapter, including HD.

While the introduction of two new disorders in the psy-
chiatric nomenclature is independently noteworthy, it

All the disorders are characterized <

by repetitive behaviors

OCD

Stronger cognitive component BDD
Hoarding disorder
TT™M

Body-focused repetitive bahaviors — -
Excoriation disorder

OCD: obsessive-compulsive disorder; BDD: body dysmorphic disorder; TTM: trichotillomania (hair-pulling disorder).

FIGURE 1.
Obsessive-compulsive and related disorders (OCRDs).
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is the instatement of HD that marks, perhaps, the most
significant change. Previously classified as a symptom
of obsessive-compulsive personality disorder (OCPD) in
DSM-IV, and only indirectly linked to OCD, it has only
been recently acknowledged that hoarding can emerge
independent of any alternative condition. Its formalisa-
tion as an independent psychiatric condition in DSM-5
and ICD-11 therefore reflects a marked change, and one
that has been precipitated over the last decade by an ex-
ponential growth in the number and quality of investiga-
tions concerned with this behaviour '.

The aim of the present paper is to provide an updated
review of the HD literature. Specifically, we will present
the new DSM-5 diagnostic criteria and examine the work
pertaining to the psychopathological and phenomenologi-
cal aspects of the disorder, with particular attention paid
to those aspects that can help clinicians to recognise and
differentiate HD from OCD. In addition, we will also high-
light the psychopathological and clinical features that may
help distinguishing HD and OCD when both conditions
coexist. In the final sections, we will summarise the avail-
able evaluation and intervention strategies for HD.

Definition and diagnostic criteria of HD

Like most human behaviours, saving and collecting pos-
sessions may be viewed along a continuum, with one end
representing common and adaptive behaviours (accumu-
lating and storing resources, collecting), which are wide-
spread phenomena in the general population and are evi-
dent even during infancy and the other end pertaining to
behaviours that are excessive or pathological (excessive
acquisition of possessions and failure to discard them).
The term ‘hoarding,” which first appeared in a paper by
Bolman and Katz ?, refers to the latter extreme of this con-
tinuum, though it has been noted that hoarding behav-
iour may not always be pathological . Modern recogni-
tion of hoarding as a disorder, and the formal definition of
this disorder’s pathological features, began with Frost and
colleagues several decades later *°. These authors con-
ceived ‘compulsive hoarding’ (a term no longer in use) as
excessive collecting and an extreme inability to discard
worthless objects, and proposed an operational defini-
tion that would eventually form the basis of the DSM-5
criteria for HD. These early criteria defined ‘compulsive
hoarding” as: 1. the acquisition of and failure to discard
a large number of possessions that seem to be useless or
of limited value; 2. living spaces sufficiently cluttered so
as to preclude activities for which those spaces were de-
signed; and 3. significant distress or impairment in func-
tioning caused by the hoarding °.

Despite the significant burden caused by hoarding be-
haviours, classification systems did not characterise this
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activity as an independent clinical entity until the publi-
cation of DSM-5. Prior to this, hoarding only appeared
in DSM-IV-TR where it was classed as one of the eight
symptoms/criteria for the diagnosis of obsessive-compul-
sive personality disorder (OCPD) (is unable to discard
worn-out or worthless objects even when they have no
sentimental value). However, in the text accompanying
these criteria, it was explicitly mentioned that a diagnosis
of OCD should be considered — instead, or in addition to
that, of OCPD - particularly when hoarding is extreme
(e.g., accumulated stacks of worthless objects present a
fire hazard and make it difficult for others to walk through
the house). While DSM-IV-TR did not mention hoarding
directly as a symptom of OCD, the manual suggested a
link between such symptoms and OCD .

