The evidence-base for working with adults who self-neglect
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The analytic framework: five domains
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Helen's Message and Terence's Message

Extract of a Poem (in full in Preston-Shoat, M. (2021) Adult
Satequarding and Homelessness: Experience-informed

Fractice. | ocal Government Association)

From a friend to an imposter. you started to be
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“What hope o | have o ever recover or feelbeter when tis keeps happening? | encourage anyone who tuly care

»>
1o come and spend a day with me to see what s ke to b helpess, when das fel ke weeks, weeks fel ke
months.” (reported in s Luton S48 SAR)

> Wihen asked what he needed, Terence replied:“Some love, man Family environment, Support” He wanted o be

part of sometfing e, part ofreelsociety and not just“the system. (rporied ina thematic review on people
who sleep rough, Worcestershire S48 (2020)

| trid taignore you and ask yau to leave
You started to cantrol me and take over my mind
The hape of you leaving was now left betind

| started to believe you wanted me dead

Sl 1 urn to you daly for relief from my head

| thaught 1 had beaten you time again

But you wantedto kil me, you are here till the end

| leaded and begged, | gat dawnon my knees

I didn't understand that | had a disease

It wauld take mare than my wilpawer ta keep you at bay

I needed suppor to gt through everyday

UIsing the voice of lived experience (SAR - Ms H and Ms | -

Tower Hamlets SAB) - Being trauma-informed

Inthe context of people's experiences ofseff-negect, the nation of festyle choiceis ervoneas.

>
»  Tackling symptams is less effective than addressing causes.
> Atempting to change s’ b iyt i s functon vl prove unsuccessful. The probem is a way
of coping. however dysfunctional it may appear. Too ften ondi mptoms and not causes. Pt another v
sl expriencng mulple exision fomelessness are e thretening doutle bin.drven addctvely o il alfering
wars tet onydeeen ter sufering”
> e tines "she o nut hlp ersel” becase of o were resfacng access t non-dgementl serices s il
and lfland tha suport s ey mportnt e v are sting o be ohol and crug e wes dorng these
et svess iy nd gt g e Uy prompig a et fo subsance misse o SupReSs Wt £ ves
verybard o scknovledge and work ough
> Making Sefeguarding Personal i not just about respecting the wishes and feeings that an individuel expresses
>t refletnd on the challnge cf kavig whn o ol aperson restom of moyament ard hen,for e ownberf. to cutal or
‘maral question” R i indeed o question tha, n @ muli-agency and mult-iscipinary forum,

supervise this He described this as
e to be answered i each uue siuation, drawing anzn analss o isks and mentl capaty.

Wandsworth SAB - WWF (2017)

» A widow lving alone with diagnosed mulple sclerasis. She holds strang views about the support she is prepared
1o accept but some care workers have developed very effective working relationships with her. Her deteriorating
ability to mobilise and increasing difficulties with swallowing, transfers and hand movements has had a significant
impact o her mood and ablity to go out. It has become progressively dificult for her to smoke safely and there
feve been several small fires when sh has drapped lighted matches or cigarettes, sustaining serious burns,
aggravated by the emallient creams that are applied to treat skin problems. She refuses to stop smoking or to
light cigarettes only when friends, family or care workers are present

findings - willingness to commission agencies with specific expertise; multi-agency communication; challenge of
balancing risk reduction approach with rights of adults with capacity to make choices; fire risk not part of
risk assessment and management.

v
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Croydon SAB: Duncan
Salford SAB: SAR Eric

> Eric. aged Bl died in hospital in October 2019. Since mid-September he had consistently refused food, water. »  Duncan was born on 23% April 1983 and died at the age of 35. He had fallen from a building and cause of death
personal care and treatment. Coroner ruled that the medical cause of death was starvation. was regarded as a possible suicide.

> The case raises the dilemma of autonomy versus a duty of care, and the challenge of differentiating »  Records indicate that he had been adopted at the age of 7 but later his relationship with hs adaptive parents is
:::v;ea:l :EzE;;gsl and executive capacity, and of assessing (fluctuating) capacity when the person does said to have broken down. He was apparently unwilling o speak about his lfe.

