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INTRODUCTION

The Allegheny County Hoarding Task Force is a collective group of individuals working to accomplish the
mission of the Task Force. The Task Force does not have and cannot accept funding and does not engage,
intervene or consult on individual hoarding cases, concerns or situations.

* The mission of the Allegheny County Hoarding Task Force is to better understand the nature and extent of
hoarding, increase education and awareness and coordinate community resources in Allegheny County, so
community services are better able to respond to individuals with hoarding disorder.

This document has been created by members of the Hoarding Task Force Education Workgroup. Information
in this document has been developed by its members through professional experience and research. This
documents is not meant to replace professional or legal advice. It is a first step to learn a bit more about
Hoarding and Hoarding Disorder and the complex issues that are faced by people with this disorder.
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AUDIENCE AND PURPOSE

* Target Audience: Community segments and organizations that do not exclusively work with
individuals with a hoarding disorder, but may come across hoarding in their line of work, such as
code enforcement, municipal workers, first responders, insurance industry employees among other

populations that are seeking more information about hoarding disorder.

* Purpose: Examine multiple components of hoarding, including hoarding disorder basic definitions,

stages of hoarding, risk factors, safety and interaction.



o TOPICS

* BACKGROUND AND DEFINITIONS
e DEBUNKING THE MYTHS OF HOARDING
*  COMMON CHARACTERISTICS OF INDIVIDUALS WITH HOARDING DISORDER
* STAGES OF HOARDING
* RISK FACTORS
*  CLEANUP/REMEDIATION
* ROADBLOCKS AND BARRIERS
* DANGERS

*  SAFETY
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WHAT IS HOARDING?

* Hoarding is the excessive acquiring and accumulation of items along with a persistent inability to discard items because of a perceived need
to save. These items may have little value or utility. The thought or action of discarding an item will cause discomfort and distress.

* Collecting VS. Hoarding

* Collecting — A person who collects items of a specified type, professionally or as a hobby.. A collector differs from a hoarder in that a collector
displays and cherishes their items while being able to set boundaries on their acquisitions and fully understand their collections actual value.

* Hoarding — Hoarding is the excessive acquiring and accumulation of items along with a persistent inability to discard items because of a
perceived need to save. These items may have little value or utility. The thought or act of discarding an item will cause discomfort and distress.

An Individual suffering from hoarding disorder has persistent difficulty discarding or parting with possessions, regardless of their actual value



COMMON CHARACTERISTICS

* Individuals with hoarding disorder are often stigmatized. The Hoarding Task Force Education Workgroup has
reflected on their experience working with individuals with hoarding disorder and developed the follow list of
common characteristics. Individuals with a hoarding disorder are often...

* Visual learners

* Highly educated

* Creative

* Passionate

* Have strong environmental concerns
* Enjoy giving to others

* Enjoy reading literature



D DEBUNKING THE MYTHS OF HOARDING

e THIS SECTIONS DISPELS COMMON MYTHS ABOUT INDIVIDUALS WITH HOARDING
DISORDER.

« INFORMATION IN THIS SECTION WAS DEVELOPED BASED ON DISCUSSION WITH PROFESSIONALS
ON THE HOARDING TASK FORCE EDUCATION WORKGROUP BASED ON THEIR EXPERIENCES.
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HOARDING STEREOTYPES V. REALITY

Hoarding Stereotype
Hoarded homes are filthy.

All hoarding homes have bugs and vermin.

People who hoard are poor.

People who hoard are lazy.

People who hoard are agoraphobic and/or anti-social.

People who hoard are overweight.

People who hoard are uneducated.

Hoarding Reality

Not all hoarded homes are filthy. Many hoarded homes are organized and
clean.

Many hoarded homes do not have an infestation.

Hoarding affects people of all socio-economic status and backgrounds

Individuals who suffer from hoarding disorder often struggle with
depression. This makes doing everyday tasks very difficult.

A lot of people who hoard have a community and family who love them.

Individuals who suffer from hoarding disorder come in all shapes and U
sizes.

