PHASE 1: FAMILIES AND CARERS
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Enabling older Tasmanians to age well at home
when they are living with challenges related to
hoarding and/or maintaining a healthy home




About hoarding and challenges
maintaininga healthy home
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Hoarding

Challengesvith (acquiring), sorting or
discarding items or animals

Leading taa clutteredlivingenvironment,
Impeding functioning in livingpacesand
Impacting on health and safety

May be a diaghosed disorder (DSM5), or co
morbid with mental health or other conditions
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Hoarding: common characteristics

Family
history of
hoarding
disorder

Fixed beliefs
about not Emotional
wasting dysregulation

) lyi
objects Underlying

characteristics
within
hoarding
disorder

Emotional
attachment
to items /
animals

Challenges
processing
information
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Hoarding: common comorbidities

wlrauma

Health
conditions in
children /
young people

Health
conditions in

Health
conditions in

adults older adults

wAnNXxiety wPhysical capacity,

wDepression e.g. arthritis

wOCD wExecutive

wExecutive functioning,
functioning, memory loss,
memory loss, disordered
disordered thinking,
thinking dementia
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OlderTasmanians: understanding their stories

~

| would say that hers is in response to dad. And | would adzyQa ¢K2tS FlFLYAf@& K2FNRa® aeé YSY

al & Y& K2FNRAYy3I A& Ay NBaLlRyasS (2 (BRSYPYROKAESR & R ICarsth&8BIR®a LISY R |  f
environmental. A nurture thing... There is evidence to say cleaning up and then you go back up and it was

AGQa 3ISYySiAOz 0SSO0l dzasS (KSNBEE s NJ MEBREDIGNEA | Ay R HAINA b Y@l ReED | YR a dzY Q&
especially where they did have a farm, and it was a whole ARSIECHIITIEY siblings, you go into their houses and
double shed up to the ceiling and lalala. But | believe that SERAN VRS0 GKS@QNB ff K2 NRSRX {KS 3aINBg dzLJ
0SOlIdzaS L Ffaz2 o0SftASOS (KIBHGEIFELE 7a Glad GrewNuiNBeh, ivebff, Boyaspetk @ffdiist. SO0 1 S Y @

kids that way. And they could be doing those behaviours\ikkke R2yQl 1y26 AT RIFIR 2dzald &dz00dzyo SR

Fyeglked .dzi AGQa | o2dzi £ S CEMEESIIK S 2K SNINB| AVIdEK 2% K2a8SX2 {2 L R2y Qi

manage your life and do those regularly to stop yourself ended up going the way hid, whether it was to

from doing that. please mumocLl R2y Qi 1y260d

Developed in adult possibly in
response to a chronic medical issue Understanding
which keeps them housebound from

time to time Stories

She grew up very poor and was taught to
never throw anything away, because it

She got postnatal depression. could be useful somedaghe got worse

YR GKS LIX I OSXAd Physical ( ﬁi;eurgcognitwe after her divorce when her husband
from the time [the child was] a capacities Qézzofg%itiex denied her access to her special
baby til [they] were at mental health and belongings and told her he had burned

kindergarten age, it gradually alcohol use them. She has always torn out cuttings
u FNRBY ySgall LISNE 2N Y
aKS glyida G2 NBFSNI O

odzA £ G dzLJ F Yy R dzLIX
thing that triggered her?
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Understanding theicollections

When my grandmother passed away and she got her : .

share of the furniture, she crammed that furniture into Sentimental items

an already packed house. ofamily items(clothes, hats, photos, jewelry,

G284as OKAfRNBYQ& RNI A
WNork-related items(note books, journals,

My mother has every single manuals, typewriters, computers) items
drawing | ever did as a child.
Every toy. This is all to be
hoardedg handed down to the
AN} YROKAf RNBY @
purpose.

