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Objectives: Individuals with Hoarding Disorder can en-
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the experiences of professionals and non-professionals
working with people with Hoarding Disorder.

Methods: PsycInfo, Embase and PubMed databases were
searched in October 2023. Published and unpublished stud-
ies were included. Search terms covered various helping
professions including volunteer support, and qualitative de-
signs, in relation to Hoarding Disorder. This identified 12
studies. All text within the study ‘Results’ or ‘Findings’ sec-
tion was extracted for data synthesis to capture both author
interpretations and participant quotations (mixed method
studies extracted qualitative data only). Data were coded
‘line by line’, which led to descriptive themes being created
followed by analytical themes.

Results: Four themes were identified: (1) Relationships are
Complex; (2) Possessions are Just the Tip of the Iceberg; (3)
Juggling Dilemmas on a Tightrope; and (4) Working with
Hoarding is Like a Puzzle to Solve. Twelve subthemes were
also identified. These themes described the various chal-
lenges involved in working with Hoarding Disorder, in-
cluding the role of relationships with services and others,
comorbidities, such as trauma and executive dysfunction,
the ethical dilemmas which are apparent during the work,
and the differing perceptions of working with Hoarding
Disorder.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction
in any medium, provided the original work is properly cited.
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Conclusions: This thematic synthesis identifies common
challenges involved in working with Hoarding Disorder
and offers recommendations as to how professionals and
non-professionals can approach their work with this client

group.
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Practitioner points

* Working with HD appears to be challenging for workers across several domains.

* There is a need to adapt practice and work creatively with people with HD.

* Support for professionals and non-professionals, such as regular supervision, is vital to pre-
vent burnout.

INTRODUCTION

Hoarding Disorder (HD) is a mental health condition characterised by difficulties in discarding pos-
sessions leading to the build-up of clutter, which affects the use of the main living areas of the home
(American Psychiatric Association [APA], 2013). Given the elevated rates of comorbid physical and
mental health problems (Bates et al., 2021; Frost et al., 2011; Tolin et al., 2011), as well as a history of
trauma and executive functioning difficulties (Ayers et al., 2013; Landau et al., 2011), HD is a complex
mental health problem. The complexity of HD is further reflected in difficulties with treatment engage-
ment and modest outcomes following psychological intervention (Tolin et al., 2007, 2015). Cognitive
behavioural therapy (CBT) is the leading evidence-based psychological therapy for HD. A recent meta-
analysis of CBT for HD demonstrated large effect sizes, with outcomes maintained in the small number
of studies that offered follow-ups (Rodgers et al., 2021), although with no follow-ups after 6 months it
is unclear whether progress is observed in the longer term. Furthermore, rates of clinically significant
change across group and individual CBT are low, varying between 25% and 43% (Tolin et al., 2015),
in comparison to the higher rates seen in obsessive compulsive disorder (OCD) (46—76%; Abramowitz
et al.,, 2003). We also know that people with HD display ambivalence prior to and during treatment
(Steketee et al., 2010), there can be high drop-out rates (Mataix-Cols et al., 2002; Tolin et al., 2007), and
that maintaining motivation is an ongoing challenge (Ayers et al., 2015).

As well as psychological therapy, HD often requires involvement from professionals working
across an array of other disciplines, such as housing officers, social workers and environmental health,
due to the wide-ranging impact on the individual, their living environment and those around them.
Psychosocial interventions may have outcomes comparable to CBT (Twigger et al., 2024) and may be in
the form of harm reduction approaches which place emphasis on fire prevention and maintaining ten-
ancy, such as the Hoarding Action Response Team (HART) model (Kysow et al., 2020). However, these
are subject to similar difficulties with engagement, with clients missing appointments and withdrawing
their consent for intervention.

People with HD may also receive assistance from non-professionals such as charities and organi-
sations offering volunteer-led support (Ryninks et al., 2019). Volunteers have been a useful adjunct to
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group CBT for HD by supporting with decluttering in the home, with participants highly satisfied with
the convenience of support offered (Crone et al., 2020), however the number of sessions was restricted
to eight, and participants expressed only moderate satisfaction with the personalisation of the pro-
gramme and the level of accountability they were subject to.

Given the challenges with engagement observed across a range of interventions, it is important that
factors which may affect acceptability are considered, such as the type and nature of support offered.
In a study exploring the acceptability of interventions (Rodriguez et al., 2016), only 3 out of 11 inter-
ventions were deemed acceptable by people with HD (individual CBT, professional organising service,
self-help book) and less than a third of participants had tried any intervention. This may be due to the
ego-syntonic nature of HD, with people describing the comfort and sense of safety which their belong-
ings offer them (Mulligan-Rabbitt et al., 2023).

