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

Person-centred, Professional 'f\:f:gsxenl;{
relatonship-based [l curisity (istory) 4% BRI > “What hop do hve to eve recover o felbeter when tis keeps happring?| encourage anyone wh tly care
o came and spend  day with me to see what fs ike t be helplss, when days fee ke weeks, weebs feellie
months." (reparted in a Luton SAB SAR).
Transitions - Assessment & Family
opportunities not | review of risk and [ invalvement (think
> When asked what he needed, Terence replied: “Some love, man. Family environment. Support” He wanted to be

cliff edges capacity family)

pert of something rel,part ofree saciey and not just “the system”. (eported ina thematic review on people
who sleep rough, Worcestershire SAB (2020)

Availability of Balancing

autonomy with &
duty of care

Legal litera

specialist advice

Extract of a Poem (in full in Preston-Shoot, M. (2021) Adu/t

Sefspusrdig Al Using the voice of lived experience (SAR - Ms H and Ms | -

) b Tower Hamlets SAR) - Being trauma-infarmed
actice. Local Government Association)

From a friend to an imposter. you started to be > Inthe context of people’s experiences of self-neglect, the notian of Ifestyle choice is erroneous.

I tried toignore you and ask you to leave: > Tacklng symptomsis less effective than adressing causes

Vou started to control me and take over my mind > tempting to change someone's bebaviour without understanding s survival function wil prove unsuccessful. The problem is o way
The hop of you eving was now et beind e e i, o 0 e ety 0k U s Sty 08 g

| sterted o believe you wanted me dead through ways that ol deepen ther suffeing
> At times *she coullnot hlp hersel” because of the feeings that were resurfacing access to non-jodgemental services ws il
indviduals are stiong to be alcohol and drug free. R was during these

Sl | turn to you daly for reif from my head §
and MRM and that support is especially important when

| thought | hd beaten you time again s, e s sty o e bt . onnga e s o supress wiat i nzs
very erd o acknavledge and wrk g

But you wanted to il me, you are here il the end

v

Making Safeguanding Pesanal i nat just about respecting the wishes andfelings thetan ndvidual expresses.
I pleaded and begged. | got downon my knees > b reflcted on the chalege of roing wien to el ersn fresdom of et and when for e oun bene, o il o

I didn't understand that | had a disease supervise this. He described this as a “moral question” I is indeed  question that. in a mult-agency and multi-disciplinary forum,
needs i be answered in each unique situation. drawing on an analysis of risks and mental capacity.
It would take mare than my willsower to keep you at bay

| needed support to get through everyday



>

v

A widow living alone with diagnosed mulile sclerosis. She holds strang views about the support she is prepared
1o accept but same care workers have developed very effactive working relationships with her. Her deteriorating
ehilty to mobilse and increasing diffculties with swallowing, transfers and hand movements has had a significant
impact on her mood and ability to go out. It has become progressively difficult for her to smoke safely and there
ave been several small ires when she has dropped lighted matches or cigarettes, sustaining serious burns,
aggrevated by the emolient creams that are applied to treat skin problems. She refuses to stap smoking or to
light cigaretes oy when friends, family or care workers are present

Fidings - willngness to commission agencies ith specifc expertise: mult-agency communicatn; challenge of
balancing risk reduction appraach with ights of adults with capacit to make chuices; fire risk not part of
risk assessment and management.The challenge of balancing diferent peopl's human rights, and of
balancing human rights against the public interest.
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Salford SAR: SAR Eric

v

Eric, aged 81, died in hospitel in Dctober 2013, Since mid-September he hed consistentl refused
food, water, personal care and treatment

v

Coraner ruled that the medical cause of death was starvation and noted that Eric lacked mental
capacity over a period of time but this was nat picked up.

v

Thres years previously Eric had experienced a period of depression, aniety and weight oss. More
recenty in August 2013 he hd refused to eat and dink,and to take prescribed medication.

v

His wife end daughter have described Eric as happy but @ private family man. He perhaps
struggled with getting older. Was sufficient curiosity expressed?

