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- The Webinar will begin at 12pm

I We are a large group, so cameras
and microphones of delegates are
disabled

l  Please use the Zoom Q/A function
to pose guestions; we will address as
many as we can

I A recording and a copy of all slides
will be made available to all
delegates.
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Assumptions: IQ = functional ability
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Why can decision making be difficult for

autistic people?

| Concrete v Abstract

| Being literal and language difficulties e.g. thinking peo@a mieat they
say

I Holes in the information, struggling to sort out clustersdecisions

I Too fast D give processing time and provide informationffarént formats
(donOt just tell)

| Decisions that involve understanding someone elseOs peveg@aid
guessing games!

I Change and uncertainty \‘!“
2,
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What can negatively impact capacity for autis{i
people?

I Being overwhelmed (includes emotional
OdysregulationO)

I Sensory environment

I Communication resources B too much talking
I Decision making resources B too much decic
I Too much uncertainty

I Too much change

I How good support is (or isnOt)
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How to help: communication

| Be direct, honest, clear and specific. ey
DonOt hide upsetting facts. -

|

i
% ,
‘I |
“ 1‘ -"'_-‘.*-—_:_H_ o t
—

L

WHEN? } WHERE? I %%$'+,"-&.,",/01"2 3.4"56%,5.7"

.89:90.7",</=>/9."',",47,

I"#$"%&"" () (*



How to help: communication
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How to help: decision making

§ ST 7T i % ’I

/¢ ! Avoid overwhelming
4 ! Patience and additional time

== "1 | Provide sufficient information, Including explaining t
#8" obvious and pointing out foreseeable consequence

SR | Recognise fundamentally different world view

I Adaptation for difficulties with open questions e.g.
menu of options (still person-centred!)

A. Option 1
B. Option 2

Al

C. Something else \.‘“ ,
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Barriers: executive functioning and emotional

OdysregulatlonO

I Many autistic (and otherwise neurodivergent) people strugyle
carry out decisions we have made

I In the vast majority of cases, this is an unmet supp ort
need (not a lack of capacity)

I We can find it difficult to organise and/or sequence tasks
I We can become avoidant of things which seem overwhelming

I We can find it difficult to do new things, interact with people
(phone calls!) or change a routine

I We can get overwhelmed and run out of resources

I Autistic people should not be judged to lack capacity
because our support needs are not being met! k‘ g
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National Mental Capacity Forum
Executive Functioning difficulty Support Strategy

Initiative Create a Odo it nowO rule, so that, whenever it is pegsilbharry out a task as
soon as you think about it, you do so.

Planning Set small suigoals, Using lists and timetables

Organization of materials Lower the thresholdD get support with assembling all the information and
materials needed in one place at one time

Inhibition Block access to shoitterm temptations

Selfawareness D reminding self of the downside of feeling goadpaying later
Establish consistent routines

SelfMonitoring Use peer monitoring with accountability and consequences

Working Memory Break information down into smaller chunks

Task Monitoring Using checklists

Motivation Devise a reward system for successful task completion

Prioritisation Structure the decisiomimaking environment e.g. Using a balance sheet
Switching between tasks Group similar tasks together
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Inertia B What Is 1t?

| Profound difficulties with: ! Not all autistic people experience
| Starting Inertia, but it iIs common
' Stopping | It affectsinitiation. That can be
' Changing activity initiation of anything including:
! Not a lack of motivation | Physical movement B which affects
I Not poor organisational/life everything such as personal care, eating,
skills drinking, sleeping, filling out forms, activitiels

of daily living
I Communication
I Decision making

I A broken Ogo switchO
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Inertia

WELL,
SOME OF US

STUDIES SHOW THAT
WHILE AUTISTIC PEOPLE

HAVE A DO TELL OUR BODIES TO
DISCONNECT MOVE, THEY DON'T
BETWEEN ALWAYS LISTEN.
OUR BODY g

AND MIND.

BRUSH
YOUR
TEETH!

PEOPLE REPORT
FEELING “STUCK” IN
AN INACTIVE STATE,
LIKE TIME HAS
SLOWED DOWN

, THE
TOOTHBRUSH

IS RIGHT

THERE!

DIFFICULTY FINDING THE
“FIRST STEP" CAN ALSO
CONTRIBUTE TO GETTING
STUCK! REGARDLESS OF
WHY IT HAPPENS, IT
SEEMS THAT...

AN AUTISTIC IN
MOTION STAYS
IN MOTION,

AND AN
AUTISTIC AT
REST STAYS
AT REST.

THIS IMPACTS
PRODUCTIVITY, WHICH
MAKES MANY PEOPLE
FEEL STRESSED.