People with HD also value the interpersonal aspects of intervention. In a collective case study
of older adults receiving CBT for HD, the majority referred to ‘encouragement, kindness, and
support’ as being a useful component of therapy, with the relationship deemed to be critical for
treatment completion (Ayers et al., 2012). The importance of these common factor skills is also
supported by other professional disciplines; for example, social workers emphasise the forging of
good relationships with people with HD by being non-judgemental, patient and empathetic, and
recognising that this process can take time (Brown & Pain, 2014). Occupational therapy staff are
also aware of the need to build rapport with people with HD, as well as encouraging autonomy
(Kretzer et al., 2023). Furthermore, recently published good practice guidelines for hoarding from
The British Psychological Society (2024, p. 33) state ‘it is important to remain non-judgemental
while holding on to hope that things can change’.

However, research has identified contrasting approaches across professionals when working
with HD, with some prioritising the therapeutic relationship, through to taking a more pragmatic
approach, and expressing shock and frustration (Holden et al., 2019). This may be reflective of
how professional involvement may be due to necessity rather than at the request of the individual
with HD; most requests for help with hoarding difficulties come from family members or mental
health professionals compared to just one-third of enquiries coming from the individual themselves
(Bratiotis et al., 2016). Professionals report challenges in working with people with HD such as
lack of insight and defensiveness (Frost et al., 2010), as well as feelings of frustration and irritation
(Tolin et al., 2012).

These concerns are reflected in the descriptions of help-secking in individuals with HD, with
themes centred around difficulties in relating to hoarding as a problem, fear of being labelled and
judged, and experiencing gaps in service provision, as well as reporting feeling rejected by services
and finding it hard to trust others (McGrath et al., 2024). These factors are likely to be disruptive to
the development of the therapeutic relationship and act as a significant barrier to people with HD
first accessing, and subsequently, engaging in the support they need, due to interconnection being
perceived as key by people with HD in reducing their hoarding symptoms and positively affecting
wellbeing (Jones et al., 2025). Poor treatment experiences are also likely to compound the internal-
ised stigma which people with HD have described, which may negatively impact upon help-seeking
(Prosser et al., 2024). People with HD have reported that they would like professionals to have a
better understanding of hoarding, ‘reduced judgement and stigma’ and better working across pro-
fessionals (French et al., 2022).

Despite HD requiring input from a range of professionals and non-professionals, and the literature
indicating the importance of effective working relationships in supporting people with HD, to date
there has not been a review of what the experience of supporting people with HD is like. Gaining a
better insight into these experiences may enhance understanding of how to support people with HD,
including issues such as uptake of treatment, engagement and attrition. This could also help those work-
ing with people with HD feel more prepared and have a better idea of what to expect when working with
this population. This systematic review aims to answer the following question: What are the experiences
of professionals and non-professionals working with people with HD?
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METHOD

The systematic review followed PRISMA (Preferred Reporting Items for Systematic reviews and Meta-
Analyses) reporting guidelines (Page etal., 2021), including pre-registration on PROSPERO (International
Prospective Register of Systematic Reviews; Registration Number: CRD42023391664). The research
question was formulated using the PICo (Population, Phenomena of Interest, Context) framework (Stern
et al., 2014). The population was defined as professionals and non-professionals supporting adults with
HD. The phenomenon of interest was experiences of providing support to people with HD, with no
restrictions on the nature of the support offered and this taking place in any context.

Search strategy

Psyclnfo, Embase and PubMed databases wete searched in October 2023. Search terms can be found in
Table 1. Reference lists of eligible studies were also screened. Unpublished studies (e.g., doctoral theses)
were also included. Email contact was made with leading authors in the field to seck additional studies.
There was no restriction on when the studies were published.

References were uploaded to EndNote 20 and de-duplicated, then exported to Rayyan (systematic
review organisational website tool) for further de-duplication. The title and abstract screening was then
carried out by the lead researcher (H.P.) using the inclusion and exclusion criteria (see Table 2). 10% of
the title and abstracts were screened by a second reviewer (B.S.), with this selection split proportionally
across those papers being taken forward to full text screening (those labelled as “Yes” or ‘Maybe’) and
those being excluded, which led to 100% inter-rater reliability.

Papers at the full text stage were screened by the lead researcher. When it was uncertain whether a
papet met the inclusion/exclusion ctiteria, this was discussed with another member of the review team
(J.G)) until agreement was reached. At the full text stage, a second reviewer (B.S.) read 20% of the

TABLE 1 Secarch terms used to identify studies related to experiences of working with hoarding.

Search term definitions Search terms
Population (hoard*) AND
Type of Professional/ (policing OR police* OR officer* OR fire* OR ‘environmental health’ OR therapist*
Non-Professional OR consultant* OR doctor* OR GP OR ‘general practitioner® OR professional* OR

volunteer* OR psychologist* OR ‘social worker*” OR ‘occupational therapist*” OR nurse*
OR housing OR landlady OR landlord* OR manager* OR multi* OR team*) AND

Type of Qualitative Study (narrative or template or discourse or ‘Interpretative phenomenology*” OR ‘grounded
theory” OR ‘thematic’ OR ‘content’ OR ‘phenomenological approach’ OR ‘constructivist
epistemological framework’ OR structured OR semi structured OR unstructured OR
informal OR in-depth OR ‘face-to-face’ OR guide* OR interview* OR discussion* OR
questionnaire* OR “focus group’ OR qualitative OR ethnograph* OR ‘field work” OR
fieldwork OR ‘key informant”)

TABLE 2 Inclusion/Exclusion criteria for studies related to experiences of working with hoarding.