SAR Eric: Conclusions

vv

vvyvvyw

>

The influence ofth lns through which cases are viewed
The case raises the diemma of autonomy versus a duty of care, and the challenge of ifierentiating between
dacisonal and executve capaciy, and ofsssassing (uckaing) capochy when he parson doas ot easiy
ongage

Consider lgal optons explicly throughout management of igh rik cases

Develop & culture where escalation and challonge s seen s central o best practice

Insuficient familarty and/or use ofsef-neglet polcy

Insuffiint use of whee system mestings

Take ime to ensure care-givers understand the support that can be offered and acknow ledge the stress and
anxiety they carry

Debrie stff s ofer support whencases of ih isk resut i  prsaris desth

Andy: a pen picture (20

findy died aged 32 t hame

& He requied treatment for troat swellng, diabetes and renl falure:he id ot ahways comply
vith is insulinregime or attend dislysis appointments. BUT, did services explore why? Was he
unwiling or unable to engage?

His living conditions in private rented accommodation were poor but his engagement with efforts
to imprave his housing situation was intermittent. He was liing in poverty but his engagement
with effarts to imprave his fivancial situation was inermittent.

«  BUT. was there sufficient curiosity and outreach?

There are references to concerns about low mood and depression. BUT, the initiative was left
with Andy to engage

He v aloe. There was some suppor/contact with a fiend and family members. There are
references to “famil dynamics.” BUT. services did not seek support from the family.



Duncan - Croydon SA

Duncan - amongst the findings were ...
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> Duncan was born on 29 il 1983 and died e the age of 35 on 5% Dotober 2018, He was Whte Brtsh. He had
fallen from  buiing and cause o death was regarded as a possible suiide.

> Records indicee that he had been adopted ot the age of 7 but lter his relationship with s adoptive parerts is
said o have broken down. He was spparently unviling to speak about his e

> He hed longstanding menal health problems, dating back t around 2008, with sevral hospial admissions under
sectons 2 and 3 Mental ealth Act 1983, Various iagnoses are recorded, including parancid schizophranis.

> There is  history ofconcerns about suicidel ideaton

v

He experienced periods of homelessness and of living in hostels. He was known to misuse substances.

>

Duncen wished to live independently but this option was not pursued. How well are we warking with people wha
present with multiple needs and who find it difficult to engage? Are they not engaging with us or are we not
engaging with them? How well do we know the people we are working with? Is there suffcient focus on the impact
of trauma and adverse experiences? (MSP)

v

Duncan had several admissions under section 3 mental Health Act 1983 but there is no reference to a section I7
after-care plan. Are we essured abaut after-care planning for people detained under langer-term sections in MHA
13837 Are we assured about the effactiveness of the Care Programme Approach? Duncn was ultimately
discharged from the CPA without an updated risk assessment and with ongoing mental health concerns. Is this
comman prectice?

v

There were missed opportunities to update and share Duncan'’s risk assessment. Are we assured about the quality
of risk assessments, including of suicidal ideation? Duncan did not receive a section 3 Care Act 2014 assessment
for care and support needs

Havering SAB - Child/Adult Y and Child/Adult 0

Haringey SAB - Thematic Review Homelessness

v

Two sases of ransitonal Safeguarding

v

Amangst the findings on direct practice were:
> Concerns about the adequacy of mental capacity assessments.
» Concerns about the responses to health, and care and support needs, and quality of care and
support assessments.

> Concerns about the impact of family dynamics and relationships, including undue influence
(think family)

> Insuficient use of interpreters and advacacy (see also MS, City of London and Hackaey)
»  Insufficient curiosity of backstory and misunderstanding of race/culture/ethnicity

»  lack of mental capacity assessments and especially a focus on executive functioning
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Signposts to best practice

> In cases of luctuating capacity, the courts and NICE have adised taking alang-term perspective an
someane's capacity rather than simply assessing the capacity at one point in time.
Practitioners should be aware that it may be more difficult to assess capacity in peaple withexecutive dysfunction - for » Carol SAR (Teeswide SAB): e concept of ‘xecuti capaciy” is relevant whers the indiiduel has
ewnﬂ/e peaple with traumatic brain injry .v/mcfmssmsmm of capauity for indiduels in thi graup (fr exampl, by i o otonours. Tis it Fomsitony the vitals ol
afthe persan's nctanig and decision- addlctive or compulsive behaviours. This highlights the impartance of considering the individual's abily to

mmy abillty i order to provie the assessor witha. me/i/e picture of an individual's decision-making abilty. put a decision into effect (executive capacity) i additon t their abiliy to make a decision (decisional
Decision-making and mental capacity guidance (par 1.419) capect)

> Howard SAR (Isle of Wight SAB) and the M H and Ms | SAR (Tower Hamiets SAB) highlight peaple who are

> Sunderland City Council v AS and Others [2020) EWCOP 13
underland City Council v AS and Others (2020] driven by compulsions that are oo strong for them to ignore. Their actions often contradicted their
> Inportance ofresl word bservaton o btin o fl picre. stated intention to contral their alcahol use: e, they were unzble to execute decisions that they had teken.