In accordance with this nosological approach in DSM-IV-
TR, hoarding has been long considered a behaviour/symp-
tom dimension of OCD, a view that has been supported
by factor analytic studies highlighting the prominence
of hoarding as a distinct symptom dimension of OCD
(e.g., ©7). The inclusion of hoarding items on measures and
scales specific to OCD, such as the Yale-Brown Obsessive-
Compulsive Scale (Y-BOCS) or the Obsessive-Compulsive
Inventory-Revised (OCI-R), also served to reinforce an as-
sociation. For example, the Y-BOCS symptom checklist
includes an entry for hoarding/saving obsessions (worries
about throwing away seemingly unimportant things that
you might need in the future, urges to pick up and collect
useless things) and hoarding/collecting compulsions (sav-
ing old newspapers, notes, cans, paper towels, wrappers,
and empty bottles for fear that if you throw them away you
may one day need them; picking up useless objects from
the street or from the garbage can).

However, alongside and in contrast to these develop-
ments, several studies began to emerge providing evi-
dence that hoarding may represent a clinical entity dis-
tinct from OCD '8, First, several studies emerged (see
Table I) noting that hoarding, as an abnormal or exces-
sive behaviour, can occur in the context of a variety of
neurological and psychiatric conditions beyond OCD,
including dementia, cerebral lesions, schizophrenia,
major depressive disorder, or generalised anxiety dis-
order '32°. Then came crucial clinical studies that noted
that the majority of individuals presenting with promi-
nent hoarding behaviours were not presenting with
other obsessive-compulsive symptoms/dimensions and,
ultimately, could not be found to fulfil the criteria for
OCD. For example, Frost et al. *' found that among 217
individuals with pathological hoarding, only 18% had
a comorbid OCD diagnosis, with comorbidity rates for
other, ostensibly unrelated disorders ranged consider-
ably higher (e.g. 51% for major depressive disorder,
24% for social phobia, 24% for generalized anxiety
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TABLE I.
Prevalence of hoarding behaviours in illnesses other than OCD.

IlIness Prevalence of hoarding behaviours Authors
Moderate to severe Dementia 22.6% Hwang et al., 1998 "
15-25% Marx et al., 2003 ™
Prader-Willi syndrome 37-58% Dykens et al., 1996 '
Velocardiofacial syndrome 1% Gothelf et al., 2004 '

Schizophrenia

Stein et al., 1997 7

40% Waustmann et al., 2005 '8
Social Phobia 15% Tolin et al., 2011 "
GAD 29% Tolin et al., 2011 "
Compulsive buying 62% Mueller et al., 20092°

disorder). Additional findings of interest concerning
the distinction of hoarding and OCD have included: 1)
insights on the phenomenological differences between
hoarding and ‘classical’ obsessive-compulsive symp-
toms ', 2) a lack of or modest correlation between
hoarding and other OCD dimensions °2?, 3) distinctions
in the neural bases for hoarding and OCD **2°, and 4)
differences between OCD and hoarding patients with
regard to symptomatology, clinical course and anti-ob-
sessional treatment response 23, Taken together, this
body of evidence strongly supported a formal move to
distinguish hoarding from OCD, with the introduction
of HD as a distinct clinical entity in DSM-5. The deci-
sion to title this entity ‘HD’, rather than ‘compulsive
hoarding’ as was initially suggested in the literature
was due to further underline its autonomy from OCD
and to avoid confusion between the two disorders. Still,
despite these distinctions, HD has retained some link
to OCD, with both conditions being contained in the
DSM’s OCRDs chapter.

The DSM-5 diagnostic criteria for HD are reproduced in
Table Il. As shown there, the cardinal feature of HD is
a persistent difficulty discarding or parting with posses-
sions (criterion A). Though very similar to Frost’s origi-
nal criteria, the DSM version does not specify that items
must be ‘useless’ or of ‘limited value’, with research sug-
gesting that the most commonly saved items are useful
items such as newspapers, books, bags, clothing and
the like °. In the context of HD, difficulties discarding
such items must be due to the perceived usefulness or
aesthetic value of the items (intrinsic value — items are
valuable or may become in handy in the future), a strong
sentimental attachment to the possessions (emotional
value), the wish to avoid creating waste, or a combina-
tion of these factors *'.

