¥

School for Social | )
Care Research

L

PEC

Understanding and Responding to self-neglect
among older people in England

Jill Manthorpe (King’s College London & Visiting Prof QUB) and Nicole Steils (PI)

Team: Stephen Martineau, Jennifer Owen, Martin Stevens
and John Woolham (all KCL), Michela Tinelli (London School of Economics),
and Sharon Tynan (Age UK London)




Policy Research Unit
in Health and Social
Care Workforce

We explored safeguarding and social care responses to self-neglect

among older people to answer the question ‘what works in practice?’ |

NB just older people but also included hoarding
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n England: Guidance to Care Act 2014 describes self-neglect as covering ‘a wide
range of behaviour neglecting to care for one’s personal hygiene, health or
surroundings and includes behaviour such as hoarding’ (Department of Health and
‘Social Care, 2021)

“ Self-neglect: no
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“ Hoarding behaviour: two established definitions for Hoarding disorder .

= * Diagnostic and Statistical Manual of Mental Disorders: DSM-5 (American
- Psychiatric Association, 2013)

" * International Classification of Diseases: ICD-11 (World Health Organization,
= 2018/2021)

‘Hoarding disorder is characterised by accumulation of possessions that results in
living spaces becoming cluttered to the point that their use or safety is
.compromised. Accumulation occurs due to both repetitive urges or behaviours
elated to amassing items and difficulty discarding possessions due to a perceived
need to save items and distress associated with discarding them.” (ICD-11)
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an 'adult in need of protection'. Each case will require a

professional Health and Social Care (HSC) assessment to
determine the appropriate response and consider if any
underlying factors require a protection response.
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31 Safeguardin -
Adults Igads angl e 8 older people with

managers e 33 senior managers | "/ lived experience &
(+13 managers) [<= ©* 60 frontline staft 7 9 relatives or carers

6 LA case study sites:
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Agencies and organisations interviewed:
Local Authority (LA) Adult Social Care, NHS Clinical Commissioning Groups, NHS Mental
« Health Trusts, GPs, Fire & Rescue Services, Police, LA Environmental Health, Housing
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| Assouatmns LA Housing, Thlrd/Vquntary Sector and Professmnal Declutterlng serV|ces
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- Compared two scenarios based on Safeguarding Adults Reviews (SARs)
_ involving three cases of self-neglect and/or hoarding behaviour.

‘Unmet needs’ scenario: SAR history of service use and professional
involvement

‘Met needs’ scenario: use SAR to benchmark ‘what good looks like’ and
modify history of service use and professionals’ involvement

Economic implications on agencies’ budgets and costs over the last two
years of life

Unit cost data - based on literature and conversations with sector experts,
study participants, and members of the advisory group

To our knowledge, first attempt at economic analysis in this field
T T T —"— o g T 8. . S
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" Definitions and perception of self-neglect

e Adult safeguarding leads and managers had varied understandings of the
causes of self-neglect

~ * Frontline workers thought self-neglect arises from several possible causes:
depression, anxiety, trauma, loneliness and isolation, schizophrenia,
autism, and/or bereavement. (similar to perceived causes of hoarding)

. * Care Act 2024 classification of self-neglect, including hoarding behaviour,
as safeguarding concern was now well recognised by professionals

* Professionals and people with lived experience felt that some professmnals
. considered self-neglect and/or hoarding behaviour as a choice
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.« Often a person came to the attention of statutory services (e.g. local
authority - LA) when already at considerable risk of harm to
themselves and/or others

Safeguarding enquiry likely to be led by LA Adult Social Care

| = * Involvement of other agencies/organisations differed:

* GP, Fire & Rescue Service, Community nurse, Environmental Health,
NHS Mental Health, Housing, Friends, Family, Hospital, Neighbours,
Police, Alcohol services, Advocate, Charities, Church — the individual

'° General agreement to refer individual to LA Adult Social Care to
assess if they needed care and support
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capacity or individual’s abi

- |f person has decision-making capacity: potentially increased
 threshold for undertaking a safeguarding enquiry (investigation)

. * If person found to lack specific decision-making capacity:
* Potentially more safeguarding interventions
* Few participants focused on empowering ethos of Mental Capacity Act
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_ » Multi-agency responses help

* Long-term engagement rather than ‘quick interventions’
building trust

%« Missing knowledge of what other agencies/organisations are

. able/willing to provide
» Widespread criticism of lack of NHS mental health support