Most individuals who hoard not only have an education but often have had
well-paying jobs either in the past or present.
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STAGES OF HOARDING

Hoarding disorder is chronic and progressive, meaning hoarding is likely to increase over time. The Clutter
Rating Scale is used to determine the extent of clutter. For more information about this scale please click
on the link below. The clutter Rating Scale uses 9 stages, however in the descriptions below a 1 to 5 scale is

used, with stage 1 being least advanced and stage 5 most advanced.

* The categories below outline the stages of hoarding. Click the link below to access the Institute for

Challenging Disorganization Clutter Rating Scale for more detail:


https://challengingdisorganization.org/resources/clutter-8211-hoarding-scale

STAGES OF HOARDING

Stage 1

Stage 1 following the Clutter Rating Scale is the least advanced level of hoarding. At this stage hoarding
behavior and habits become solidified.

Below are common characteristics that may present in stage 1

eAll doors and stairways are accessible

eAll amenities are accessible and working

eFunctioning bathroom and clean clothes

oAll family members and pets are healthy, clean, and well nourished
eMaintained finances

eInvites friends’ over

eNot generally viewed as a hoarder

eFeelings of anxiety about their clutter, with minimal effects




STAGES OF HOARDING

Stage 2

In stage 2, indicators of hoarding become more identifiable. Safety issues are starting to arise and impaired
functioning is starting to present, including accessibility and mobility constraints.

*One exit to the house is blocked or one room is unusable

«One major appliance is not in working order because it is too difficult to access

eless attention is being paid to housekeeping. (e.g. Dishes are piling up and shelves remain dusty)
ePet odors becoming noticeable.

eShift in focus from life to clutter.

eDiminished social and family interaction

eReduction in the number of guests they have over because of embarrassment

eMild anxiety and depression

eShifting from embarrassment to justification




STAGES OF HOARDING

Stage 3

Stage 3 is the mid-point on the Clutter Rating Scale and signs of hoarding are starting to become evident to
outsiders.

eIndoor items may be stored or tossed outside

eMinor structural damage

eEvidence of excessive extension cord use and phone lines when outlets get blocked off

ePets may have fleas

eThe kitchen sink may be full of dishes and standing water

eStairs and walkways are generally extensively cluttered and difficult to navigate

eQOutside storage (shed or garage) is overflowing

ePersonal care is neglected

eConsuming reheated, precooked, or fast food because the kitchen is only borderline functional
eDecreased physical activity

eFamily has attempted to intervene numerous times and is faced with rejection and withdrawal.
eWork place problems

eGrowing financial concern
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- STAGES OF HOARDING

Stage 4

Stage 4 consists of advanced structural damage in several areas, including sagging floors and ceilings.
Major appliances are no longer working properly or at all. The house and contents pose a significant safety
risk to occupants.

Additionally, individuals will not have access to fresh foods and safe/workable food preparation area and
utensils.

eMold, bugs, and cobwebs may be present

eContents are stored in uncommon places such as clothes hanging on the shower curtain rod or
important documents in the oven

eIndividuals who hoard will remain in very small area of the house, “The Cockpit”

eBathe in the sink or not at all

eStruggle to get to work on time or no longer working

eSignificantly behind on bills and other serious financial troubles

eUtilities may be shut off

ePets may have run away or died in the house

eIndividuals may have shut everyone out of their lives




STAGES OF HOARDING

Stage 5

Stage 5 is the most advanced and profound stage. Hoarding is evident and the property is highly unsafe and
inhabitable.

eMajor structural damage to the house

eSevere mold, strong odors, bugs, rodents, and cobwebs

eEntire floors of the house might be blocked off

eWalls of items in every room

oStruggling to complete simple tasks like eating, sleeping, using the restroom
eLimited to consuming soft drinks, fast-food or expired foods

eFamily and friends (if they are still in contact with them) are deeply concerned
eSerious financial problems

eSevere, debilitating depression

eConfusion

e|solated to their house, unless it is to move into their car or a homeless shelter




2 HOARDING DISORDER RISK FACTORS

|dentify risk factors (antecedents) that may lead an individual to hoard.
These factors may be a combination of physical, psychological and environmental.