Also essential for the diagnosis is that the person feels
distressed when confronted with the idea of discarding or
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parting with the possessions (criterion B). As detailed in
subsequent sections, this criterion is particularly essential
for differentiating OCD-related hoarding (hoarding sec-
ondary to obsessions in OCD), where attachment to the
possessions is not typically present, from true HD.

The excessive collecting results in the accumulation of
possessions that congest and clutter active living areas
and substantially compromises their intended use (crite-
rion C). Consequences of severe hoarding may be, for
example, the inability to cook in the kitchen, sleep in a
proper and clean bed, or even move from one room to
the other; severe HD poses a broad range of health risks
both for patients and their family members, including risk
of fire, falling, poor sanitation and even being trapped by
a ‘clutter avalanche’ 313,

The hoarding causes significant distress or impairment
in social, occupational, or other areas of functioning
(criterion D). Quality of life of patients and family mem-
bers is severely affected, and family relationships are
often considerably strained 33-*°. Often, the person with
HD does not fully recognise the consequences of their
hoarding behaviours, and another family member is the
help seeker who asks for the intervention of a mental
health provider.

A proper diagnosis of HD requires a differential diagnosis;
cluttered living spaces should not assumed to be a mani-
festation of HD, as they may result from multiple condi-
tions (see Table 1) such as brain injury, cerebrovascular
disease, Prader-Willi syndrome (see criterion E), or be the
product (or secondary manifestation) of symptoms of oth-
er mental disorders such as typical obsessive-compulsive
symptoms in OCD, decreased energy in major depressive
disorder, delusions in schizophrenia or another psychotic
disorder, cognitive deficit in major neurocognitive disor-
ders, or restricted interests in autism spectrum disorder
(criterion F). HD should also be differentiated from nor-
mative collecting. Table Il (from Nordsletten et al. 3 &
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TABLE II.
DSM-5 diagnostic criteria for HD.

A. Persistent difficulty discarding or parting with possessions, regardless of their actual value

o

This difficulty is due to both a perceived need to save the items and distress at the thought of discarding them

)

The difficulty in 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, or authorities)

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)

O|mm|o

syndrome)

. The hoarding is not attributable to another medical condition (e.g., brain injury, cerebrovascular disease, or the Prader-Willi

H. The hoarding is not better explained by the symptoms of another mental disorder (e.g., obsessive in obsessive-compulsive
disorder, decreased energy in major depressive disorder, delusions in schizophrenia or another psychotic disorder, cognitive
deficit in major neurocognitive disorder, or restricted interests in autism spectrum disorder)

Specify if:
there is no available space.
Specify:

or excessive acquisition) are problematic.

With excessive acquisition: if difficulty discarding possessions is accompanied by excessive acquisition of items that are not needed or for which

With good or fair insight: the individual recognizes that hoarding-related beliefs and behaviors (pertaining to difficulty discarding items, clutter,

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.

Mataix-Cols *') provides some clinical criteria that might
be helpful in distinguishing common and non-pathologi-
cal collecting behaviour from HD.

Sometimes, a diagnosis of HD can also be suggested
in cases of severe domestic squalor, which tends to be
more frequent in old people. Squalor is frequently asso-
ciated to cases of object acquisition/accumulation due
to ‘organic’ pathology. Cases of ‘organic’ hoarding may
be differentiated from HD on the basis of some phenom-
enological differences that are summarised in Table IV
(from Snowdon et al. 37).