Criteria

Inclusion Professionals and non-professionals describing experiences of supporting adults with HD (either self-
reported or identified using diagnostic criteria, e.g., Diagnostic and Statistical Manual of Mental Disorders
[DSM-5], APA, 2013, International Classification of Diseases [ICD-11], World Health Organization, 2019)
Qualitative studies
Mixed method studies, but only qualitative data to be extracted
English language articles only

Exclusion Studies focusing on animal hoarding only
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Records identified from databases (n Records remqved before screening:
=787): e Duplicate records removed
e APAPsycinfo (n = 286) > in EndNote (n = 202)
e Embase (n = 254) e Duplicate records removed
e PubMed (n = 247) in Rayyan (n = 45)

Records identified elsewhere (n = 2):
e Reference list (n=1)
e Google Scholar (n=1)

Records excluded (n = 495):
e Not related to hoarding (n = 259)
e Not related to experiences of working with hoarding

(n=181)
e Therapist guide/book review/workbook/family guide
(n=26)
e Animal hoarding (n = 8)
e  Child study (n = 6)
e Literature review (n = 5)
Records screened using title and R e Not English language (n = 5)
abstract (n = 542) e Study protocol/journal
l correction/commentary/workshop overview (n = 5)
Reports sought for full text .| Reports not retrieved:
retrieval (n = 47) e Conference abstracts (n = 5)

i Reports excluded (n = 30):

Full text records assessed for e Not related to experiences of

eligibility (n = 42) working with hoarding (n = 11)

e Description rather than empirical
data (n=9)

e Quantitative data only (n = 6)

e Not specific to hoarding
difficulties (n = 2)

e Lack of useable data to extract
(n=2)

A\ 4

Studies included in review
(n=12)

FIGURE 1 PRISMA Diagram Identifying Study Selection for Thematic Synthesis.

papers; again this was split proportionally across included and excluded papers, with 100% inter-rater
reliability. Study selection is outlined using a PRISMA diagram (Page et al., 2021; see Figure 1).

Data extraction

Data were documented using a modified data extraction form (Munro et al., 2007). Examples of
the type of data which wete extracted include method of identifying HD, professionals' and/or non-
professionals' roles and key characteristics, and data analysis method.

Quality assessment

The CASP (Critical Appraisal Skills Programme) Qualitative Studies Checklist (CASP, 2024) was used
as a quality appraisal tool. This features 10 questions across three domains regarding the validity, rigour
and helpfulness of the results, which are answered “Yes’, ‘No” or ‘Can't tell’. The CASP Checklist does
not feature a formula for rating quality; therefore, the National Institute for Health and Care Excellence
(NICE, 2012) quality rating tool was applied (see Table 3), which provides a rating based on the volume
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6 PARKER ET AL.

TABLE 3 NICE (2012) quality rating tool.

Quality rating Quality rating criteria

++ All or most of the checklist criteria have been fulfilled, where they have not been fulfilled the
conclusions are very unlikely to alter.

+ Some of the checklist criteria have been fulfilled, where they have not been fulfilled, or not
adequately described, the conclusions are unlikely to alter.

- Few or no checklist criteria have been fulfilled and the conclusions are likely or very likely to alter.

of checklist criteria which have been met. The lead researcher assessed quality appraisal, and 20% of
papers were checked by additional members of the review team to corroborate the ratings, which gave
100% inter-rater reliability.

Data synthesis strategy

Data were analysed using thematic synthesis methodology which is appropriate for synthesising data
related to participant experiences (Thomas & Harden, 2008). There is no minimum number of studies
required for qualitative evidence synthesis (Lewin et al., 2015), rather the richness of the data was con-
sidered, and whether the findings are supported across multiple studies. The synthesis strategy followed
three stages (Thomas & Harden, 2008).

First, all text within the study ‘Results’ or ‘Findings’ sections was extracted for data synthesis to
capture both author interpretations and participant quotations (mixed method studies used qualitative
data only). Participant quotations identified in ‘Conclusion’ or ‘Discussion’ sections but not apparent in
the ‘Results’ or ‘Findings’ section were also included in the analysis.

Second, data were imported to NVivo 14 (qualitative data analysis software) and then coded ‘line by
line’ by the lead researcher. Codes were created to capture content as well as meaning, as per Thomas
and Harden (2008) methodology. Codes were reused as appropriate, as well as new codes being created
as the coding progressed, and the data were also re-read after all initial coding had occurred, so that
earlier codes could be applied as necessary.