Information in this section is developed from conducting a literature review of hoarding risk factors

and reviewing professional experiences working with individuals with hoarding disorder.



2 HOARDING DISORDER RISK FACTORS

AGE

Hoarding appears more commonly in older individuals, as the disorder is progressive. Hoarding is likely to have started at a much earlier period of life, however the effects may not
be observed until the individual is older. The Mayo Clinic reports hoarding usually starts around age 11 to 15 and progresses throughout life.

DEMENTIA

* Dementia creates changes in the brain that can lead to hoarding, according to the Alzheimer’s Association. They also report hoarding may develop in the early and middle stages
of dementia. Like other individuals that hoard, individuals with dementia

* Forget to discard things

* Have difficulty distinguishing items that should be kept or discarded

* Have difficulty remembering where items are stored, placed or hidden
DEPRESSION AND ANXIETY

*  50% of clients with hoarding disorder have a major depressive disorder as well.

SOCIAL PHOBIA AND ISOLATION
'
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People with hoarding disorder are more likely to be socially isolated. Their past experiences have caused them to distrust people and they find interacting with people often causes
emotional or physical pain. Individuals who hoard may prefer material comfort.
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HOARDING DISORDER RISK FACTORS

PERSONALITY AND DECISION MAKING

* According to the Mayo Clinic, individuals that have hoarding disorder may be more indecisive, taking longer to
make a choice to throw away or keep an item

» Suffer from chronic disorganization which makes deciding very difficult since they are unable to clearly outline a
purpose and need for an item

TRAUMA AND STRESS

Most Individuals who struggle with hoarding have a history of trauma. As a means of coping with the past, individuals
seek comfort in possessions. Sometimes these possessions create a physical barrier between them and the persons or
world that harmed them. Other times folks who have suffered abuse, neglect, or rejection turn their affections towards
items and the joy that they bring serves as a substitute in for healthy interpersonal relationships.
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CLEAN UP AND REMEDIATION

Clean-out can be a very stressful situation for an individual who hoards. Because of
the emotional attachment to the items, this can a very vulnerable time for the

client. When helping a loved one processing their items, it is important to allow the
client to make the majority of the decisions on their own. This process requires
compassion, patience, and understanding on the part of the individual assisting the

client.



CLEAN UP AND REMEDIATION

Unfortunately, if a clean-up requires professional services, these can often be costly. A clean-up could cost upward of
$5,000 or more, but is very situational

Some considerations:

* If biohazards of present
* Property size

* Property condition

* Property location

* Property/utility damage

* Level of client involvement
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ROAD BLOCKS AND BARRIERS TO TREATMENT

There are many road blocks and barriers preventing clients from successfully

accessing, receiving and progressing through the treatment and clean-up

process.

Information in this section was developed through common research and
members of the Hoarding Task Force reflecting on common road blocks and

barriers they have identified as part of their professional experiences.

U\/ - v



2 ROAD BLOCKS AND BARRIERS TO TREATMENT

Money and Finances

Money is a common barrier to treatment. Individuals that hoard may not be financially equipped to engage in an intensive clean out
program. A clean-up could cost around $5,000 or more.

If an individual is covered by health insurance, they may be able to access therapy services. Health insurance will not cover the cost of
cleanup and remediation.

Client Self-insight

Clients may lack full insight into the extent of their hoarding situation and may be unready and unwilling to improve their situation. Some
may be unable to comprehend the size of their clutter and feel their issues are more related to a lack of space or lack of organization.

No insight - No awareness; denial and justification of one’s hoarding situation. Believes hoarding behavior and situation is not problematic

Partial insight Some awareness of one’s situation, causes and consequences. Mostly believes hoarding behaviors are not problematic. =
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Full insight - Good awareness of one’s situation and causes, effects and consequences. Person can accurately explain and describe their situation.
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ROAD BLOCKS AND BARRIERS TO TREATMENT

Physical Ability

* Individuals who hoard may not have physical ability to clean up because of advanced age, fragility or physical disability. Individuals should be encouraged to participate to their
full potential and be an active member in the cleanup process.