> Alocal huthority v AW [2020] EWCOP 24 Ruth Mitchell SIR (Pymauth SAB): /o assess Ruth a5 having the mentsl capacity to make specif: decisions
> ity to ik, actand sohe bl e the fnctons ofthe brain which bl us t e new nformation. remener and o the basis of whatshe said anly. could produce & filse pictre of er actialcapacity She needed an
retrieve the information we've learned in the past and use this information to sole problems of everyday ffe. g "
assessment based both on e verbal eyplonations and on abservation o her capabie. iz, “Showme,
a5 wellas toll me” A assessmentof u's mentl capacity wold need t sonsider er abilly &
implement and manage te cansequenses o her specfi decsios.as wel s her abilty to weigh 1p
information and communicate decisions.

v

Inter-organisational environment - best practice Returning to human stories

P e > Duncan (Croydan SAB) daes not appear to have had any invlvement with, o interventon from substance misuse
au”“u:u”,:z ;Tm“:d"u“c‘"ii Information-sharing & 'Eg“‘“‘g "’Sﬂirf;"”d" services. How well o services respond to and work with indiiduzls with both mental health and substance misuse
LR commurication e o probiems? How welldo services work together? No mult-agency risk management meefing was convened.

> i/l 1 and /Al (o I8 -ack of use of adult safeguarding procedures.

held but plans were insufficient to
Use of mult-agency Ular roles and reduce the risks and ensure collaboration across services.

" responsibilties (lead o T
,ﬂgﬂsﬁgc,ﬁ“:n"'ﬂ”,ms agencies and key Shared record-tezping Haringey SAB Thematic Review — absence of multi-agency risk management meetings.

warkers) Safeguarding concerns referred but no safeguarding enquiries.

v
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London & Hackney SA Kirklees SAR Adult N (2022)

> WS ded. aged B3. Cause of deoth was acute myocardiel infaction coronary artry atherosclrosis and
aspiration pneumonia. He died at & bus stop where he had been ving and sleping for several weeks.
N > Adult N died in is flat. aged 41 Cause of death was acuts fatty and chroic alcoholism.
> MSwas Turkish (Kurdis ethnisity) ithlimited understanding of Englsh and ahistory of homelessness, .
sell-neglect and substance abuse. He had returned to the bus stop where he eventualy died at the end > Adut Nhad  story of homelssness se-nelet and substnce (dcoho) abuse. This appers t b folowed a
of May 2018, having spent the previous five manths in & nursing home. When that placement came to an reatonship breskdoun some fie years previusly.
fr’:‘delhga';i‘s‘:f:ﬁ;"b”: s":’;;‘f““’“ et deine, Ha s roported a3 having sak that “something brings > lhring s time he had experienced periods of homelessness, ing in & car, in woodland or occasianaly hotels. At
times he was found liing in insaritary conditions. self-neglecting. unesponsive.and intoxicated. | appears that he had
» There were discussions on whether and haw to use nti-sacial behaviour pawers, and mental capacity peid prtely fo cetifiation and rehablation ut i had ot been successfl
ndmental eaflh gelation i oder toseeguard s ealth and welber, andto addess expressed > There vere assumptons about lfestle choce and suffient curicsty abot the borkgraund
concerns from kol residents. No effective means of resobing the situaton was found before he ded.
Th i k t desite: a repeatng pate of atendances ot AGE
> When patitoners could not agree on whether e hed capacty. they walked away,uneble to each a e ot L1 o patarofstendances o
deisn. Thosa imaled o ot work et to ares e appraach o menal capacy
ecision-malking > There was o lead agency o key worker appointed.
> Referred adult safeguarding concerns did not lead to a section 42 enquiry. Local autharity > Services did not wark together, fo example in-each and outreach mental health and substonce misuse
decision-making was not challenged. agencies.
> Na mult-agency, mut-discipinary risk management meeting was convened. > There were few referals of adul saeguarding concerns and no secton 42 enuiry.

