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Abstract

Objective—To explore the acceptability of currently available treatments and services for
individuals who self-report hoarding behaviors.
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Method—Between 10/2013 and 8/2014, participants were invited to complete an online survey
that provided them descriptions of eleven treatments and services for hoarding behaviors and
asked them to evaluate their acceptability using quantitative (O [not at all acceptable] -10
[completely acceptable]) Likert scale ratings. The a priori definition of acceptability for a given
resource was an average Likert scale score of six or greater. Two well-validated self-report
measures assessed hoarding symptom severity: the Saving Inventory-Revised and the Clutter
Image Rating Scale.

Results—Two hundred and seventy two participants who self-reported having hoarding
behaviors completed the questionnaire. Analyses focused on the 73% of responders (h=203) who
reported clinically significant hoarding behaviors (i.e., Saving Inventory-Revised scores of >40).
The three most acceptable treatments were individual cognitive behavioral therapy (6.2 £3.1 on the
Likert scale), professional organizing service (6.1 £3.2), and use of a self-help book (6.0 £3.0).

Conclusion—In this sample of individuals with self-reported clinically significant hoarding
behaviors (n=203), only 3 out of 11 treatments and services for hoarding were deemed acceptable
using an a priori score. While needing replication, these findings indicate the need to design more
acceptable treatments and services to engage clients and maximize treatment outcomes for
hoarding disorder.

Keywords
Hoarding Disorder; Treatment Acceptability; SRI; Stimulant; CBT

Introduction

Hoarding disorder, characterized by difficulty parting with a large volume of possessions
that results in distress and impaired functioning, is a new diagnostic entity in DSM-5.1
Despite its prevalence (2—-6%)24 and impact on public health,>~7 under-utilization of mental
health resources by consumers remains a challenge.8-11 Consistent with the recent emphasis
on patient-centered care, 12- 13 we hypothesized one potential reason that treatments and
services for hoarding disorder were under-utilized was that clients did not find these
treatments acceptable. Identifying what types of treatments are acceptable can help inform
community treatment programs for individuals with hoarding disorder as well as guide
future treatment development.

The term “acceptability” originates from the field of implementation science and has been
defined as follows: “Acceptability is the perception among implementation stakeholders that
a given treatment, service, practice or innovation is agreeable, palatable, or satisfactory.”14
Proctor et al (2011) describe that, unlike the larger construct of service satisfaction (typically
measured through consumer surveys referencing the general service experience),
acceptability is more specific, referencing a particular set of treatments based on consumer’s
knowledge of the dimensions of treatment (e.g. content, complexity, or comfort). Lack of
acceptability has been previously described as an obstacle to transferring treatments from
research to practice.1% 15 Furthermore, it has been suggested that treatment acceptability
may underlie treatment choice.18 Assessing acceptability and the factors that influence

J Obsessive Compuls Relat Disord. Author manuscript; available in PMC 2017 October 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Rodriguez et al. Page 3

acceptability may add insights to research examining mental health utilization by individuals
with hoarding behaviors.17: 18

One prior online study aimed at understanding the economic and social burden in
individuals who self-identified as having hoarding behaviors (n=864) also examined general
attitudes toward mental health treatment in this sample.1” Of the participants who reported
attitudes toward mental health treatment (n=853), 720 (84.4%) reported that they would
(probably or definitely) go for treatment for their problems with hoarding behaviors.’
However, to date, no studies have queried what types of available treatments and services are
acceptable to individuals with clinically significant hoarding behaviors.

To close the gap and explore this important issue for the first time in a community sample,
we used a method of convenience (e.g. an online survey) to assess the acceptability of eleven
currently available treatments and services for individuals who self-report suffering from
clinically significant hoarding behaviors.

Method

Subjects were recruited between October 2013 and August 2014 by online advertisements
(e.g. iocdf.org, meetup.com, craigslist.org). Advertisements were designed to recruit eligible
adults (over age 18) who self-identified as having problems with different types of potential
hoarding behaviors (i.e., “Do you have trouble with clutter, excessive collecting, or
hoarding?”). The self-report survey was administered using surveymonkey.com. After study
completion, participants were eligible to enter a lottery (unlinked to participant’s survey
answers) with a one in one-hundred chance to win a $100 gift card to Amazon.com. The
Institutional Review Board of the New York State Psychiatric Institute approved the study.