Support

* Hoarding is often isolating. Many individuals that hoard are ashamed and embarrassed and hide their situation from others. Lack of support can lead to isolation, depression,
anxiety among many other issues.

Stigma and Discrimination

* The stigma of having a hoarding disorder may be at the core of why an individual does not seek treatment. With the way, the disorder is negatively portrayed in the media, an
individual may be more comfortable hiding the illness and withdrawing from those around them, rather than becoming vulnerable to critics. Special care and sensitivity needs to be
taken to engage an individual to accept services.

Transportation and Community Access
*  Access includes transportation and physical and community access. Individuals in rural areas may not have access to public transportation.

* Anindividual may have to drive an hour or more to be able to receive support, treatment or socialization.
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LEGAL SUPPORT

Individuals diagnosed with hoarding disorder are protected under the Americans with Disabilities Act (ADA).
* Individuals with a hoarding disorder diagnosis are entitled to reasonable accommodation.

* Contact your local legal aid organization or ADA coordinator for additional information.

If the safety of children, older/vulnerable adults is suspected or in question, contact the appropriate protective
service agency.

Protective Service Contact Numbers:

* Children Protective Services 1-800-932-0313

e Older Adults Protective Service 1-800-344-4319


http://www.county.allegheny.pa.us/Human-Services/Programs-Services/Children-Families/Child-Protection.aspx
http://www.alleghenycounty.us/Human-Services/About/Contact/Older-Adult-Abuse.aspx

SAFETY AND PRECAUTIONS

Hoarding situations require special safety measures. safety precautions can be used to mitigate risks in
a hoarding situation. Each hoarding situation is unique, so understanding the extent and degree of
hoarding is important. Some hoarding situations may be advanced, with mold, dead or alive animals,

including urine and droppings. Additionally, structural integrity issues and fire risks are increased.

Please note that hoarding clean up may require specialized services, such as mold remediation and
hazardous waste management. It is important to seek these services when appropriate and not risk
personal safety.

Information in this section was identified through primarily researching Centers for Disease Control and

Prevention publications other web-site based resources.



ANIMALS / VERMIN

Animals and vermin may be present in hoarding situation.
It is important to understand animal hoarding is different from attracting animals and vermin.
Animal hoarding is distinctly acquiring animals.

Vermin and pests Vermin is defined as a small, common, harmful or objectionable animal (as lice or fleas) that are difficult to control

Raccoons, bats, feral cats and dogs may inhabit a severely hoarded property and potentially carry disease, including

Other non-domesticated animals )
rabies.

In a severely hoarded home domesticated animals may become trapped under debris or unable to access fresh food and

water, a result the animals will run away or die. O’

Domesticated animals




Fire hazards

Unstable surfaces

Inaccessible exits

Risk of collapse/entrapment

Damaged utilities

STRUCTURAL DAMAGE

Accumulation of flammable and combustible materials in excess possess a fire hazard. Evacuation and
rescue during a fire or other emergency may be compromised because the level of hoard. Some hazards
include:

Multiple extension cords

Overloaded outlets

Blocked heating vents

Improper use and maintenance of appliances
Damage to electrical system

Occupant smoking without precaution

Depending on the extent of a hoarding situation, walking paths may be cluttered with debris, creating tripping
hazards and affect balance.

Many hoarded properties are at an increased fire risk. In the event of a fire or need to evacuate, exits may not be

easily accessible or usable.

Individuals with mobility impairments may be in particular danger Q

Piles of clutter may collapse/cave in and/or shift, especially when disturbed by humans and animals. O
Gas lines, electrical sources may be damaged, leading to shock and fire hazards. \J

Water and sewage pipes may be damaged, especially in older properties with brittle lead piping.
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PRECAUTIONS AND PERSONAL PROTECTIVE I
EQUIPMENT

* Precautions should be taken and Personal Protective Equipment (PPE) used as appropriate to
reduce risk of infection and contact with hazards in a hoarding situation. The type of interaction,
hoarding severity and hoarded content will inform the precaution and equipment that should be

used. The following precautions and PPE should be available to use in a hoarding situation.