» Cansider legal opins explictly throughout management of bigh ik ceses, > Duncan wished t liv independently but this opion was not pursued. How wellare we warking with peogle wha

et options ExpIEIy firout . " ' present with multple needs and who find it dificul to engage? A they not engaging with us o are we not

> Develop a culture where escalation and challenge is seen as central to best practice engaging with them? How well do we know the peaple we are working with? s there sufficient focus on the

> Insufficient familiarity and/or use of self-neglect policy impact of trauma and adverse experiences? (MSP)

> Insufficient use of whale system meetings > Duncan had several admissions under section 3 mental Health Act 1883 but there is no reference to a section II7

1 g

» Toke ne o ensure care-givers understand the support hat can b afere and acknowledgete stess after-care plan. Are we assured abaut after-care planning for people detained under langer-term sections in

and ansety they carry MHA 19837 Duncan was ulimatey discharged rom the CPA withaut an updated risk assessmentand with
) angoing menta health concerns
» Debrief staf and offer support when cases of high risk result in a person's death
»  Duncan did not receive a section 3 Care Act 2014 assessment for care and support needs.

Andy: a pen picture (2019) Salford SAR Liverpool SAR - SAR Hazel

Hazel died age 5. She had a medical history of alcohol-dependence and hepatitis. cirrhosis of the liver,

Jindy died aged 32 o hame,
diabetes and hpertension,

He required treatment fo trot swellng, diabetes and renl Fare: hedidnot aways comply
with s nsulinregime or attend dialysis appointments. BUT, did sevices explore why?

v

Hazel's property was ina poa stae of repair, ith accumulaed rubbish. She was hing in her own foeges
Hazel hed refused care, support an treatment. She had peviously been discovera in asimier sate n
His ing conditons in private rented acoommodation were poor bt his engagement with efforts November 2070

1o improve his housing situaion wes intermittent. He was fiing in povrty but his engagement She receiied support from her fether. Do we think family? She had ane son. We know lite about her lfe
with eforts to improve his financial situation was intermitient. her mental distrss, to help us understand the challenges she faced. Da we know the backstary?

v

BUT was there sufficent curiosity and outreach? > She did notaways kep appoinments for her verious helth issue. Senics reportd dificly in meking
W (?
& He was knownto self-neglect and to be hard to consistenty engage, Thre was a patern of contact with her. Da we reach out?
vejcting assessments and reatment.BUT, was thre suffcient outreach? > When Hazeldeclned assessments from Adut Sacil Care, the provisian in Secton 1l are Act 20 should
Have been considered
= There ar references o concerns aboutlow mood and depression. BT, te niaive ws ek
vith oy 0 engage. > Weking Sefegurting Personal should ncude cancerned curiosity.atempting o esablish a eltonshi
>

He e alone. There was some supgort/contact with a fiend and family members. There are

Vs sonsideration was gven to executive functioning, the impact of her alcohal misuse/dependence on
?
references to "femil dynamics.” BT serices did not seek support from the family.

her mental capacity



Direct practice - best practice

Assessment of
care & support
and mental health

Person-centred, Professional
relationship-based [ curiosity (history)

Transitions - Assessment & Family
opportunities not | review of risk and [ invalvement (think
cliff edges capacity family)

Balancing
Legal literacy autonomy with &
duty of care

Availability of
specialist advice
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Returning to human stories

v

Duncan (Croydon SAB) does not appear to have had any involvement with, or intervention from
substance misuse services. How well do services respond to and work with individuals with both mental
health and substance misuse problems? How well do services work together? No multi-agency risk
management meeting was convened.

Child/Adult Y and Child/Adult 0 (Havering SAB) - lack of use of adult safeguarding

P . Multi-agency and mull y meetings were held but plans
were insufficient to reduce the risks and ensure collaboration across services.

v

v

Haringey SAB Thematic Review — absence of multi-agency risk management
meetings. Safeguarding concerns referred but no safeguarding enquiries.

Kirklees SAR Adult N

v

Adult N died in his flat. aged 41. Cause of death was acute fatty and chronic alcoholism. Adult N had &
history of homelessness. seff-neglect and substance (alcohol) abuse.

v

During this time he had experienced periods of homelessness, lving in a car. in woodland or
accasianally hatels. Gfen he was found ling in nsanitary conditons, self-neglecting, unrespansive
and intoxicated.

v

There were assumptions abut sty choice and insufient curiosity about the background

v

There were no multi-agency risk management meetings despite a repeating pattern of
attendances at ABE and cancerns expressed by paramedics and the police. There was no lead
agency or key worker appointed.

v

Services did not wark tagether, for example in-reach and outreach mental health and
substance misuse agencies. There wers fow referrals of adult safeguarding concerns and no
secton 42 enquiry.