Survey Instrument

The survey was developed by the authors and designed to be completed in 30 minutes. It
included five sections: 1) demographics, 2) current hoarding symptoms, 3) the acceptability
of treatments and services, 4) personal experiences with treatments and services for hoarding
behaviors and 5) current mood. Each section is described below.

Demographics—Participants were queried about sex, age, racial and ethnic background,
marital status, income, education, employment status, geographic location, and health
insurance.

Current Hoarding Symptoms—Two self-report measures assessed hoarding symptom
severity: the Saving Inventory-Revised (SI-R)® and the Clutter Image Rating Scale (CIR).20

The SI-R is a 23-item self-report measure of hoarding disorder behaviors in three subscales:
clutter (9 items), difficulty discarding (7 items), and acquisition (7 items). Each item is rated
from 0 to 4, with higher numbers indicating greater symptom severity. A total score of 40 or
more indicates clinically significant hoarding behaviors.1® Internal reliabilities for the SI-R
(subscales and full scale) in this study ranged from good to excellent (a. = 0.83t0 a =
0.93).2
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The CIR is a 3-item picture scale assessing level of clutter with high internal consistency and
test-retest reliability.20 Individuals are asked to match their level of clutter to one of nine
pictures numbered from 1 to 9, with higher number indicating greater clutter. Scores for
three representative rooms (kitchen, bedroom, living room) are averaged. Internal
consistency for these three rooms was good (a = 0.84). Individuals with hoarding behaviors
can reliably rate the level of their clutter with the CIR; strong correlations have been
reported between participant self-report and experimenter ratings in the home (r=.74).20

Finally, in addition to the self-report measures described above, participants were also asked
the following question: “Are you worried you may be at risk for eviction?”

Acceptability of Treatments and Services—Acceptability was assessed using an
analogue Likert scale from 0 (not at all acceptable) to 10 (completely acceptable) for eleven
treatments and services for hoarding disorder (see Table 2). The a priori cutoff for a given
resource being “acceptable” was an average Likert scale score = 6; this score was chosen
because it reflects more than a neutral stance (putatively a “5”) to the given resource. The
eleven chosen (see below “Selection of Treatments and Services” for methods) spanned
different types of resources including: self-help (i.e., self-help book, facilitated self-help
support group, online support group), psychotherapy (i.e., individual cognitive behavioral
therapy, group cognitive behavioral therapy), medications (serotonin reuptake inhibitor,
stimulants), and community services (cleaning and removal service, professional organizing
service, case management service, court-appointed guardian). Descriptions of each treatment
or service were provided in English using both audio and written presentations to enhance
ecological validity.13 Each description included information about risks, benefits, cost, and
time commitment (see Appendix 1 for full descriptions). For each treatment and service,
participants were asked in open-ended questions (see Appendix 2 for example screenshot)
which aspects they found acceptable and unacceptable, and what they anticipated might be
barriers to seeking out that particular intervention.

Personal Experiences with Treatments and Services—Using a checklist format,
participants were asked which of the 11 treatments and services, if any, they had ever tried in
the past (regardless of whether the treatments were specifically for hoarding or other
comorbid conditions), and which, if any, they would be interested in trying in the future.

Current Mood—Mood was assessed using the 21-item version of the Depression Anxiety
and Stress Scale (DASS-21), a self-report measures of depression, anxiety, and stress.22
Ratings of the relevancy of each of the three negative affective states over the past week
were reported on four point Likert scale (0-3). A score of 0 indicated that the item “did not
apply” and a score of 3 meant that the participant considered the question to apply “very
much, or most of the time.” This scale has been used in prior studies of hoarding disorder®
and has high concurrent validity and reliability.23 Internal reliabilities for the DASS-21
(subscales and full scale) in this study ranged from good to excellent (aa = 0.80to a =
0.93).2
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Selection of Services and Treatments