Finally, the lead researcher grouped the codes into clusters, or descriptive themes, based on com-
monality; for example, a descriptive theme was created based on codes which described the relational
aspects of working with HD. Greater weight was given to codes which were used across multiple papers.
There were several codes which were created and used only once and could not be easily clustered to-
gether with other codes; these were therefore put into an ‘Other’ category.

The difference between descriptive themes and analytical themes can be summarised as descriptive
themes captured interesting points of observation in the data, whereas analytical themes sought to answer
the research question. Analytical themes also captured contrasting views in the data set and therefore syn-
thesised the data rather than merely described it, aiming to capture the experiences of professionals and
non-professionals working with people with HD. Eight descriptive themes were created. For example, one
descriptive theme was titled ‘Complexity and co-morbidity in people with HD’. Moving from a descrip-
tive theme to analytical required referring back to the research question, to consider what the experience
of working with HD is like. Therefore, this descriptive theme became an analytical theme in the form of
‘Possessions are just the tip of the iceberg’. Subthemes were created by clustering together codes which were
felt to capture the nuances of the findings; therefore, in what way are possessions just the tip of the iceberg?

Reflexivity statement

The following definition of reflexivity was used in this systematic review: ‘Reflexivity is a form of
critical thinking which aims to articulate the contexts that shape the processes of doing research
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and subsequently the knowledge produced’ (LLazard & McAvoy, 2020). A reflective diary and regular
supervision discussions serve as formal methods of reflexivity to consider influences impacting the
analysis of the extracted data. Thomas and Harden (2008) state that ‘...the idea or step of “going
beyond” the content of the original studies...is the most difficult to describe...since it is dependent
on the judgement and insights of the reviewers’. Therefore, reliability checks in the context of this
qualitative synthesis were carried out as follows. Excerpts of the coding process were shared with J.G.
(co-author) at an early stage to ensure that codes could be understood as stand-alone, meaning-based
items independently from the data, rather than simply data summaries. The iterations of descriptive and
analytical themes were discussed with J.G. (co-author), and the naming of themes and subthemes was
discussed with J.G. and L.W. (co-authors). The lead researcher was ‘closest’ to the data and therefore
decided whether themes accurately captured what the data set as a whole was describing,.

RESULTS
Study characteristics

Data from 12 studies (see Table 4) were included in the final analysis, consisting of nine published stud-
ies and three unpublished doctoral theses. All the studies were conducted in Western contexts: #="7
studies were conducted in the United States, #=4 in the United Kingdom, and #=1 in Canada. Data
were gathered from 150 participants (=137 professionals, 7= 13 non-professionals i.e. volunteers). Full
details can be found in Table 4.

Quality appraisal

CASP quality appraisal ratings (CASP, 2024) are displayed in Table 5. Ten papers met all or most of
the criteria, with two-thirds of the papers giving inadequate consideration of the relationship between
researcher and participants. Two papers met some of the criteria (Whitfield et al., 2012; Yee, 2020). One
of these was an unpublished thesis (Yee, 2020) in which there were issues related to the rigour of the
research (focus on professional experiences of working with HD which were lacking an evidence base),
the statement of findings, and the value of the research given its lack of reference to current practice
and policy.

Thematic synthesis

Four analytical themes were identified: (1) Relationships are Complex; (2) Possessions are Just the Tip of
the Iceberg; (3) Juggling Dilemmas on a Tightrope and (4) Working with Hoarding is Like a Puzzle to
Solve. A summary of analytical themes and subthemes is outlined in Table 6. Themes are not inclusive
of all codes but represent significant themes generated from the data set with the aim of answering the
research question.

Relationships are Complex

This theme describes the relational difficulties experienced when working with people with HD, in-
cluding the role of trust in underpinning the work and the consideration needed to be given to external
relationships. People with HD report having less social support and higher levels of loneliness com-
pared to individuals with OCD (Edwards et al., 2023), and it appears that people working with HD are
attuned to this.
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14 PARKER ET AL.

TABLE 5 CASP quality appraisal ratings.

NICE
Author 1 2 3 4 5 6 7 8 9 10 rating
Ayers et al. (2012) Yes  Yes  Yes  Yes Yes No No  Yes Yes  Yes 4+
Holden et al. (2019) Yes Yes Yes Can'ttell Yes No No  Yes Yes  Yes  ++
Koenig et al. (2013) Yes  Yes  Yes  Yes Yes  No Yes  Yes Yes  Yes  ++
Koenig et al. (2014) Yes  Yes  Yes  Yes Yes No  Yes Yes Yes  Yes ++
Murdock (2006) Yes  Yes  Yes  Yes Yes No  Yes  Yes Yes  Yes  ++
Noyes et al. (2024) Yes  Yes  Yes  Yes Yes  Yes  Yes  Yes Yes  Yes 4+
Porter and Hanson (2022)  Yes  Yes  Yes  Yes Yes  Yes  Yes  Yes Yes  Yes  ++
Ryninks et al. (2019) Yes  Yes  Yes  Yes Yes No  Yes Yes Yes  Yes  ++
Tinlin (2022) Yes  Yes  Yes  Yes Yes  Yes  Yes  Yes Yes  Yes  ++
Vailu'u (2018) Yes  Yes Yes  Yes Yes  No Yes  Yes Yes  Yes  ++
Whitfield et al. (2012) Yes  Yes  Yes  Yes Yes  No Yes  Can'ttell Yes  Yes
Yee (2020) Yes  Yes Yes  Yes Yes Yes Yes No No No