DSM-5 considers two specifiers for HD: presence of ex-
cessive acquisition and degree of insight (Table II). The
first applies when ‘the difficulty discarding possessions
is accompanied by excessive acquisition of items that
are not needed or for which there is no available space’;
the vast majority of patients with HD present with ex-
cessive acquisition 3% and this subtype has been as-
sociated with more severe hoarding, earlier onset and
higher comorbidity rates *®. Failure to address excessive
acquisition in treatment has been linked to treatment
failure 37. An insight specifier is also provided, which
may be used to characterise an HD patient’s level of
insight into their behaviour and its consequences. This
insight specifier is clinically relevant because treatment
strategies depend on whether or not (and to which de-
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gree) the individual recognises that hoarding-related
beliefs and behaviours (pertaining to difficulty discard-
ing items, clutter, or excessive acquisition) are problem-
atic: in cases of poor insight, for example, motivational
interviewing techniques may be recommended before
cognitive-behavioural therapy .

HD and OCD

As noted in prior sections, hoarding has traditionally
been considered a symptom or symptom dimension of
OCD. This association is not without reason, as a propor-
tion of OCD patients (ranging from 18 to 40%) have been
found to display hoarding symptoms #'-*. However, while
present in a proportion of cases, only a minority of these
OCD patients (approximately 5%) presents this dimen-
sion as the most prominent clinical manifestation.

Several phenomenological differences exist between
hoarding symptoms that emerge as part of OCD and
hoarding that fulfils the criteria for HD. For example: 1)
HD-related thoughts are, in contrast to traditional obses-
sions, not usually experienced as intrusive, repetitive,
and distressing; additionally, HD-related thoughts are as-
sociated with pleasure and reward in most cases, and are
frequently unrelated to other prototypical OCD themes
(while compulsions are usually linked to obsessions in
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TABLE IIl.

Differences between normative collecting and HD 3'3°.

Object content

Normative collecting

Very focused; objects are bound by a cohesive
theme, with a narrow range of object categories

HD

Unfocused; objects lack a cohesive theme,
and the accumulation contains a large number
of different object categories

Acquisition process

Structured; planning, searching for items,
and organising the collected items

Unstructured; lack of advance planning, focused
searching and organisation

Excessive acquisition

Possible, but less common; primarily bought items
acquired

Very common; estimates consistently > 80%,
with both free and bought items acquired

Level of organization

High; rooms are functional, and collected items are
arranged, stored, or displayed in an orderly fashion

Low; the functionality of rooms is compromised
by the presence of disorganised clutter

Presence of distress

Rare; for the majority of collectors, the activity
is pleasurable, although for a minority, collecting

Required for the diagnosis; distress is often
a consequence of the presence of excessive

(e.g. finances)

may result in distress due to factors other than clutter

clutter, forced discarding, or inability to acquire

Social impairment

Minimal; collectors have high rates of marriage, and
the majority report forming and engaging in social
relationships as part of their collecting behaviour

Often severe; HD is consistently associated
with low rates of marriage and with high rates
of relationship conflict and social withdrawal

Occupational interfer-
ence

impairment at work

Rare; scores on objective measures indicate
that collectors do not have clinically significant

Common; occupational impairment increases
with hoarding severity; high levels of work-
based impairment have been reported

some ways); 2) in HD, symptoms are perceived as ego-
syntonic, unlike hoarding thoughts in OCD, which are
generally egodystonic; 3) in HD, distress comes from
clutter, while it comes from intrusiveness in traditional
OCD; and 4) in traditional OCD, the thoughts lead to
urges to get rid of them and/or perform a ritual to relieve
them, while this is not common in HD 23" 4546, Addition-
ally, the drive for keeping items is different in HD and
in OCD-related hoarding; in HD, the hoarding of items
is the result of 1) a fear that the items will be needed in
the future (intrinsic value) or 2) a strong emotional at-
tachment to the possessions. Crucially, individuals with
HD have a genuine desire to possess their items. Such
characteristics stand in strong contrast to the views and
experiences of OCD individuals who engage in hoarding
behaviour (Table V).