To canvas potential treatments and services for inclusion in the acceptability survey, a search
was conducted on August 15t, 2013 through the academic databases PubMed and Google
Scholar using the search term ‘hoarding’ combined with a set of terms related to treatments
and services, including therapy, cognitive behavioral therapy (CBT), psychotherapy,
medication, serotonin reuptake inhibitors, stimulants, psychopharmacology, self-help,
community services, and treatment study. This search yielded 305 studies. We then applied
the following inclusion criteria: a) hoarding was the primary condition being studied; b)
validated measures of hoarding were included; c) the study was an open or randomized
controlled trial of an intervention. Thirteen studies® 9 11.24-33 met these criteria (only 3 of
which were a randomized controlled trial 11 25 28) To enhance generalizability, we also
included treatments and services that were commonly offered to individuals with hoarding
behaviors by a government or non-profit community agencies or organizations (i.e. adult
protective services, eviction intervention services, housing court). The only community
services excluded were hoarding task forces, in which key elements of the intervention are
different from city to city thus difficult to capture in a succinct description needed for survey
use (e.g., variability of hoarding task force members, meeting intervals, and resources
offered).

Once the descriptions were prepared, the co-authors next sought independent feedback on
the compiled list of treatments and services and the content of individual descriptions.
Consideration was given to soliciting feedback from all hoarding researchers and members
of the International OCD Foundation (IOCDF) hoarding interest group; however, given the
pilot nature of the study and the need for the descriptions to match each other as nearly as
possible in sentence structure, word count, and grade level while ensuring readability, the
decision was made to assemble a focused group. To employ this targeted approach, RF
identified 4 hoarding researchers and active members of the IOCDF hoarding interest group
that represented fields of psychiatry, psychology, social work, and community services) who
were emailed an invitation to provide feedback on the overall list and content of each
description. After incorporating feedback from this independent panel, the descriptions’
readability was vetted by SRP using a readability formula commonly used to assess health
education materials, the Simplified Measure of Gobbledygook (SMOG), 34 35 and then the
authors [CIR, RF, and HBS] reviewed and approved the final content.

Quantitative Analysis

Statistical analyses were performed using Statistical Package Social Sciences, version 22.0
(SPSS Inc., Chicago, Illinois) on participants who had clinically significant hoarding
behaviors (n=203). Descriptive statistics were used to describe demographics, experience
with any treatment and services status (non-experienced vs experience with at least one
service), as well as ratings of acceptability. Using collapsed dichotomous variables for
acceptability (acceptable [6-10] versus not acceptable [0-5]), gender (female vs male),
income (low [<$25,000] vs other), Chi-square analyses and Pearson correlations were used
to examine exploratory associations between demographic and treatment variables and
acceptability ratings. Alpha = .05 was used as the criteria for significance. Given the
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exploratory nature of this study, corrections for multiple comparisons were not made, thus
Type | error cannot be ruled out.

Qualitative Analysis

Qualitative data were abstracted using an inductive process previously described.36 Two
coders (AL and JZ) each developed a preliminary list of domains by independently
reviewing the qualitative reasons given for acceptability, unacceptability, and barriers to
care. The coders then met and iteratively modified these domains by comparing data and the
derived domains and discussing to consensus until core domains emerged. For acceptable
and unacceptable aspects and barriers to care, we present domains that at least 10% of the
sample36 reported.

Results

Sample

Two hundred and seventy two individuals completed the online survey. The analyses focused
on only those individuals who self-reported clinically significant hoarding behaviors (n=203,
73%) on the Saving Inventory Revised (SI-R = 40) to assess treatment acceptability in those
who could benefit from treatment. Table 1 presents demographic and clinical characteristics
of participants who had clinically significant hoarding behaviors (n=203). Most of the
participant sample were middle-aged (48 years old [SD = 18]), Caucasian (76%) women
(80%), who were not married nor living with a partner (54%). Approximately 30% of the
sample had an income of < $25,000. Individuals had some higher levels of education (56%
completed college and 27% also had a graduate or professional degree) and low rate of
current unemployment (13%). Participants reported moderate levels of clutter: mean CIR
score was 3.6 (SD = 1.4) out of a total 9 (maximal clutter). Participants had moderate levels
of depression (DASS-21 score was 9 [SD =6]), mild levels of anxiety (5 [SD = 4]), and mild
levels of stress (9 [SD = 5]). Only 18% endorsed concerns about being evicted. Those who
did reported higher levels of clutter using both the CIR mean score 4.5 (SD = 1.6) (F=35.95,
p<.001) and the SI-R clutter subscale mean score 25 (SD = 6.5) (F= 14.48, p<.001), but
not significantly higher levels of other hoarding behaviors, using the other 2 SI-R subscales.