* Length of support could vary by:
* Level of severity/risk
* Consent and engagement of individual
* Resources
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;- Mixed picture of shared understandings of definitions and thresholds

At manager level good collaboration, but potential for ‘silo’ thinking/
- working at frontline level due to high caseloads or lack of resources

. Third/voluntary sector not always fully integrated

'« Information sharing, LAs and other agencies have policies and
protocols in place

* Questions around data/information sharing without consent
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| _* Mixed picture on who had ~ * Main criticism: after training
. received training, across LAs and = better knowledge of causes and
types of professionals, and ~ consequences; but still largely
whether it was thought helpful = unsure how best to support
- individuals

* Higher proportion of frontline _‘
staff than senior managers had = ¢ Clear desire for more
received training . opportunities to talk through
 complex cases with colleagues




2 5 3 ; h-’- ’%-'5" :Q: P ' l'-‘-) : ; “ s e g & e ; . ‘3.;

3 < i ' ..l"-’_ bi‘-g’:: ’ ‘:“‘ _"’ e ' 7 = % 0. e 2 VISR MR s S R T (55 b In s s ; S I e 5 «;’. x
I, 0 Ao ts y A 55 g 5 S °% B o v N A% —

= Fi d N | H R ?L'Zu'fa?::é‘?o‘c’.ﬁt

& N WS, SR

-

M
«
<
&
»
iy
‘
>
A

* Expenditure on service provision in the last two years of life
varied from £18,000 to £62,200 per person. X

-‘ * Most of the costs were housing services (e.g.,
accommodation, maintenance/repairs, eviction, court
action).

A Economic analysis: Few resources from mental health services and drug and
) alcohol support.

= overall findings e —
 (threeSARcases) ' ‘Met needs’ scenario:
* _ = * Expenditure could vary from £68,500 to £85,000.

"~ * Most of the funding would need to come from LA’s care
budget or housing services for home maintenance,
homecare, and community support.

» About £2,100 per case for support from voluntary sector or
community initiatives.
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Example based on one SAR case: amount of resources (£) to be invested o
over the last two years following SAR chronology) to keep people safe and
o meet their needs:

needs
needs

£0 £20,000 £40,000 £60,000 £80,000 £100,000
W Adult social services Criminal justice M Drug and alcohol services
Fire services M Health (elective) B Health (non elective)

B Housing support Mental health services B Voluntary sector
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Set_ulo specialist multi-agency teams comprising professionals from at least
social care/social work, mental health, housing, fire and rescue,

environmental health, and voluntary community services. These teams
need enough resources to allow engagement with individuals long-term,
and to be able to follow-up and monitor.

If no specialist team, multi-agency working can be improved by regular

conversations about cases, increased participation by agencies, and better
integration of third sector organisations.

If external providers are commissioned, it is important that their services
are based on a therapeutic approach, and that they can work with
individuals long-term.

Improvin%access to (community) mental health services for this group
]Eniglrw\t be helpful. The implications of this would need to be explored
urther.
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* Assessments, especially Mental Capacity Act assessments, need to be
undertaken with great sensitivity so as not to threaten individuals and
discourage engagement with services.

* Some professionals still perceive self-neglect and/or hoarding behaviour as
a choice. More awareness is needed of the influence of such beliefs,
including in relation to making decisions.

For frontline professionals, specialist training and supervision focussing on
ways to directly treat and support may help improve outcomes long-term.

Preventative approaches need to anticipate potential future needs.
Anticipation may be possible at certain points in a person’s life such as a
bereavement or moving house, or through a shared multi-agency register
flagging potential points of concern that should be monitored.

* There is some economic evidence that investing in services can improve
outcomes for individuals and reduce the risk of harm - this could be taken
into service planning.
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1. Self-neglect is usually a lifestyle choice. True or False?

2. Self-neglect doesn’t always have to be the subject of a safeguarding enquiry.
True or False?

3. If someone who is self-neglecting has mental capacity and refuses to engage
in intervention, there is nothing that can be done to impose a solution. True or
False?

4. Making safeguarding personal means you can only do what the person will
allow you to do. We have to respect autonomy. True or False?