Hobbies
oPurposeful collectiongclocks, watches,

Animals lamps, cards, spoons, brass ornaments,

_ Understanding china ornaments)
uBirds, dogs and collections «Books

guinea pigs wActive and dormant build / craft
projects(tools, cars and parts, sewing,
quilting, plants, fishing equipment, rope

We moved into their old house 12 years after

they vacated it and the biggest bedroom was Household items

full of (clean) rubbish. The pantry also still aNewspapers

contained medicines (use by dates seem to «Furniture and household items for future

have been invented i 1984) ffom the 60 o ot et foleres
9UBSNEZ2YS [—JdZG A U R2oy W Htizgs, Inatiresses) .

FNRYQZ UKSé YyS@USNI OKdzO ¢Alcohol -ffe
useful (like 150 iceream containers, boxes or

bags of any kindyput

I would very easily just write
WONJ LIQ 2y GKA& f
items pertaining to home and
home renovation which they just
KISy Qi R2yS FyR
So every iteration of an drdge
GKFG KFa S@SNI f A
barbecues still in the backyard,
and then whatever possible
NBLX I OSYSy iz 6 dzi
done it. So toilet, sink, cooktop
tucked into places and things. It
could just be in your lounge room.
SOlFdzaS AGQa AYL
to keep it

[Their collections started] 30 years
ago. Started with collecting
magazines of interest and
electronics. He turned his

attention to collecting spoons

Then he started collecting brags
WhatK S dza SR (2 Syae
YR KSQR LIRf{A@ER
0KSY KSQRRAHAI A &
Everypart of his house would be
covered
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What may seem like a piece of paper
to you, that might be a note from
their dead husband, their child. The A
LIK2Y S ydzYo SNJ (2 'KS T NA
dza g |

/ - 2 (] SYR
f2aidd 2dz OFyQi e £ ]

A

over.
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Challenges maintaining a healthy home
(CMHH)

W{ljdzZ ft 2NQ Kk dzyal yAdll NEB

Accumulation of rubbish, decomposing food,
excessive grime, dust or mould

May lead to being unable to use rooms for
Intended purpose




CMHH: common comorbidities

CMHH without
hoarding disorder:

CMHHwithout
hoarding disorder:

CMHH with hoarding
disorder

younger adults older adults

wRange of medical and wVascular and Alzheimer's wLoss of domestic partner
psychiatric conditions neurodegeneration wOnset of frailty
wExecutive functioning, wNeurocognitive disorders
memory loss, disordered
thinking
wUse of alcohol and other
drugs
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Hoarding and CMHH: interaction

Many people living with CMHH do not live with
hoarding (Guinane et al 2019)

20%60% of those living with CMHH also have
challenges with hoarding behaviour (Lee et el 2017)

Those living with hoarding may develop CMHH. For
these, older age of presentation (av = 76) (Guinane et
al 2019)




Why Is this important in Tasmania?

Hoarding and Squalor Working Group (Northern Tas) snapshot
survey (2017)

80% of Tasmanian Partners in Recovery Support Facilitators
were working with at least one client who had challenges with

hoarding and/or CMHH
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Why Is this important in Tasmania?

Est prevalence within Aus adults2-6% (ANU 2016)

Tasmanian Population Estimated range ofasmanian adultéving with
2016* hoarding behaviour**

AgE g — [@a2percent |@6percent
YoungerAdubs | | ]

20-49 182,239 3,645 10,934

Older Adults ] ]

50 to 64 107,694 2154 6,462

98,753 1975 5,925

Total older adults 206,447 4,129 12,387
*Source: ABS 2016 Census QuickStats

**Based on ANU estimates on percentage of adults (ANU 2016)
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TheTasmanian serviand support
environment

AAgeing population

\ Ageing ,
DL e ALowlevel of help seeking in a
Y \ 4 consumefled service environment.

Emergency

services Wellness arer support
anq reablem.ent.. A D | |e mmas:
- Choice and dignity S A Dignityand choice
F;;ggg;\ LﬁQZ’Qam'em A Healthand safety

/‘ '\and welfare
Envir:gglrtr;]ental‘ Adult care Ag é é NwE (_) 2 IVQ é Q & Y]_QNE(_) t
responsibility
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The Tasmanian void

No specific policy / strategic lead at Very little specialist supports, or

federal or state level workforce for those with challenges, or
tneir families and carers

No way to understand prevalence

and consumer challenges. _
No practiceframework

No collaborative infrastructure.
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Addressing stigma and building trust

My father was too proud and ashamed to allow
strangers inside his home. Allowing my sisters
inside was a disgrace he permitted only because
he understood the dire importance of a clean
environment to convalesce from his procedure.