Treatment Acceptability

Among the 203 participants with clinically significant hoarding behaviors,, the three
treatments or services that met criteria for “acceptable” treatments/services (average Likert
scale score = 6) were individual cognitive behavioral therapy (6.2 + 3.1), professional
organizing service (6.1 + 3.2), and self-help book (6.0 + 3.0) (Figure 1). Of the “not
acceptable” treatments and services, the three lowest scores were serotonin reuptake
inhibitors (3.7 £ 3.7), cleaning and removal services (3.6 + 3.4), and court-appointed
guardian (0.8 + 1.9).

Experiences with Treatments and Services

Approximately one-third of participants (31%) with clinically significant hoarding behaviors
had never tried any of the treatments and services described (Table 1). Of the remaining two-
thirds, the most commonly tried treatments and services were use of a self-help book
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(n=124), SRIs (n=59), and individual cognitive behavioral therapy (n=53). The three
“acceptable” treatments and services (individual cognitive behavioral therapy, professional
organizing service, self-help book) were also the resources participants were most interested
in trying in the future, whether or not those participants had any prior treatment experience
of any kind.

Exploratory Associations

We explored associations between demographic variables (gender and income), experience
with treatments and services, and acceptability of treatments and services following Patel
and Simpson (2010).38 Patterns of acceptability were similar between women and men
except that a higher proportion of women found individual CBT (62% vs. 39%, ;(2(1,
N=199) = 5.81, p<.05), self-help books (56% vs. 33%, ;(2(1, N=199) = 5.68, p<.05), and
online support groups (54% vs. 30%, )(2(1, N=199) = 5.98, p<.05) acceptable. There were
no significant difference between participants in the lowest income bracket and others
(above versus below $25,000 annual household income) in the proportion rating each of
these treatments and services acceptable. A significantly higher proportion of those who
have experience with these treatments or services compared to those with no experience find
group CBT (46% vs. 25%, ;(2(1, N=203) =7.51, p<.01), stimulants (39% vs. 21%, ;(2(1,
N=203) = 6.78, p<.01), SRIs (35% vs. 14%, y*(1, N=203) = 9.14, p<.005), and facilitated
self-help group (45% vs. 22%, ;(2(1, N=203) = 9.58, p<.005) acceptable.

Qualitative Data

A list of domains was generated by two of the authors [A.L. and J.Z.] independently
reviewing the qualitative reasons given for acceptability, unacceptability, and barriers to
care. Results for domains that reached the a priori threshold of a 10% endorsement rate
across all of the participants3® are listed by category in Table 2 along with participant quotes.
We then focused on the most salient factors for clinical care (i.e., the most acceptable
aspects of the most acceptable treatments [Table 2, upper left] and the most unacceptable
aspects of the most unacceptable treatments [Table 2, lower right]). Qualitative data suggest
factors that made treatments and services most acceptable were personalized care (e.g., “It is
one-on-one and specialized to my specific issues™), being held accountable (e.g., “[I would
be] forced to address my issues™), and belief that the treatment/service works (e.g., “[this is]
probably be the most effective method™). Factors that made treatments and services
unacceptable were anticipated distress/harm (e.g., “It would be extremely emotionally
painful;” “I...have some worry about long term effects on the brain”), doubts that that
treatment works (e.g., “I would rather get to the root of the issue—I think that hoarding is
rooted in anxiety rather than medical problems”), and lack of control over the process (e.g.,
“l would not want to give someone else that much control over my life”). As barriers to
treatments and services, cost, time, and lack of access reached the 10% threshold as barriers
across all eleven resources presented.