OMG WE HAVE TO HELP
THESE PEOPLE! I'VE GOT
CALENDARS, ALARMS, TO
DO LISTS, MOTIVATIONAL
QUOTES, REWARDS...

@CYPOPPS

© Yo Dunn 2024




Ways to help: inertia

I Support with sequencing
I Break down information
I Active prompting

I Lower the threshold P put all
the information/resources
needed In one place

| Low stress
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Autistic people and decision making - summelu

Making decisions Carrying out decisions

I DonOt assume we canOt, donOt assumerovide sufficient, skilled support (may
we can be ongoing)

I Provide information, including the | Use effective strategies
obvious

I Help us get started!
I Use visual as well as spoken \

communication
I Give a menu of options
I Give processing time

I Avoid overwhelming and give us time
to recover
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Resources #9608 ()" +$-./"01.8$12"0+(3

_ _ _ . _ "#$%"&$'(")$*%0'+"#,'-.[0#" ¢ 1202
An independent guide to qualisarefor autisticpeople -National 3+ »gog4

Autistic Taskforce ¥ 56#.%) 704" 6 HITH" %8
Skills for Care Recognising Behaviour as Distress (NAT discussion9*0"/1%:"11%

paper) ¥ :*8876"0/#"*6' < ($.=/1
Social Work withAutistic People Yo Dunn ¥ 98>7/1"#7

Autistic Inertia -Firsthand accounts ¥ ,*8876"0/#6" <-.$ @($.=/1
¥ 90,**1 .$A7%/1

Autistic Inertia D Research and thoughts on why autistic pepgile ¥ B"/C6*%" %"/ @) SEH#" 47

stuck ¥ D) /6))'$#1.2 "%%T7$%
Tenrulesfor ensuringoeople with learning disabilitiendthose ¥ E$6)$. "6 #7?

who are on the autism spectrum develop ‘challenging behaviourO¢ 9$6%*.?%%7%$%
Autscape D An autistic conference ¥ FS6#/1GP/14#,

¥ *-"6C'+"#, 0,/6C$

SAAIL: Supporting Autistic AdultsO Intimate Lives
BASW Homes not hospitals resources

Why are we stuck in hospital? Birmingham Univensearch \3‘3
o
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https://www.youtube.com/playlist?list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S
https://www.youtube.com/watch?v=tKST2u_vafs&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=2&t=0s
https://www.youtube.com/watch?v=Z0Wi-4hfshk&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=7
https://www.youtube.com/watch?v=nRppDvkldxY&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=4
https://www.youtube.com/watch?v=NPwc9nOVz_4&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=8
https://www.youtube.com/watch?v=zu1t6Gtllu8&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=3
https://www.youtube.com/watch?v=PgKwMmaifFM&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=11
https://www.youtube.com/watch?v=rzPAkcllCow&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=2
https://www.youtube.com/watch?v=_dSIqMSRxFQ&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=10
https://www.youtube.com/watch?v=7bVg855hZOk&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=12
https://www.youtube.com/watch?v=MfYOp6lJsyI&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=5
https://www.youtube.com/watch?v=iATMLzYQHSg&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=9
https://www.youtube.com/watch?v=ojTquBKmHWY&list=PLnBdSvFTseTJOzWvbwz3Ttc0Tjh15wy_S&index=6
https://nationalautistictaskforce.org.uk/wp-content/uploads/RC791_NAT_Guide_to_Quality_Online.pdf
https://www.skillsforcare.org.uk/resources/documents/Developing-your-workforce/Care-topics/Supporting-people-with-challenging-or-distressed/NAT-and-SfC-Recognising-Behaviour-as-Distress-in-Practice-discussion-paper.pdf
https://www.amazon.co.uk/Autism-Social-Work-Yo-Dunn/dp/1785920790/ref=sr_1_1?dchild=1&keywords=Yo%2BDunn&qid=1600768503&sr=8-1
https://www.frontiersin.org/articles/10.3389/fpsyg.2021.631596/full
https://autisticinertia.com/
https://www.pavpub.com/learning-disability/challenging-behaviour/ten-rules-for-ensuring-people-with-learning-disabilities-develop-challenging-behaviour
http://www.autscape.org/
https://www.autlives.com/menu-for-support
https://www.basw.co.uk/homes-not-hospitals
https://www.birmingham.ac.uk/schools/social-policy/departments/social-work-social-care/research/why-are-we-stuck-in-hospital.aspx

National Mental Capacity
Forum Webinar

Fluctuating capacity D a carerOs
perspective
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I Chair of the Board at tide.