TABLE 6 Summary of Thematic Synthesis Analytical Themes and Subthemes.

Themes Subthemes

Relationships are Complex Removing Threat to Build Trust
Trust is Necessary (But Not Sufficient)
Others Can be a Help or a Hindrance

Possessions are Just the Tip of the Iceberg It Takes a Physical Toll for Everyone
The Emotional Overwhelm
Cognitive Functioning Impacts Upon Work
Trauma Takes Up Extra Space

Juggling Dilemmas on a Tightrope It's Everyone's Job and No-One's Job
Choice is a Double-Edged Sword

Working with Hoarding is Like a Puzzle to Solve This Puzzle Feels Unsolvable
The Intrigue of the Puzzle
Needing to Think Outside the Box

Removing Threat to Build Trust

Professionals understood that they were likely to be perceived as a threatening presence to people with
HD and that it is necessary to change this perception, stating “We have to prove we are not a threat and
won't get rid of their possessions without permission before we can start anything’ (Tinlin, 2022). They
also understood it was important to acknowledge the lack of trust people have in professionals: ‘It does
him a great disservice if you go and try to deal with his hoarding, without dealing with his lack of trust’
(Yee, 2020). Non-professionals were able to appear less threatening through self-disclosure; a volunteer
participant from Ryninks et al. (2019) described ‘Having that relationship and similar life experiences,
we've been able to engage with each other... I do think that me being myself helps a lot”. The ability of
volunteers to build trust may also be due to volunteers having chosen to support individuals with HD
as opposed to professional duty, as well as professionals having the ability to apply statutory powers in
contrast to volunteers.

Trust is Necessary (But Not Sufficient)

Professionals recognised that even when trust is in place, this is not always enough for a successful inter-
vention; this was captured by Koenig et al. (2014) who stated ‘the team's establishment of a trusting re-
lationship did not necessarily lead to a reduction in hoarding behaviors’. Development of trust was also
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affected by past interactions with services as described by Tinlin (2022): “...clinicians described how
service users' previous negative experiences of accessing services can impact their interest in engaging
with services and their ability to trust professionals’. The findings are also consistent with the reports
of help-secking in people with HD, with this theme corroborating the importance of needing to build
trust with the individuals they are supporting (Brown & Pain, 2014).

Others Can be a Help or a Hindrance

It was apparent across studies that professionals were aware that relationships with others could
be a help or a hindrance for the person with HD. They recognised that people were often socially
isolated, but that not all relationships proved to be supportive: “There was an awareness that involv-
ing friends and families alongside the client could be either positive or problematic and required
careful consideration’ (Porter & Hanson, 2022). Murdock (2000) also stated in relation to APS
(Adult Protective Services) workers that ‘...one common theme is that the hoarders are socially
isolated, that they have conflictual relationships with children or spouses, if they have any contact
at all, and some of the hoarders have no outside contact’. Therefore, promotion of external relation-
ships which are supportive for the individual may help to bolster professional and non-professional
intervention.

Possessions are Just the Tip of the Iceberg

This theme reflects the complexity in working with people with HD, which occurs across a number of
domains.

It Takes a Physical Toll for Everyone

This subtheme reflects the physical challenges of the work. Professionals and non-professionals re-
ported that people with HD often presented with a number of comorbid physical health problems.
Volunteers in particular described how these physical health problems subsequently made the work
more challenging; for example, ‘Her main barrier was her health and her ability to move, so trying to
encourage her to make space during the week when I wasn't there is not something that she could do.
So I think her health and mobility was, yeah, a real barrier for her’ (Ryninks et al., 2019). However,
volunteers also experienced their own physical health problems which affected their ability to engage in
the work, especially given that the voluntary work was primarily taking place in the person with HD's
home: ‘T have asthma, and dust is an irritant for me, so I had a lot of trouble breathing. So that was sort
of a barrier’ (Noyes et al., 2024), and ‘My hearing isn't absolutely perfect so it was slightly difficult to
engage with him’ (Ryninks et al., 2019). The challenge of physical health problems may at least partially
explain why people with HD report being only moderately satisfied with volunteer support in the group
CBT for HD programme (Crone et al., 2020).