Discussion

To our knowledge, this is the first study to assess the acceptability of currently available
treatments and services in individuals who self-report clinically significant hoarding
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behaviors. There were three main findings. First, only three treatments and services for
hoarding behaviors (individual CBT, professional organizing, and self-help book) were rated
acceptable using an a priori definition (=6 on Likert scale; 10 being “completely
acceptable™). Second, approximately one-third of participants, despite reporting clinically
significant hoarding behaviors, had never tried any of the treatments and services described.
Third, factors that made treatments and services more acceptable are personalization of care,
being held accountable, and a belief that the treatment works. Taken together, these findings
provide insights into the acceptability of treatments and services for hoarding behaviors
from the client perspective and generate ideas for improvement of existing treatments and
services to be tested in future studies.

Characteristics of our online sample are consistent with what is known about individuals
with clinically significant hoarding behaviors from clinical and epidemiological studies.
First, our sample was predominantly female, consistent with existing literature that females
with hoarding disorder are more likely to seek (and enroll in clinical trials providing)
treatment.3” Second, our sample had low income levels despite high levels of education:
epidemiological studies have found that hoarding behaviors are associated with low
income.2 1718 Finally, that one third of our sample had no experience with any treatment is
consistent with epidemiological studies examining treatment utilization in individuals with
hoarding behaviors.1 18

Only three treatments and services were deemed acceptable: individual CBT, professional
organizing, and self-help book. However, these three just barely made the a priori cutoff of 6
on the Likert scale, suggesting there is an important gap between available resources and
acceptability of those resources for clients with hoarding behaviors. For participants who
had tried prior treatments, two of these (self-help book and individual CBT) were also
among the most commonly tried treatments and services. Interestingly, self-help book and
CBT are also those with the greatest level of evidence-based efficacy to date.3’

Our data show medication treatments with SRIs were among the least acceptable, with only
cleaning and removal services and court-appointed guardians having lower ratings. Our
results are consistent with treatment preference studies in other disorders (e.g., major
depression38 and posttraumatic stress disorder3®-41) that report participants prefer treatment
with psychotherapy over medications. Within the medication classes assessed in our survey,
stimulants and SRIs were not meaningfully different in their acceptability. However, when
we examine acceptability by experience with treatments and services, we found medications
were more acceptable to those who had previously tried at least one treatment or service. A
full medication history was not obtained, thus it is not possible to say whether those who had
previously tried medications were more (or less) satisfied with this method of treatment.
Future studies should incorporate medication history and assessment of efficacy.

That people with clinically significant hoarding behaviors had such low treatment
acceptability ratings led us to review whether the same was true for patients with anxiety or
other obsessive-compulsive related disorders. Here, we found a gap in the literature. One
study in 2012 reviewed 15 randomized trials of self-help interventions for anxiety disorders
(including generalized anxiety disorder, obsessive-compulsive disorder, panic disorder
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and/or agoraphobia, post-traumatic stress disorder, and social phobia) and found none
assessed acceptability in terms of any formalized measure of satisfaction.#2 Acceptability of
psychotherapies for OCD was evaluated in one large pragmatic effectiveness trial and one
randomized controlled trial, but these focused on delivery formats for CBT interventions
(low and high intensity respectively). 43- 44 Research on acceptability of mental health
treatments is a burgeoning field, and further research is need to provide evidence-based,
patient-centered care.12-14

Our qualitative findings suggest possible ways for government and local community
agencies to maximize the impact of treatment programs for hoarding behaviors. First, given
that personalization of care seemed to make treatments more acceptable, programs could
consider offering a choice of multiple treatments and services and highlighting personalized
care tenets (e.g. “one size does not fit all,” “let’s find the right treatment for you”). Second,
given that patients seemed to want treatments that held them accountable, program
developers may want to build in ways to increase accountability (e.g., helping the client
create reasonable goals, making regular follow-up appointments to help the client monitor
their own progress). Finally, given that believing that the treatment will work seems key, and
that studies for pharmacotherapy for hoarding disorder exists (although more research is
needed in larger studies with replication to increase this evidence base),8: 32. 33, 45, 46
psychoeducation to explain how a medication is thought to decrease hoarding behaviors may
result in greater interest in pharmacological treatment initiation. Beyond psychoeducation,
other ideas to proactively increase client’s hopes that treatments can work include increasing
client exposure to former program participants who have decluttered their living space (e.g.
flyers, newsletters, and panels highlighting success stories).