I Former National Programme Lead for Older People,
Dignity and Dementia in the Department of Health in
England.

I Vicechair of Liverpool Dementia Action Alliance

I Co-edited a book about using life story work with people
with dementia.
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OLife story work is, above all, a process that
Involves having helpful conversations to elicit,
capture and use stories about a person, in
order to promote their personhood and their
wellbeing and keep them connected with
family, friends and communities.O

Kaiser and Eley, 2017




I Member of tideOs UK wide Advisory Group

I Former teacher

I Former carer for my husband Mike who had Alzheimers
and mixed dementia

I Enjoy singing, walking and playing the ukelele
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TIDE - Together In Dementia Everyday - Events
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TIDE - Together In Dementia Everydaiaw
4 Dementia Carers (L4DC)
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Fluctuating Mental Capacity
- A Clinical Perspective

Professor Gareth Owen

Institute of Psychiatry, Psychology
and Neuroscience, KCL




Outline

| Definition of Ofluctuating mental capacityO

I Distinction between fluctuating mental capacity and fluctuating ahent
state

I A few remarks on advance decision-making




What is fluctuating mental capacity?

I Fluctuation

I Mental Capacity




Why does it cause anxiety for clinicians?

Time specific Unstable
nature of mental | duty of
capacity test care




Point 1

Capacity can change in a relatively predictable or unprduetaay.
OFluctuating capacityO Is a term best reserved forosiguiat which

mental capacity changes in an unpredictable way.




Point 2: fluctuating mental state Is not the
same thing as fluctuating capacity

Consider the following examples:

I In an emotional crisis, there can be a lot of fluctuation of raéstate (e.g.
feelings, emotions) but without a change in capacity to @éecahtacts,
care, finances, residence

I In a phasic psychotic iliness, across a lifespan, there csigrbfcant
fluctuations of mental state (perhaps with only quite short pesiofi full
stability) but only a few occasions when there has been |bssemtal
capacity to make treatment decisions and with each ooogsieceded by
known signs.

I In a delirium there will typically be fluctuation of mentakstaithin a day
without change to incapacity to decide treatment and care.




Fluctuating mental state

| Prototypical clinical conditions
I Emotional crises
I Phasic psychotic illnesses
I Delirilum/dementia




Emotional crises

I Typicallyreactivgghenomena
| Predisposing factors (e.g. emotionally unstable persortiaity)
| Precipitating factors (e.g. loss of a relationship)
| Perpetuating factors (e.g. debts, housing insecurity, substaiscse)

Often involve overt distress, anxiety that waxes and waas involve
suicidality.
In severe forms can be disabling and last longer than houss/day




Phasic psychotic illnesses

| Severe recurrent depression
| Bipolar affective disorder
I Schizophrenia and related disorders

| Episodic and characterised by change b episodes typicale &s
to months (longer without treatment)

| Can involve Oreality distortionO

I In severe forms there is the emergence of delusion and farfrigss
of insight




Delirium

I OFluctuationO is baked into the clinical concept

For example:

DSM-5 stipulates that delirium wWil#$%&%$'&()*+),(-(.*&/)0%.*+1)&2()%3%.,()3")")
0'/45)
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Dementia

| Mental state fluctuation is common, e.g. OsundowningO

I Some kinds of dementia have a characteristically fluctuating
phenomenology, e.g. Lewy Body Dementia.




Assessing Ofluctuating capacityO

To reduce complexity, need to know:

I The decision (the real options in a context)
I The abilities

| be clear about separating understanding from use/weigh
I abilities/inabilities are, ultimately, categorical rathen degrees

I The gravity of the matter © implications for the consequerafes
assessment error

| The Ocausative nexusO B i.e. an account of any inabilibsiwlet is
known about fluctuating mental state/impairments




Examples

OPlease assess this patientOs fluctuating capacity éotloisaidedical
InvestigationO

You find:

I Changes in comprehension and remembering of information througnaut t
day but continuous misidentification of where they are and why.

I Evidence of inability to decide and no evidence of fluctuaapgaty.
I Apparent fluctuating capacity is explained by the nature of deliri

You recommend:

Supporting patienparticipatiom the medical investigation in the morning when
comprehension and distress is lower.




Another example:
OPlease assess this patientOs fluctuating capacityliechelfgeO

You find:

I Changes in emotional state in reaction to life events
| Evidence of ability to decide options
I Apparent fluctuating capacity explained by the nature of the ematiorisis

You recommend:
| Recognising the personOs distress. Consistency in the suppoeaigpésd.