(rganisational environment - best practice Returning to Human Stories

> Croydon S48 - Quncan. Working with people who seff-neglect, who have longstanding chalenges involving mental

Development arfying management W g fiee <uoervision healt, substance misuse and challenging behaviou, is tsef challenging. How well supported are practitoners
R e support B rainin and operatonal managers for working with people who present a rangeof complex prblems
of guidsnce wersig P v D i 4 withpeople whoyp 92 of complex p
»  Addiitionally
— > Havering SAB Ms A - How supportive are we of practiioners who knew the person well and who have been
Commissianing & Lt profoundly efected by their death? (staff support)
Recoring sondards [l TSSO challenge and
9 escalation > Havering SAB Child/Adult Y and Child/Adult 0 - shortage of placements for your people and young adults with
complex needs and challnging behaviours (commissiaring)
> Haringey SAB Themaic Review - lack of familirity with, and use of sefi-neglect policies and procedures



Isle of Wight SAB - Howard (201

Homeless single adult without lacal family support

Impact of adverse life events

Longstanding alcohol misuse and physical il-health

Hospital and prison discharges ta no fixed abode

Police and ambulance crews concerned about risks of financial and physical abuse. and his sef-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 story of Manuela Sykes

>

An older person with dementia, prone to fals and self-neglect

v

Agplisaton by Westminster City Councilto Court of rotecton for deprivaion o ierty to keep her in  nursing
home

v

igplisaton opposed by Nanuela and her nephew

v

What i in her best ntrests? To return her home with 3 cre packags where she s at risk but happy,or to
deprive her of her liberty so that she s safe?

v

How well do we suppart staff when faced with such a dilemma?

v

Are we commissioning care and support packages to manage such sitations?

v

How accessible are specialists with expertise in law, mental capacity and safeguarding?
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Thinking about change - a whole system conversation with
SAR as the guiding presence

Wherer What actions are

and how might necessary and by | and e

reach where we need whom to achieve and seminars, briefir
[ sustain change s, reiews

at is the evidence
s for what gond
looks like:




Learning from Reviews (1)

v

e need toimprove

> Salguarding and lgal Feracy

> Fisgraad whols sy workeg

> Recagnson andessessmentof care end supgort neds
e need toclriy

v

> Patways it sfeuardng
>

raleofdflerent ml-agency panels

v

The need to assess

> The lieihood and sigeance of risks

> becuve inctoning afer probnged subsance misuse

P The impactof rauma and adherse experinces

Learning from Reviews (2)

v

The need fo creativty
> Thking colectvely sbut waps forverd
> hoidare of case dumpng

> e

ency mecharisms for responding to stuck and staled cases

v

The importance of wrap-garound suppart
B ot ust fo serice users but s for stff: e work s chalenging

> The inportance o i, relonships and beig “hel”

v

The impartance of candaur and challnge
> The importance of escalation of concerns

> Ersurng ol s are stened t and nchded in mut-agency meetings
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Legal, policy and financial context

» Missing components in the legal rules
»  Ongoing impact of financial austerity

» Government policies pulling against each other

vVYyVvVYy

Wt enablrs and barriers do you encaunter when working with people wh sel-

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?

How do we know that SARs heve resulted inpractice and service improvement?




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

base

> T case sudies in  new artcl (Preston-Shoot, M, 10onoghe. F. and Binding. J. (2022) Aoy springs: frther
learmingan self neglct fom safeguarding adult reviews and practice. Journa of Adul Protecton, 24 (3/4),I1-
7. D01 10.108/J4P-05-2022-000

Professor Michael Preston-Shoot

Indegendent Chair, Greenwich Safeguarding Adufs Board % michae peston-shootEbeds.ac.ok

Independent Chair, Lewisham Safeguarding Adults Board

>
>
> Juint Convenor, Natianal Network for SAB Chairs
> Adult Safeguanding Consultant
>

SAR author
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Being Knowledge-Informed

v

v

v

v
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