Hoarding should be viewed as a symptom of OCD only
when it is clearly secondary to typical obsessions, and
the relationship between these obsessional thoughts and
the resulting behaviour (i.e., hoarding) is the same as that
between traditional obsessions and compulsions. To fit
with this definition, the hoarding should either relieve
obsessional doubts (like a checking compulsion; hoard-
ing as preventive of something bad happening); prevent
harm from aggressive obsessions (e.g., something bad
will happen if things get thrown away) or contamination
fears (like preventive or washing compulsions; e.g., I will
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contaminate the others because | spread contamination
through items); or relieve feelings of incompleteness or
not-just-right experiences (like repetition or symmetry
compulsions). Other examples of hoarding resulting from
prototypical obsessive-compulsive symptoms include the
need to discard items in certain ‘lucky’ numbers, or the
need to perform mental compulsions when discarding
any item, so that hoarding appears as an avoidant be-
haviour ? (see Pertusa et al. *® for a case series of OCD-
related hoarding). In all these cases, hoarding should be
conceptualised as a compulsion, and not as an independ-
ent entity of HD.

It has been suggested that hoarding and OCD might coex-
ist in the same patient and yet be completely independent
conditions (comorbid conditions). In such cases, careful
differential diagnoses will be required to establish which
behaviours stem from HD, and which are secondary to
classical, prototypical obsessive-compulsive symptoms °.
Making a diagnosis of OCD and/or HD may be con-
fusing for many clinicians. Consideration of a few key
clinical questions may be helpful for this differential
process: 1) is the hoarding behaviour driven mainly
by prototypical obsessions or is it the result of persis-
tent avoidance of onerous compulsions (more likely in
OCD-related hoarding)?; 2) is the hoarding behaviour
generally unwanted and highly distressing for the pa-
tient (more likely in OCD-related hoarding)?; 3) does
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TABLE IV.

Phenomenological differences between accumulating behaviours due to macroscopic brain damage in brain injured or
demented patients and hoarding in HD *".

Onset

“Organic” object acquisition/accumulation

Generally sudden in cases of brain damage. Can
be more insidious if secondary
to a dementing process

HD

Insidious. Usually starts in childhood/
adolescence and has a long natural history

Ability to discard hoarded items

Variable (some are able to discard their
possessions easily or do not care if others discard
them, whereas others are very reluctant)

Inability to discard hoarded items
is a core feature of HD

Nature of acquiring behaviour

Generally indiscriminate but can be more
selective (acquisition of specific items — e.g.
umbrellas — or according to their shape/colour)
in some cases

Items are always acquire/hoarded
according to their perceived intrinsic,
practical, or emotional value, but can be
more indiscriminate in some cases

Utility of hoarding behaviour

Often purposeless (individuals display little
or no interest in the accumulated items)
and items seldom used

More purposeful (items are hoarded for
specific emotional or practical reasons),
although items often not used

Hoarded items

Any item, including rotten food

Any items, though hoarding of rotten food
is rare

Squalid living conditions and/or
self-neglect

Frequent (especially in cases of dementia)

Thought to be relatively uncommon
although more research is needed

Associated features

Severe personality changes as well

as behaviours commonly attributable to brain
dysfunction such as gambling, inappropriate
sexual behaviour, excessive shopping leading to
financial difficulties, theft, stereotypes, tics, and
self-injurious behaviours

No severe personality changes or other
behaviours clearly attributable to brain
dysfunction. Excessive acquisition

and shopping and stealing can be present

Cognitive processes and
motivations for hoarding

Hoarding apparently devoid of identifiable
cognitive and emotional processes, although
more research is needed

a) information processing deficits:
decision making, categorisation,
organization, and memory difficulties;
b) emotional attachment to possessions;
¢) behavioural avoidance; d) erroneous
beliefs about possessions

Insight and help seeking
behaviour

Poor or absent insight. Patients seldom seek help

Insight ranges from good to poor

or absent. Initially, hoarding behaviour
can be ego-syntonic; it becomes
increasingly distressing as clutter
increases. Help seeking probably related
to degree of insight

Prevalence

Unknown (< 1%)