The Emotional Overwhelm

This subtheme describes that a significant aspect of the work is managing the emotional impact
upon the individual with HD, mainly in relation to discarding: Murdock (20006) stated that “Workers,
particularly Anne, explained that clients are anxious and emotional when their possessions are dis-
carded’. A volunteer also reported ‘even the smallest bit that left her house was still an emotional
process for her, even a small amount was huge work” (Noyes et al., 2024). Sometimes professionals
recognised that others may be better placed to offer emotional support, stating ‘the professional
organizer...can now maximize her cleaning and organizational skills while directing clients' emo-
tional issues to a trained professional’ (Whitfield et al., 2012). Importantly, there was also an emo-
tional impact upon the worker themselves. Volunteers stated ‘Sally...generalized what many of the
volunteers reported™ ‘It was a lot more emotional than I had anticipated because, for me, I could
feel the agony for her of making these decisions’ (Noyes et al., 2024). Again, this appeared pertinent
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for volunteers due to them working among the hoard and being faced with the task of sorting and
discarding. Professionals may be emotionally overwhelmed in relation to other aspects of the work,
such as that caused by the ethical dilemmas presented in their role and feelings related to being stuck
in their work.

Cognitive Functioning Impacts Upon Work

Professionals and non-professionals reported a range of cognitive functioning issues observed whilst
supporting people with HD, which contributed to the difficulties experienced. This was particularly
noticeable in the context of CBT sessions, with the therapist reporting problems with *...the acquisition
of new information, retention of newly acquired information, attention, response inhibition, decision
making, categorization, organization of information, and planning’ as well as cognitive inflexibility *...
even when presented with evidence showing that their methods were not working’ (Ayers et al., 2012).
Similar deficits were also apparent in volunteer-led interventions: ‘Participants also noted difficulty with
planning, thinking ahead, organizing, and keeping on track while decluttering’ (Noyes et al., 2024).
Cognitive difficulties in HD can therefore be anticipated from the outset and will need to be viewed in
terms of the impact this may have on an individual's ability to engage with the intervention as well as
considering adaptations which may be needed.

Tranma Takes Up Extra Space

The role of trauma was acknowledged in a number of ways across the studies. There were numerous ref-
erences to the trauma histories experienced by people with HD, which was captured by Yee (2020): “The
variety of experiences includes physical, emotional, and sexual abuse; extreme poverty; home relocation;
complex grief; and natural disasters. Most participants reported more than one trauma for their clients’.
There was some agreement among professionals that trauma may have precipitated HD and therefore
trauma would need to be addressed first: ‘Since there was strong correlation of the location of hoard
and the location where the trauma took place, which was in her room, until the trauma is resolved, the
hoard may remain’ (Yee, 2020). A participant from Porter and Hanson (2022) also stated: ‘I think of our
experience of hoarding cases as there some level of trauma that's been a trigger for why they hoard...
And you know, dealing with and processing that trauma. That might need to come first before we even
touch on the hoarding, because there's a reason why all their stuff is there’ (p. 2296). This raises a con-
cern that particularly volunteers working with HD, without the support of a multidisciplinary team,
may feel out of their depth, reflected in volunteers expressing a desire for more supervision (Noyes
et al., 2024; Ryninks et al., 2019).

Juggling Dilemmas on a Tightrope

This theme describes the balancing act of working with HD and the conflicts which people face in their
line of work.

It's Everyone's Job and No-One's Job

Professionals often described challenges in relation to working with other services and understanding
who is taking ownership of HD. Most appeared aware of the remit of their role, stating for exam-
ple ‘I mean we are not social workers, we're not mental health workers, we are public health inspec-
tors’ (Whitfield et al., 2012) and ‘Each of us know what we can and we can't do” (Koenig et al., 2013).
‘...difficulty making appropriate referrals (e.g.,, mental health), a
lack of understanding across services about roles and responsibilities and a need for a more collective
approach’ (Porter & Hanson, 2022). Volunteers did not report these same challenges, perhaps because
their remit was more clearly defined with less responsibility compared to professionals for ensuring

However, there were issues such as

services are in place.
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Choice is a Donble-Edged Sword

Professionals recognised that it was important for clients to retain autonomy but that there were as-
sociated difficulties with offering help in this context. For example, a participant from Vailu'u (2018)
described ‘I think one of the biggest challenges is...you shouldn't live like this, but then that's their
choice...if they have capacity, how can we help someone who doesn't think they have an issue...so that's
where it is hard’. Koenig et al. (2013) also said ‘Four [participants] stated that if the older adult as hoarder
is “still competent and shows that she is of sound mind, she's entitled to make bad decisions. That is
totally her choice to have that home environment’. This demonstrates the lack of insight which can be
apparent in working with people with HD (Frost et al., 2010) and the subsequent difficulties in offering
meaningful support to the individual.