5. Making safeguarding personal takes too long — we don’t have time, we need
to find quick solutions. True or false?
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Social care responses to self-neglect
among older people: an evidence
review of what works in practice
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What do we know about hoarding behaviour
) & and treatment approaches for older people?
A thematic review
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Experiences of adult
social work addressing
self-neglect during the
Covid-19 pandemic

Jill Manthorpe ', John Woolham
Nicole Steils ', Martin Stevens ',
Stephen Martineau ', Jenifer Owen
The Policy Institute, King's College London, London, UK

Michela Tinelli
Care Policy and Evaluation Centre, London School
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Abstract

® Summary: Internationally there has been much interes
|9 pandemic on the care and support of older people inc
from sel-neglect andlor hoarding. During the pandemic
duties remained to respond to concerns about harm ab
port needs living in the community. This paper reports |
working for adult safeguarding/adult protective services
recruited from all English regions. Interviews took
December 2020 as the pandemic’s second UK wave wa
methods were used to develop themes.
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Adult safeguarding managers' understandings of self-neglect
and hoarding

Jennifer Owen PhD' ¢ | John Woolham PhD*= | Jill Manthorpe MA* ¢ |
Nicole Steils PhD @ | Stephen Martineau BA' © | Martin Stevens PhD' = |
Michela Tinelli PhD? ©
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Abstract

Set-neglect and haanding are behaviours that see hand to define, measire and aadress
They are moee praevalant among ctder people bocause of bis-peycho-social factors,
wiich may be cracerhated by advancing age This paper sims 10 further understand.
ings of yelf-neglect and hoording in England's Care Act 2034 conteat, drawing oo 2
study iewolvieg qualitabive Interyions with local suthoelly adult sufeguerding menag
ers who play a0 mpartant role iy determining intervertions with indraduals who seb-
neghect and/or hoant. Onbne ntor iews wore conducted with adult safiguanding leads
and managers from 21 Englbh jocal authories s 2021 Imerview cata were nubject
0 thematic walysls. This paper expiores the commuonaiities nd d¥ ferences i adult
wirguarding manager' understandings of the causes and consaguences of sef-neglect
andior hosrding among Uder pecple, which ww Thely 10 have tangibile impacts us yor
vice prnvision I their local authenty, and Infhesncing of wider changes to polices and
procedure, Madt particiasts understond thase (Renomens & caoed by a rnge of
bio-pesychosadal factors. ndoding chvonic physical conditions, bereawement, isola-
0N, A minonity took » store Cinical of paycho ovedical perapective, focssing on memal
I-heakh, or referted 10 the socal mmma_ttpn_of notms of cheankness and Bdiness.
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Further information and outputs are here:

https://www.kcl.ac.uk/research/self-neglect-and-h

folder-people



https://www.kcl.ac.uk/research/self-neglect-and-hoarding-among-older-people
https://www.kcl.ac.uk/research/self-neglect-and-hoarding-among-older-people
mailto:jill.manthorpe@kcl.ac.uk
mailto:nicole.steils@kcl.ac.uk

G :

L : ; - Policy Research Unit

S ? in Health and Social
e Care Workforce

o
SEL
%

We thank all participants and our advisory group members NlHR | School for Social

Care Research

' This presentation summarises independent research funded by the National Institute for

" Health and Care Research (NIHR) School for Social Care Research. It is also supported by
© the NIHR Applied Research Collaboration South London (NIHR ARC South London) at King’s &
College Hospital NHS Foundation Trust. The views expressed are those of the authors and

not necessarily those of the NIHR SSCR, the NIHR or the Department of Health and Social
. Care (DHSC).




	Slide 1: Understanding and Responding to self-neglect among older people in England
	Slide 2: Introduction
	Slide 3: Long history of ‘doing something’ about self-neglect
	Slide 4: Definitions
	Slide 5: But of course in NI
	Slide 6: Working with lived experience advisors, there were three parts of our study
	Slide 7: We interviewed …
	Slide 8: Economic analysis
	Slide 9
	Slide 10: Findings
	Slide 11: Findings
	Slide 12: Findings
	Slide 13: Findings
	Slide 14: Findings
	Slide 15: Findings
	Slide 16: Economic analysis: overall findings  (three SAR cases)
	Slide 17: Example based on one SAR case: amount of resources (£) to be invested (over the last two years following SAR chronology) to keep people safe and to meet their needs: 
	Slide 18: Recommendations I
	Slide 19: Recommendations II
	Slide 20: Short quiz – for England’s practitioners LGA Making Safeguarding Personal 
	Slide 21: Publications
	Slide 22: Thank you
	Slide 23: Acknowledgments and Disclaimer