Approximately 2-5%

Familial

Unknown but anecdotal reports of relatives
independently living in squalor have been
reported

Yes. Hoarding tends to run in families
and appears to be moderately heritable

the individual show interest in the majority of the
hoarded items (more likely in HD)? 4) is excessive ac-

quisition present (more likely in HD)? . The Structured

Interview for Hoarding Disorder (SIHD) 3°# provides
a specific appendix aimed at assisting the clinician in
assessing whether the hoarding behaviour is better con-
ceptualised as a symptom of OCD.
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HD: prevalence, aetiological factors
and clinical characteristics

Prevalence estimates of hoarding behaviour are few in
number and have often provided conflicting estimates.
This is due, at least in part, to the only recent formalisa-
tion of diagnostic criteria for HD. Prior to their introduc-

359



U. Albert et al.

TABLE V.

Hoarding characteristics in patients with HD vs OCD-related (or secondary) hoarding *'" .

Relationship between hoarding and OC
symptoms

HD

Hoarding NOT related to obsessions/
compulsions

Hoarding as a dimension of OCD

Hoarding behaviour is driven mainly

by prototypical obsessions or is the
result of persistent avoidance of onerous
compulsions?

Checking behaviour associated
with hoarding

Rare and mild

Frequent and severe

Obsessions related to hoarding No Yes
(i.e. catastrophic consequence

or magical thinking)

Mental compulsions related to hoarding | No Yes

(e.g. need to memorise and recall
discarded items)

Egosyntonic/egodystonic

Usually egosyntonic: hoarding thoughts
are associated with pleasant feelings
of safety

Usually egodystonic: intrusive
or unwanted, repetitive thoughts

Presence of OC symptoms other than
hoarding

No

Yes

Distress

Comes from clutter (product
of behaviour)

Comes from intrusiveness

Main reason for hoarding

Intrinsic and/or sentimental value

Other obsessional themes

Type of hoarding

Common items® Yes Yes

Bizarre items® No Yes
Excessive acquisition Usually present Usually not present
Age at onset of clutter problem (years) Early 30s Mid 20s

Insight

Poor or absent insight frequent

Generally good insight, although poor
insight may be present

Course of hoarding behaviour

Hoarding tend to increase in severity
as the person ages

Hoarding does not increase in severity
as the person ages (usually)

Global severity/interference

Usually moderate

Usually severe

*Fear of catastrophic consequence, need for symmetry/order, need to perform checking ritual because of the fear of losing an important item, etc.

>Old clothes, magazines, CDs/videotapes, letters, pens, old notes, bills and newspapers, etc.

“Faeces, urines, nails, hair, used diapers, and rotten food, etc.

tion, studies evaluating prevalence used their own defi-
nitions of clinically meaningful hoarding behaviour and
identified members of populations who fulfil these defi-
nitions. Indeed, at present, only one study has evaluated
prevalence using the DSM-5 criteria for HD, reporting a
weighted prevalence of 1.5% “®. Other studies, using less
restrictive characterisations of hoarding, have generally
reported higher rates. For example, Samuels et al. *° ana-
lysed data from the Hopkins Epidemiology of Personal-
ity Disorder Study (N = 742) and estimated the lifetime
prevalence of pathological hoarding, measured by means
of the hoarding criterion for OCPD, at nearly 4% of the
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population. In a sample of 5022 twins, the point preva-
lence of severe hoarding — measured by the self-reported
version of the Hoarding Rating Scale — was estimated to be
lower, 2.3% °°. Using the same scale, Ivanov et al. °! found
clinically-significant hoarding in 2% of adolescent twins.
Timpano et al. **found a higher prevalence rate (5.8%) in
a representative sample of the German population using
the Hoarding Rating Scale. Mueller et al. 2° found again
a point prevalence of 4.6% in a representative sample of
2307 subjects using the Savings Inventory-Revised. Mean-
while, in Italy, a recent set of studies reported point preva-
lence estimates of self-reported hoarding behaviour (as-
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sessed by the Saving Inventory-Revised) of 3.7% and 6%
in two non-clinical samples **. Given this array of findings,
and in the absence of additional work using the DSM-5
definition of hoarding, the true prevalence of HD remains
unclear. Further studies will be necessary to establish the
proportion of the population impacted by this condition,
and whether these proportions differ by key demographic
factors (e.g., age, gender, ethnicity).