ANONYMOU2020
Improve
‘ Increase

wellness and
opportunities reablement
.Build trust, to address
relationships ~ health and
' and help safety Lindsey: She sounds amazing, your mum.
Demonstrate seeking
respect Respondent { KSQ& I 6Saz2YSad {

{ KIQB I (XdgakidS R2Say Qi f A
K2 NRSNJ I yR GKS adAa3avyl a.
© Address 0Kt GQa 6 Keorkaraud hieeding],3
0S0ldzaS L R2yQdG tA1S &z
her being stigmatised.

stigma
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About Treasured Lives
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Treasured.ives: goals

Treasured Livesxamines
how older Tasmanians with
challenges related to
hoarding and/or
maintaining a healthy
home canage well at

home.

A Understanding what we know about theevalenceof
these challenges amongst Tasmanians aged 50+, or 45+

for Tasmanians of Aboriginal and Torres Strait Islander
heritage.

A Understanding thezxperiences, challenges and neofs
older Tasmanians living with these issues, their families
and carers and the services that seek to support them.

A Exploring thesocial policies and investment in programs
_thatlaserve older Tasmanians and their families and carers
In this area.

A Examining how similar households are supported in
other Australian jurisdictions and internationally
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Project phases

_ - Phase 2: Older people and the policy and service
Phase 1: Families and carers i

Research activities: Research activities:

WIELX 2NB Tl YAfASE IyR OF NBN& : - :
= 5 0 S > wExplore the experiences of those living with hoarding and/or
w9 E L.‘]f 2Nb FhYAtAsa FyR OF N5NB challenges related to maintaining a healthy home through a set of
experiences and what they need to age well at home. studies (35)
wMap current policies and programs for families and carers. wExplore the needs of service providers, statutory agencies and
government agencies.
wMap current policies and programs
wEXxplore good practice in other jurisdictions and internationally.

Recommendations:
wAddressing the needs of families and carers. Recommendations:

wAddressing the needs of older Tasmanians living with hoarding ang
challenges related to maintaining a healthy home.

wAddressing the needs of government agencies, statutory agencies
service providers working with older Tasmanians.
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Treasured Lives phase 1:
families and carers
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Research participants: families and carers

m Interview participants
= Survey repondents

N=25
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Where the family member or carlevedin
comparison to those they care for

Treasured Lives |

m Live in different states

m Live in different regions within the
same state

= Live in same region within the
same state
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Familiesand carers: gateways to trusind

support

Relational: Window on theorld

May be only / one
of a few home
visitors

Navigating stigma,
family and
community

relationships

Excellent insights
into health and
history

Maintaining trust
andprivacy is
critical

Practical: Lonearers, minimisingisks

Excellentnsights
into behaviour and
boundaries

Focused on safety
first

The toll on family
relationships

Nowhere to turn for
k support

« . :
Emotional: a private and loAgrm load

Worried about
environmental
personal and

Often
'sandwich’
caring

social risks

Rarely seek
support for
themselves

Maintaining fragile
relationships
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Families and carers: o
multiple roles and challenges "% e me,ir

embarragsed by how it was, how it is...
Thedl 6SQa y23G t201SR y2¢
ever visit, they know their boundaries. If

L {n6t& quick fix. You start hoarding, you stop @2dzQNB 3I2Ay3 G2 LAOL Y
K2FNRAYy3 FyR Fff 2F | adzZRRSYy SOSNRGOKAYy3IQa t2@Ste& | yR pickherupatthe gatthNoone enters the
smooth.No. Normally once they start, and | watched homevapart from myself and my daughter

it progress front, we had a spare room full of junk, YR Yé a2y3> YR Y& Kdzc
YR KSYy GKS f2dzy3S NR2Y 0 KS now.

f 2dzy3S NR2Y A& O2YLX SGSf 7

Aa O2YLX SGSfté& 0az2NbSR®
O2YLX SGSte& F0a2NbSRd LGQ
watching mould on a piece of fruit.