Working with Hoarding is like a Puzzle to Solve

This theme describes the range of approaches taken by professionals and non-professionals in approach-
ing their work with HD. Individuals with HD report wanting professionals to have a better understand-
ing of the problem (French et al., 2022), and this theme is reflective of the perceived lack of knowledge
professionals and non-professionals experience in working with this client group.

This Puzzle Feels Unsolvable

This subtheme reflects a group of professionals who feel stuck in their work with HD, describing how
itis ... “impossible to know where to start’”” (Tinlin, 2022) and how daunting the prospect of the work
feels: ‘I have at times felt frightened of the extent to what I'm working with’ (Porter & Hanson, 2022).
There was also a sense of hopelessness described; for example, a participant from Koenig et al. (2013)

335

reported “That's why I don't feel successful with hoarding situations. I've never felt like I've changed
their hoarding behaviour; all that's happened is that their condition has declined, ot...some kind of
incident has forced them out of the situation’. It is important to note that staff perceptions of some
mental health diagnoses can negatively affect subsequent behaviour; for example, mental health work-
ers holding negative perceptions of borderline personality disorder can lead to reduced empathy and
more rejecting behaviours towards individuals with this diagnosis (McKenzie et al., 2022). Therefore,
the perception of working with HD could similarly take the form of negative stereotypes which may
subsequently impact upon the delivery of treatment.

The Intrigue of the Puzzle

This subtheme represents a group of professionals and non-professionals who find working with
people with HD to be appealing. Holden et al. (2019) described professionals as ‘fascinated by the
processes that people who hoard use to justify keeping things’. Similarly, Murdock (2006) reported
‘She is very intrigued with the topic of hoarding, using words like “interesting” and “fascinating’.
This was also supported by a volunteer perspective: ‘I actually am interested in, sort of, the psychol-
ogy side of it...” (Ryninks et al., 2019). For some, this may act as a counterbalance to the challenges
of the work, and may be what drew people, particularly volunteers, to the work in the first place.

Needing to Think Outside of the Box

This subtheme refers to the realisation that professionals and non-professionals demonstrated in need-
ing to think differently when working with HD, in particular, changing the pace of the work. The
slowness of the work compared to working with other clinical groups was commonly referred to by
professionals and non-professionals. This pace appeared necessary to have any success in working with
HD, but did not guarantee it. Professionals described that “...change can be a slow process’ (Holden
et al., 2019) and ‘the slow and careful approach required with individuals with HD’ (Tinlin, 2022). A
volunteer also stated, ‘It seemed simple, and maybe to outsiders it didn't look like we did much...and
maybe gave her confidence that she is able to take care of herself and her environment even if it was
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small, small steps’ (Noyes et al., 2024). Professionals and non-professionals also discovered that the
work was slow which was not apparent from the outset. A participant from Yee (2020) stated ‘I didn't
know! What the hell am I doing? This is ridiculous. Now I think, “Oh my goodness, this is just a very

25>

slow long game that I'm working with...I'm going to be really slow and strong with her’”. One volunteer
stated, ‘I knew that it would be a process, I just didn't realize it would be so real...something as simple
as a receipt would take this much time, thought, and processing...so much meaning was held in that
receipt’ (Noyes et al., 2024). Professionals may benefit from drawing parallels with voluntary work, such
as working in the client's home and offering a flexible number of sessions, which people with HD have

reported as being helpful (Crone et al., 2020).

DISCUSSION

The aim of the present review was to identify and synthesise professionals' and non-professionals' expe-
riences of working with people with HD. Four themes were identified: (1) Relationships are Complex;
(2) Possessions are Just the Tip of the Iceberg; (3) Juggling Dilemmas on a Tightrope and (4) Working
with Hoarding is Like a Puzzle to Solve. To the authors' knowledge, this is the first review to synthe-
sise these experiences and to include both professional and non-professional perspectives. Overall, the
findings describe the experience of working with HD as being challenging for both professionals and
non-professionals, with professionals often feeling stuck in their work and faced with difficult decisions
to make, compared to non-professionals who are exposed to the practical challenges which arise from
being in the client's home to support with sorting and discarding and being witness to the emotional
impact of this.

The existing literature identifies low rates of clinically significant change for both group and indi-
vidual CBT (Tolin et al., 2015), as well as problems with high drop-out rates (Mataix-Cols et al., 2002;
Tolin et al., 2007), ambivalence towards treatment (Steketee et al., 2010), and poor motivation (Ayers
et al,, 2015). The thematic synthesis findings are consistent with these outcomes, in which the com-
plexity of working with HD was widely recognised across both professionals and non-professionals.
There was also consensus across professionals and non-professionals about the importance of needing
to build trust and develop a relationship with individuals with HD, which is encouraging given that
people with HD have expressed their difficulty in trusting others (McGrath et al., 2024). There was
a lack of evidence that non-professionals are afflicted by the same dilemmas as professionals, which
can be understood in terms of the difference in role and responsibility. It was also apparent that some
professionals and non-professionals found the work to be intriguing. However, it is important to note
that feeling stuck in the work and with the additional complexities related to cognitive functioning and
history of trauma, there may be a risk of professionals applying negative stereotypes to people with
HD, with stereotypes forming a component of stigma (Corrigan & Watson, 2002). For example, there
is evidence that professionals perceive individuals with HD as more difficult to work with and are more
likely to feel relieved when they do not attend appointments compared to non-hoarding clients (Tolin
etal., 2012).