With regards to aetiology, the causes of HD are still large-
ly unknown. Twin studies suggest that a predisposition to
HD is genetically transmitted, with approximately 50% of
the variance in hoarding behaviours attributable to genet-
ic factors and the remaining variation being attributable
to non-shared environment . Candidate genes have yet
to be consistently identified for this disorder **. While as-
sociations have been found between traumatic life events
and hoarding symptoms and severity — retrospective stud-
ies have found, for instance, that subjects with HD have
a greater number of life events — prospective studies are
lacking and results remain unreliable #3955 According
to the cognitive-behavioural model of HD, three primary
factors contribute to the emergence of hoarding behav-
iour: 1) beliefs about and emotional attachment to pos-
sessions, 2) avoidance behaviours that develop as a re-
sult of the emotional distress associated with discarding
possessions, and 3) information-processing deficits in the
areas of attention, categorisation, memory and decision
making °%° 57 It is possible that several genetic and psy-
chological vulnerability factors may interact with stress-
ors in order to determine who will develop (and when)
hoarding symptoms. However, further research will be
needed to untangle such predisposing, contributing and
maintaining factors.

Clinical characteristics of HD, such as age at onset or
course of the hoarding symptoms, have primarily been
derived from studies that investigated hoarding with cri-
teria that are not those of DSM-5. Notwithstanding such
limitations, the available literature suggests that hoarding
behaviours often begin early in life and tend to increase in
severity as the person ages *'. The threshold for the diag-
nosis (interference with the person’s everyday functioning)
is generally reached by the mid-20s, with symptoms con-
tinuing to worsen thereafter in the majority of individuals 27
3051 Comorbidity is common, with HD clinical samples
often presenting with major depressive disorder, anxiety
disorders, or attention deficit-hyperactivity disorder ' *.
The burden of HD often extends beyond the affected in-
dividual, and is shared by those around them including
family, friends and community members 2'34. In a recent
study, for example, the level of carer burden experienced
by HD relatives was found to be comparable to or greater
than that reported by relatives of individuals with demen-
tia. Perceived level of squalor, co-habitation with the HD
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individual and increasing age of the HD individual were
all significant predictors of carer burden and functional
impairment in relatives **.

Evaluation of HD

Hoarding symptoms often need to be specifically asked
about, as many patients do not spontaneously volunteer
this information. Even patients with good insight often
underestimate the extent of their hoarding and the conse-
quences of the disorder. The use of some simple screen-
ing questions, such as ‘are the rooms of your home so
full of items that it is hard for you to use these rooms nor-
mally?’, may initiate a fruitful dialogue and can rapidly
lead to the diagnosis.

A formal HD diagnosis requires an interview with a
trained assessor, ideally in the person’s home environ-
ment. The SIHD 3°# is a freely available, validated, semi-
structured instrument that has been designed to assist cli-
nicians with the nuanced evaluation of this disorder. The
content of this interview maps directly onto the DSM-5
criteria for HD, with questions relating to each diagnos-
tic criterion and specifiers. Its suitability for establishing
the HD diagnosis has been demonstrated in several stud-
ies, including the London Field Trial for Hoarding Disor-
der, which showed that diagnoses determined using the
instrument showed an excellent balance of sensitivity
(0.98) and specificity (1.0) *.