Point 3: fluctuating capacity can challenge
advance decision-making

I Three forms of advance decision-making in the MCA.
1. ADRT
2. LPA
3. Advance statements

I Advance decision-making is premised upbangen mental capacity




I ADRTSs, LPAs are at their most robust when change in mentadcisy
occurs with a fair degree of predictability b e.g. in thedctory of
dementia

I As unpredictability increases, other factors become moievant:
I Flexibility and adaptability
I Continency plans

In these situations, advance statements have a better @hinacal
phenomena and current service systems.




Summary points

1. OFluctuating capacityO is a concept best reservecciontese
there ischangen mental capacity and where that change is
unpredictable

2. Fluctuating mental capacity and fluctuation in mental state ar
different things. Often, what appears as fluctuating capastyny
fluctuating mental state.

3. In cases of true fluctuating capacity, advance decisiomgnedn be
challenging because of unpredictability. Thus:

I Flexibility, adaptability and contingency planning is needed
I Advance statements rather than ADRTSs, LPAs.




Further resources




National Mental Capacity
Forum Webinar

OThe fluctuating capacity
complexityO

Neil Allen

Barrister, 39 Essex Chambers
Senior Lecturer, University of Manchester
Founder, LPS Law Ltd




We know thatE

1. Where assessor XOs view = decision-making incapaditgssessor YOs view =
capacitycapacity is not necessarflyctuating

a) Are they focusing on the same OmatterO?

b) Have they identified the same relevant information, inclgideasonably foreseeable consequences of
deciding one way or another?

Cc) Is one assessment better evidenced-based than the other?

2. Capacity is time specific: Oa person lacks Cga@lfatinm to a matter ifat the
material timehe is unable to make a decisigntx s2)

3. Retaining relevant information Ofor a short period pngsdwt prevent him
from being regarded as able to make the decisign&)

MCA Code 04.20 E it depends on what is necessary for thesieniin question. Items such as notebooks,
photographs, posters, videos and voice recorders can helplpaecord and retain information. O




We know thatE

4. Capacitous decisions cover the reasonably foreseeable goaesees which could

S.

6.

7.

8.

Include a period of incapacitgdgeneral anaesthetic, post-operative delirium)
People can plan for incapacity (ADRTSs, LPAs, advancenstats)

If temporary incapacity, park all other decisions if pradtie to delaymca s1)
The Court OcouldO make anticipatory declarations

If capacity fluctuates, keep it under regular revigsbyshire County Council v AC, EID14T
EWCOP 38NHS Trust and another y2815] 1 WLR 1984; MCA Code 4.26-4.27)




Decisions, decisions!

A.Avoid incompatible decision sil@sv A Local Authoifi2p19] EWCACiv 913 Liverpool City Council v
CMW/[2021] EWCOP 50)

B.What type of decision?
a) Isolated/one-off Odecisions of the momesdORA, a will, a purchase etc)

b) Repeated/decision of a continual natueghanaging long-term health condition, property and
affairs, 24-hour care etc)

C.For continuing decisions, the Omaterial timeO can bei@ilead@Cheshire West v
PWK[2019] EWCOP 57)Relevant factors:
a) PersonOs presentation
b) How loss of capacity arises and manifests
c) Whether planned/controlled situation or unpredictable
d) Frequency
e) Seriousness/breadth of impact of incapacity on the arrangements




L o n g i1 t ud i1l n al

I If the evidential reality is that there are only comparalyvess periods of each
day or week that the person is able to make their own &gmns, then it may be

appropriate to proceed on the basis that, in fact, they laajgacity to do so.

I PersonOs views during lucid periods as to what they woarhd o happen are
key- such advance statements inform the best interests decision

I The closer the person is to capacity at the moment of theuatdecision, the
more weight their views must carry; any decision madestiake into account
that they may acquire capacity so it must not be beyond change.




MACRO / micro

Royal Borough of Greenwich v RDM] EWCOP 32
I Macro decision = managing diabetes

I Micro decisions = when and how to take insulin, testing blghgtose levels,
and dietary issues

If capacity to decide micro decisions is fluctuating, taingpre panoramic view of
the decision-making landscape may mean they lack camanigke the macro
decision.




Takeaways

1.
2.

3.

d

Support capacity wherever possible

Clarify professional disagreements over the decisidayaat
Information and evidence

ldentify the nature of the decision: isolated or continuadend or
micro?

If longitudinal, consider the 5 relevant factors

Always get personOs advance statements where possible
Keep under review




Q&A with Neil Allen




Closing Remarks
Margaret Flynn

Next NMCF Webinar:

Friday, 5 July, 2024, noon-1pm:
Deputyships & Their Limits

Please take the Zoom Poll
(iIf your device permits)