The current study has practical implications both for those working with HD and for individuals
themselves with these difficulties. The difficulties in multi-agency working when supporting people
with HD may be eased by deciding who is taking ownership of the case at an early stage in joint working
and agreeing on the frequency of multidisciplinary meetings; stakeholders across a range of professional
disciplines are supportive of a psychology-led multi-agency model (Haighton et al., 2023). Given the
complexity involved in working with this client group, workers will need space to explore both the clin-
ical and professional aspects of the work, but also countertransference, given the feelings of frustration
which are reported in working with HD (Tolin et al., 2012).

Despite some people reporting feeling motivated and highly interested in the work, to the extent
that they volunteer their free time, many appeared to feel out of their depth, overly responsible, and
torn as to what to do for the best, which would be expected to negatively impact their own wellbeing
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(Meyer & Hiinefeld, 2018). This would be consistent with the Job Demands—Resources Model of
Burnout (Demerouti et al., 2001), with the interaction of high job demands and reduced external re-
sources leading to burn out in the form of exhaustion and disengagement. This could be incredibly
detrimental both for the wellbeing of helpers and for the people with HD who are so attuned to the
importance of the therapeutic relationship.

The current review highlights the importance of providing effective clinical supervision and training
in working with HD, for both professionals and non-professionals. Effective supervision is vital for
mental health workers across nursing, medics and allied health professionals to avoid burnout (Sellers
et al., 2024) and similarly volunteers have also expressed a desire for this in the current study. It could
be helpful for those working with HD to share anonymised examples of good practice and successful
outcomes within their teams to help build hope that change can occur, whilst holding in mind that
expectations of progress may differ from reality, as described by Noyes et al. (2024). This could help to
promote more positive attitudes, dispel negative stereotypes and decrease the risk of stigma. Overlap
also exists between professionals' frustration with gaps in service provision highlighted in the current
study, which is also reported by people with HD (McGrath et al., 2024).

For those professionals who struggle to make progress when working with HD, it is important to
communicate that there is a pre-existing evidence base to refer to and that further training could in-
crease confidence and skills. For example, it was notable that 13% of mental health professionals who
participated in Tinlin's (2022) study reported being awate of the CBT model of HD but not making use
of it in a clinical setting, and 95% of staff reported that they required training to work with HD. It is
hoped that the consolidation of this evidence is validating for people working with HD and gives them
an insight as to what to expect.

It is important for future research to understand whether perceptions of working with HD subse-
quently affect treatment outcomes, as well as investigate the impact of training and supervision upon
helpers' attitude and knowledge. For example, providing helpers with a better idea of what to expect
when working with HD, dispelling unhelpful narratives which may exist in relation to HD and identi-
fying realistic outcomes, may help people to be better equipped in working with this client group which
may have a positive impact upon the working relationship. It would also be helpful for future research
to explore in more detail whether differences exist across professional disciplines. Future qualitative re-
search would also need to consider quality aspects; for example, a number of the included studies did not
adequately consider the relationship between researcher and participants, with reflexivity being critical
to qualitative research (Shaw, 2010).

A strength of this review is that it offered a range of perspectives across helpers including profes-
sionals and volunteers, and it incorporated various professionals including those from mental health
services, housing, and social work. Furthermore, most of the papers were rated as high quality. It
should be acknowledged that given the thematic synthesis has consolidated both professionals' and
non-professionals' experiences, these experiences will vary. Despite this, the findings reflect that pro-
fessionals and non-professionals broadly experience similar challenges in supporting people with HD.
There may however be differences in professional discipline due to the nature of contact; for example,
differences may exist between housing officers and environmental health officers, given they may not
be involved by choice of the individual, in comparison to clinical psychologists. From a methodological
perspective, the potential for risk of bias could have been improved by having a 100% inter-rating check
at the article identification stage of the review process.

CONCLUSION

To conclude, professionals and non-professionals report experiencing challenges in working with
HD across a number of areas. Both groups understand the importance of building trust with in-
dividuals with HD and are aware of factors that can make the work more complex. The work can
present various dilemmas for professionals in particular, recognising that choice is important but
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can have detrimental consequences for the individual with HD. There were differing perceptions
of the work, with some feeling hopeless and overwhelmed, and others intrigued by what drives
hoarding behaviour, with this interest being especially apparent in volunteers. Professionals and
non-professionals would benefit from receiving tailored supervision and training to further their
knowledge and confidence in working with HD.
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