It might take all day to fill two garbage bags, but she will fill two
garbage bags. | take them directly to the car and directly to the tip. If
@2dz £t SIHPS yedKAy3a GKIG o¢SaeiS 3
FYR @2dz2NJ G¢g2 3AFNDFIS o6 3a oAff
GKFG @2dz Oy (G1F1S G2 GKS GAL® L.
years. We never touch anything if she is not home. We do clean off
her kitchen table. That gets put in a box that gets put in her
SRNRB2Y |yR (GKSy akKS Oly a2NI i
KIdQa Ydzy @d KdXiaaKBQEETSHEN gt &
S oAttt RSaiGNRe KSNJ addzFFfFo {2 g

Selfcare

O

SOCIAL

Enabling older Tasmanians to age well at home A ACTION &

RESEARCH

M h livi ith chall d
Treasured Lives | ;mioimdoss e ot




Conversations on ageing

ASome discussions about ageing in place

K2YSX

.\

AOverwhelminRS&aANB (G2 F3IS |

AX . hdge obstacles
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Ageing In place: positive impacts

Attachment
to place
and items
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Ageing In place: concerns

Practical concerns

Functioning in the

Maintaining control and dignity
Trajectory

Personal risks

Environmental risks Lowihelpseeking

Wary of intervention Ultimately, will not have a Critical incident will trigge oo
Ability of services to Lack of appropriate

enter the home services
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Critical incidents as pathwalygs

support

AMoments of contemplation / trigger
for actions through critical incidents

ATheseincidents are mainly negative or
forced engagements witkervices

concern
1
ANeedways to turn these into positive

complaint
engagements:
A Immediate specialist supports
A Leading to ongoing specialist supports @
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What works In supporting families acarers
elsewhere

Clinical supports

uExamplesmedication, mental health planning, one to otterapeutic
counselling

wGoals:To support comorbid mental health challenges. To address
relational and emotional impacts of caring / growing up with people with
hoarding behaviour / CMHH. Create an emotional space to maximise
positive family relationships

Psychesocial supports

uExamplesMotivational interviewing, family

U|t| -diSCip"nal’ based training and therapy

Tas kfo rce wGoals:To maximise positive family relationships.
Reduce isolation. Decrease hopelessness.

happening

. To source Information and referral

Case coordination, goal setting,

planning, review
Practical supp

/ Workforce development
aExamplesHarm mi

line informal planning, speciali
services

Peersup

aExample
support.

health and safety
ng, animal welfare

wGoals:To ion. Minimise wGoals:To support e for to address the
stigma. R ss. Learn about risks in thgir livinggn their social and
useful appro ices. psychological safety
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What Tasmanian families and carers need

Address stigma, raise awareness, generate respect
uPositive community education campaigns

Develop a framework of specialist policies, practice, and programs

owSIAA2Y T ¢lFaYlFEyAlry Wil alif2NOSaQ

uShared practice framework and case management for services

uSpecialist information services

uSpecialist clinical, psychosocial and practical support services for those living with hoarding and CMHH

Invest in continuum of care for families and carers

uSpecialist personal counselling

WIraining programs around hoarding and CMHH
uOnline and face to face peer support

of~amily support programs
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Taking part in Treasured Lives
phase 2

April to October 2021

AnglicareTas
Choice, supperl and hope



Who are we talking with?

w QsSHtGK 5SS 2F | SItGK
(Aged Care)

wTas Dept of Health (Mental

Health)

)Health and Community
Government Foryes

agencies

wPrimary Health Tas wAged care

wMental health
wDisability support
wCommunity support
Housing
Social work

wGPs and health centres
wNeighbourhood Houses

wHousing Tas
wNDIA

Service
providers

mergency services
)cal councils

L Guardianship Board

agencies
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Directly or incidentally work with older people living wit
challenges related to hoarding and/or maintaining an
healthy home

And/or work with their families/carers