Liverpool SAR: SAR Hazel

» Hazel sometimes refused consent for information about
concerns to be shared. The Data Protection Act 2018 permits
information-sharing without consent to safeguard an adult at risk (legal
literacy)

» Noclear pathway into multi-agency meetings when there is a risk of
significant harm that requires a multi-agency response?

» Services worked in silos

» No section 42 safeguarding referrals of concern.



> MS died. aged B3. Cause of death was acute myacardial infaction. coronary artery atherosclrasis and
aspiration pneumani. He died at & bus stap where hehad becn fing and sleping for several weeks.

v

MS was Turkish (Kurdish ethricity) withlimited understanding of English and a history of homelessness
self-neglect and substance abuse. He had returned to the bus stop where he eventually died at the end
of May 2018, having spent the previous five months in a nursing home. When that placement came to an
end he wasaffeed a hoteloom but decined. He is reported as having said that “something brings
[me] back to the bus stop."

v

There were discussions on whetherand ho to use anti-sacial behaviour poviers. and mentalcapacity
and mena ol eglaton, nrir tosefeguad e welleng and s resad
concerns from locl residents. Na effctive means of resabing the situation was found before he ded.

When practitioners could not agree on whether he had capacity. they walked away, unable to reach a
decision. Thase invalved did not work together to agree the approach on menal capacity
decision-making.

v

v

Referred adult safeguarding concerns did not lead to @ section 42 enquiry. Local authority
decision-making was ot challenged.

v

Na mul-agency, mult-isciplinary risk management meeting was convened.
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Kirklees SAB Adult N (2022)

vV

v

v

v

vV

v

Adult N died in b flat. aged 4. Cause of death was acute faty and chronic alcoholsm.

il Nbod a istory of homelessness. sel-neglct and substance (dcobol abuse This appears to hve foowed a
velationship breskdoun some fie years prevously.

During this time he hd experienced periods of homel ar. i woodend or occasionally htels. At

times he was fourd ing i nsanitary conditors. ol and novcated. | sppers that he had
peid pritely fo detfication and rehabitaton but tis had not been successfl
There were assumptions about Hfestye chice and nsuficent curiosty about the background.

There were no mu-agency risk management meetings despte @ repeating patiern of aiendsnces at AGE
and concerns exressed by paramerics and e police

There was o lead agency o key worker appointed.

Services did not work together, for example in-reach and outreach mental health and substonce misuse
agencies.

There were few refervals of adlt safequarding cancerns and o secion 42 ey,

Inter-organisational environment - best practice

Returning to Human Stories

Warking together on
complex, stuck and
stalled cases

Guidance on belaning

oy oy [l fomton-saring &

communication

Clear roles and

Useof mul-agency responsibilties (lead

‘meetings and
safeguarding enquiries

Shared record-keeping

v

v

v

v

Croydon SAB - Duncan. Working vith people who self-neglect. who have longstanding challenges
involving mental health, substance misuse and challenging behaviour, is itself challenging. How
well supported are practitioners and operational managers for working with peaple who
present a range of complex problems?

Havering SAB Ms A - How supportive are we of practitioners who knew the person well and wha
Heve been profoundly affected by their death? (staff suppart)

Havering SAB Child/Adult Y and Child/Adult [ - shortage of placements for your people and
young adults with complex needs and challenging behaviours (commissioning)

Haringey SAB Thematic Review  lack of familirity vith, and use of seff-neglect poliies and
procedures

Liverpool SAB SAR Hazel - senior managers unsighted on the risks and concerns



Isle of Wight SAB - Howard (201

Homeless singl adult withot local family support
Impact of adverse life events
Longstanding alcohol misuse and physical il-health

Hospita and prison discharges to nofxed sbod

Police and ambulance crews concerned about risks of financial and physical abuse. and his self-neglect
Refused housing as not regarded as in priority need
No wet hostel available - commissioning (shortage of providers, especially for complex cases)