* Information in this section is gathered through web-based research. Information in this section is
used or general knowledge and each situation is unique and this document is not a comprehensive

manual that addresses safety. It is designed to provide a general overview.
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PRECAUTIONS AND PERSONAL PROTECTIVE
EQUIPMENT

Standard Precautions
Standard precautions should be taken when entering a hoarded property. Proper judgement should be used regarding the level of precaution needed.

The following are some examples of precautions that could be taken in a hoarding situation.
*  Proper hand washing
* Ventilate work area as possible

*  Change of clothes and change clothes before returning to personal residence.
Personal Protective Equipment (PPE)
Personal Protective Equipment, (PPE) equipment is used to protect an individual from possible hazards by creating a barrier between the environment and person.

Some important PPE items are listed below
* Durable work gloves
*  Shoe covers
*  Goggles/face shield
*  Respirator/mask (two strap, N — 95)

*  Protective gown

* Closed toed shoes o . [



ENTERING A HOARDED PROPERTY

CAREGIVERS AND PROFESSIONALS THAT ENTER THE HOME ARE SUBJECT TO
HEALTH AND SAFETY CONCERNS.

THE FOLLOWING ARE IMPORTANT STEPS TO CONSIDER TO SAFEGUARD YOURSELF

Take only essential items with you.
Place personal belongings into a plastic bag, seal it, and leave it near the door, to be picked up when exiting.
Consider bringing a change of clothes in more severe circumstances.

Avoid wearing loose fitting clothing, open-toed shoes, or shoes with deep treads that could hold pests or unsanitary debris. Consider using protective
equipment (gloves, boots, gown, mask) in more concerning environments while weighing the impact this may have on the therapeutic alliance.

Avoid sitting, particularly on soft-covered furniture.
Do not lift, carry, or walk into areas you do not feel comfortable accessing.

Be aware of your exits and paths. Avoid areas where piles can easily topple.



ENTERING A HOARDED PROPERTY

CLIENT SAFETY

It is important hoarding client’s safety be considered. The client’s level of insight will influence the mitigating safety factors the client is willing

to take.

Two accessible exits in every rooms

Smoke AND carbon monoxide detector
Emergency response system, when indicated
Working and accessible landline /cell phone
Area to store and prepare foods safely
Working bathroom

Working utilities



ENTERING A HOARDED PROPERTY

Community and Public Health Concerns

Hoarding in apartments and closely constructed homes create dangers for the community in addition to
the individual that hoards. Community safety is affected because the consequences and risks of hoarding
are often not easily confined.

Some examples of community risks include:
* Water damage
* Odors
* Fire

* Infestation of bugs, fleas, and other animal and pests that may travel outside the apartment/home.

v Y - 9



FIRST RESPONDERS

When responding to an emergency, first responders are faced with increased safety risks in hoarded
properties. Hoarded homes may not have direct paths and ingress/egress that prevent emergency

responders from successfully carry out their duties. Hoarding situations create a substantial risk to

both occupants and responders.



FIRST RESPONDERS

FIRE RESPONDERS

Entering a hoarded home that is on fire is extremely dangerous for fire personnel. Hoarded homes may
contain many flammable items creating an explosion risk. The fire may also weaken piled of hoarding
items, creating cave-ins and entrapment risks. Individuals that are trapped in a hoarded home that is
consumed by fire are less likely to be rescued. Hoarding situations reduce the ability of fire personal to
control the fire and preserve further property damage. Hoarding may increase the speed which fire

spreads because the abundance of combustible material to serve as a fuel source.



CONCLUSION

There is a void in academic literature and research on hoarding disorders. Insurance will only pay for treatments
that are “evidence based”, meaning they have been well researched treatments and proven to work.

With little research on the topic of hoarding comes minimal approved treatments. This also affects the availability
of funding for those struggling with this disorder. Hoarding disorder research needs to be made a priority.

As community members, we can advocate for more funding to be directed to hoarding disorder research and
programs that assist those struggling with hoarding. Raising awareness and destigmatizing this disorder helps create
an environment where those who once struggled silently can confidently reach out for help.
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