Several study limitations deserve consideration. First, given that the data come from an
online survey, inherent sampling bias may exist, resulting in underrepresentation of
individuals who have poor insight, low motivation to complete questionnaires, and those
who do not have access to a computer or may be unfamiliar with computer use. Although
our survey design prevented participants from advancing to the next assessment until all
items were answered, for potentially sensitive demographic variables, we did not require an
answer to advance, which may have resulted in data loss on specific items (e.g. income,
employment). It is also possible that participants were not accurately self-reporting their
hoarding behaviors. Replication with a subset of patients diagnosed in a face-to-face clinical
interview and in-person evaluation of clutter is needed to test the hypotheses generated in
this pilot trial. Second, we tested the acceptability based on the vetted descriptions of the
treatments and services. These descriptions did not include information on relative cost or
quantify the amount of time spent on behavioral interventions (e.g. practice parting with
possessions), which may have impacted their acceptability. Constrained by minimizing
patient burden, paragraphs may not have fully conveyed what the treatment might be like. It
is also possible that a respondent may consider a treatment acceptable in general, but not
something they would be interested in for themselves. Additionally, in this study, the
treatment acceptability instrument itself is a limitation (an analogue Likert scale
administered at a single time point), since it does not capture the complexity of patient
preferences, which could change with the passage of time and other factors, including cost
of treatments, access to care, and treatment experience like other validated scales aimed to
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assess these constructs. Finally, in a survey format, a detailed psychiatric medication and
treatment history confirmed with a provider or pharmacy records was not possible (e.g.
individual experiences of efficacy of a given treatment may impact acceptability).

In summary, studies suggest that treatment acceptability may underlie preferences for
behavioral treatments, and perhaps, ultimately, treatment choice.18 Our data showing that the
three acceptable treatments and services (i.e. individual CBT, professional organizing
service, self-help book) were also the three resources individuals were most interested in
trying in future, support this theory. Preferences have been shown to be an important
indicator of treatment initiation, retention and possibly health outcomes.38: 47 Future studies
should explore the question of acceptability in hoarding disorder treatment-seeking and
treatment non-seeking samples and test how factors that influence acceptability of
treatments/services can be utilized to maximize treatment outcomes for individuals and their
communities.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Highlights

. Only three treatments and services for hoarding behaviors (individual CBT,
professional organizing, and self-help book) were rated acceptable using an a
priori definition (=6 on Likert scale; 10 being “completely acceptable™).

. Approximately one-third of participants, despite reporting clinically
meaningful hoarding behaviors, had never tried any of the treatments and
services described.

. Factors that made treatments and services more acceptable are personalization
of care, being held accountable, and a belief that the treatment works.
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Average Acceptability of Treatments and Services for Individuals with Hoarding Behaviors.
Acceptability was assessed using an analogue Likert scale from 0 (not at all acceptable) to
10 (completely acceptable) for eleven treatments and services for hoarding disorder. Error

bars indicate standard error. Abbreviations: CBT=cognitive behavioral therapy,

SRI=serotonin reuptake inhibitor.
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Table 1

Demographic Variables for Sample (N=203")

Patient Characteristic

Number (%0)

Sex
Male
Female
Other
Age in Years, Mean (SD)
Ethnicity
Hispanic
Non-Hispanic
Elected not to answer
Race
Caucasian
African American
Asian
Other
Elected not to answer
Marital Status
Single/Never Married
Married/Living with Partner
Divorced/Separated/Widowed
Elected not to answer
Income per Year
< $25,000
$25,000-$54,999
$55,000-$99,999
>$100,000
Elected not to answer
Education
Some High School (9t"-12t" Grade)
High School Diploma
Vocational Training (Beyond High School)
Some College
College Degree
Graduate or Professional Degree
Elected not to answer
Employment Status
Employed
Student/Homemaker/Retired
Unemployed
Disabled

J Obsessive Compuls Relat Disord. Author manuscript; available in PMC 2017 October 01.