Referrals to adult safequarding do not prompt multi-agency meetings or investigation: no completed Care Act 2014 care
&nd suppart assessment

»  No lead agency or key worker: no risk assessment or mitigation plan

The core dilemma

> “The fact s thet all fe invalves risk, and the young, the elderly and the vulnerable are exposed to
additional risks and to risks they are less well equipped than others to cope with. But just as wise
parents resist the temptation to keep thei children metaphorically wrapped up in cotton wool, 5o
oo we must avaid the temptatian elways to put the physical health and safety of the elderly and
the vulnerable before everything else. Dften it will be approprite to da so, but nat always
Physical health and welfare can somefimes be bought at oo high a price in happiness and
emotional welfae. The emphasis must be on sensible risk appraisal, not striving to aveid al risk,
whatever the price, but insteed seeking a proper balznce and being wiling to tolerate manageable
or acceptable risks as the price appropriately to be paid in order to achieve some other good - in
particular to achieve the vtz good of the elderly or winerable person's happiness. What good is
it making someone safer if it merely makes them miserable?" MM (An Adult){2007)
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The story of Manuela Sykes

>

o clder persan with dementi, prone to falls and self-neglect

v

Application by Westminster City Council to Court of Protection for deprivation of liberty to keep her in  nursing
home

v

Agpication opposed by Manuela and her nephew

v

What is in her best interests? To return her home with a care package where she is at risk but happy, or to
deprive her of her lberty so that she is safe?

How wel do we suppart staff when faced with such a diemma?
Are we commissiaring care and support packages to manage such siuatians?

How accessible are speciaists with expertise in law, mental capacity and safeguarding?

vvyvy

See also Lancashire and South Cumbria NHS Foundation Trust and Lancashire County Council and AH
[2023)EWCOP |

Organisational environm

Development, Clarifying management
issemination & review responsibilties and
of guidance owersight

Stafing, supervision.
support & training

Culture.of openness,
challenge and
escalation

Commissioning &
contract monitoring

Recording standards
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Thinking about change - a whole system conversation with
SAB as the guiding presence

Inlusion of
hausing and
substance misuse
serices

At planning fr
nplementation of
g

Whereare we now Whatactons el How wil v promote
Whatarewetmingto | and how might necassary and by | and evaluato change
act reach where. & whom to achieve and B

7 ainchange

Poor agercy Learning
participation

faire to provide about SAB
inoematon
role

SAR findings

Legal, policy and financial context

Delays in raising
safeguarding concerns
0r commencing
Section4? enquiries

Too accepting of
“lifestyle choice &

insufficient professional
»  Ongoing impact of financial austerity curiosity

Mental capacity and risk
assessments
insufficiently robust

> Missing components in e legelrles

» Government policies pulling against each other

Failre t escalate No agreed strategies to Poor record keeping of

continue to engage decision-making

concerns to senior
managers
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Learning from Reviews (1) Learning from Reviews (2)

> T eed oinprove > The need for creatiity

> Sskguandag and el Feracy > Thiking colectively about ways forward

: :Z’"“”’:“ “""u‘“‘""“ R > e of case duing
N Thmem:u\ann " > bter-ogency mecharisms fo responding o sick and soled cases

> Patways o safeguerdng > The impartance of wrap-around suppart

ofdrent mutagercy paels > Yot s o s users bt o for st the vork s chelenging

> The o o asess > The importance of time, ctonstigs o beg “hekd

» The likelihood and signicance of risks.

v

The impartance of candaur and challnge
> Exegutie nctonng afer prolonged substance misse > The ingortance of escasion of concerns
»  The impact of trauma and adverse experiences

> Ersurng ol s are stened t and nchded in mut-agency meetings

Hope - it is possible to align practice with the evidence-

base

Wt enablrs and barriers do you encourter when working with people who self-neglect?
» T case sudies in & new articl (Preston-Shoot. M. NDonoghee, F and Binding, J. (2022) Aoy sprins: rther

>

>

learning on self-neglect from safeguarding adult reviews and practice. Journal of Adult Protection DO >
10.108/JAP-05-2022-00I0.

>

How prominent are SARs ininforming your day-o-day practice?
How prominent i learing from SARs ininforming your teas practice?

How ofen mightyou and your coleagues discuss learing from SARs?
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