Because the diagnosis of HD requires the presence of
obstructive clutter (Criterion C), diagnostic assessments
(such as the SIHD) are ideally done in the sufferer’s home
environment. This approach enables the clinician to tan-
gibly evaluate the scale of the clutter, assess the extent
of the resulting obstruction/impairment, and determine
the presence of health and safety risks (e.g., fire hazards,
infestations and/or unsanitary living conditions) 3> %. To
assist with this process, the SIHD also contains a risk as-
sessment module.

When in-home assessments are not possible, clinicians
can use photographs to assess the extent of clutter®.
These photographs can be used in combination with the
Clutter Image Rating (CIR) *°, which consists of a series
of photographs depicting increasingly obstructive levels
of clutter across the bedroom, kitchen, and living room.
When a patient with HD shows limited or absent insight
into their hoarding activity, a situation that may arise in
a substantial proportion of hoarding cases, a multiple-in-
formant approach (e.g., seeking both patient reports and
information available from third parties) may be helpful .
Given that much of this population does not recognise
their problem, clinicians may find that few of their hoard-
ing patients are voluntarily presenting for assessment or
treatment. Accordingly, during the assessment process,
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clinicians should be aware that conflicts may arise be-
tween the patient’s account of their behaviour and the
portrait provided by third parties (e.g., patient records, so-
cial service reports, consultation with family members).
Discrepancies should be tactfully addressed and clarifi-
cation requested from all relevant sources. Should dis-
crepancies persist, clinicians will need to exercise their
clinical judgment in making a diagnostic determination.

Treatment

Traditionally, hoarding has been treated using approaches
designed for OCD, with a focus on serotonergic compounds
or cognitive-behavioural therapies (mainly exposure and
response prevention). This clinical approach, which is the
evidence-based treatment for OCD, has failed to produce
satisfactory results in HD. A recent meta-analysis con-
firmed that patients with OCD and hoarding symptoms are
less likely to respond to traditional OCD treatments, this
finding being consistent across treatment modalities °'.

In the case of secondary hoarding (i.e., hoarding symp-
toms in the context of OCD), treatment protocols indicated
for OCD should be applied. It may be reasonable to as-
sume that, in these cases, response will be similar to that
achieved among OCD cases without hoarding symptoms/
behaviours, though this has not been formally tested. Pre-
vious studies conducted in the context of OCD likely con-
tained a mix of HD cases and of OCD-related hoarding
cases, hence precluding firm conclusions in this regard.
Conversely, when hoarding is conceptualised as an in-
dependent or comorbid disorder (e.g., diagnosis of HD
and OCD) specific treatment strategies for HD should be
applied. Tailored cognitive behavioural therapy for HD,
including education and case formulation, motivational
interviewing, skills training for organising and problem
solving, direct exposure to non-acquiring and discarding,
and cognitive therapy, has been found to be effective for
hoarders *. Several other specific psychological interven-
tions for HD have been developed, and these treatments
may be used when HD is diagnosed. A recent meta-anal-
ysis confirmed that CBT is a promising treatment for HD,
although there is significant room for improvement °.
Empowering family members of subjects with HD with
specific training programs seems to be an effective add-
on treatment as well ®.

Only two studies have specifically investigated the ef-
fectiveness of pharmacological treatments in HD. Both
studies, one for paroxetine ® and the other for venlafax-
ine extended-release ° were positive; however, both are
small, uncontrolled studies and are hampered by meth-
odological limitations (particularly regarding recruitment
and assessment methods).

Although the number of studies investigating treatment
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in the field is growing and results are generally positive
and promising, it also has to be acknowledged that ef-
fective treatments for HD are still far from satisfactory.
Double-blind, psychological and pharmacological pla-
cebo-controlled trials are strongly warranted and needed
in patients with HD.

Conclusions

The inclusion of the new diagnosis of HD in DSM-5 with-
in the OCRDs chapter will help researchers in studying
clinical characteristics of the disorder and implementing
effective treatments for those patients. There is, in fact,
a strong need at present for finding treatment strategies
which are both acceptable by patients and effective in
treating the disorder.
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