33 (16)
162 (80)
8(4)
47.9 (18)

12 (6)
172 (85)
19 (9)

155 (76)
12 (6)
7(3)

10 (5)
19 (9)

69 (34)
80 (39)
40 (20)
14 (7)

60 (30)
61 (30)
37 (18)
24 (12)
21 (10)

3Q)
11 (5)
7(3)
62 (31)
58 (29)
54 (27)
8 (4)

86 (42)
47 (23)
26 (13)
26 (13)
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Patient Characteristic Number (%0)

Elected not to answer 18 (9)
Experience with Treatments and Services for Hoarding Behaviors
Experience with one or more treatments or services 141 (69)

Non-experienced 62 (31)

*
number of participants meeting criteria for clinically significant hoarding symptoms (SIR>40)

Values are shown as n (%) unless stated otherwise.
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Qualitative Data on Acceptable and Unacceptable Aspects of Treatments and Services for Individuals with

Hoarding Behaviors

Treatments and Services Domains Acceptable Aspects?® ~ Quotes Domains Unacceptable Aspects? ~ Quotes
“Having one
person who
Personalized Care knows me...

Individual CBT

Personal Organizing Service

Self-Help Book

Online Support Group

Case Management Service

Facilitated Self-Help Support
Group

Group CBT

Medication Treatment with
Stimulants

Being Held Accountable

Belief Treatment Works

Belief Treatment Works

Privacy

Control over the Process

Privacy

Easy to do

Personalized Care

Social Support

Social Support

Belief Treatment Works

might actually
work.”

“[I would be]
forced to
address my
issues and
with an
expert”

“This is the
most useful
option.”

“they would
help with
something that
is virtually
impossible for
me”

“It’s good
because no one
has to come
and see the
mess.”

“| control
when and how
I access it.”

“Easier to
admit
anonymously.”

“Easier to
attend with a
busy
schedule.”

“It sounds like
it may provide
highly
individualized
help.”

“[This
treatment]
would give me
acceptance
from others.”

“Mutual
encouragement
and support”

“| believe
treating my
attention

None

None

Not Motivated to Change

Doubting Treatment Works

Fear of Being Judged

Doubting Treatment Works

None

Fear of Being Judged

None

Anticipated Distress/Harm
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N/A

N/A

“No motivation
to actually do
it

“Would feel like
I wasn’t doing
something
productive by
reading”

“If the people
are judgmental,
harsh or not
compassionate.

“[1] have a sort
of hopelessness
that it will make
any difference”

N/A

“It’s perceived
as something
normal people
can control.
Admitting to
strangers is
probably
harmless but
still difficult.”

N/A
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Treatments and Services Domains Acceptable Aspects? ~ Quotes Domains Unacceptable AspectsP? ~ Quotes
difficulties
would be very
helpful to me.”
“l...have some
worry about
Anticipated Distress/Harm long term
effects on the
brain.
“Would rather
get to the root
“Recognizes a of the issue--I
deeper think the
Medication Treatment with SRIs Belief Treatment Works problem that Doubting Treatment Works hoarding is
can’t be rooted in
“talked” away? anxiety rather
than medical
problems”
I would love “Having an
to have help entire team
In-Home Help cleaning, Anticipated Distress/Harm enter my home

Cleaning and Removal Service

Belief Treatment Works

Court-Appointed Guardian Service  None

decluttering
and organizing
my home.”

“My place
would actually
get clean”

N/A

Lack of Control over the Process

Lack of Control over the Process

sounds very
stressful”

“Using their
criteria to
discard things
instead of
mine.”

“l do not want
anyone making
decisions for
me.”

a - .
Range of number of participants who wrote responses for acceptable aspects of Treatments and Services n=70-160

b " .
Range of number of participants who wrote responses for unacceptable aspects of Treatments and Services n=75-150

Abbreviations: CBT=cognitive behavioral therapy, SRI=serotonin reuptake inhibitor.
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