Frompolicy to practice— Consent, Assisted Decision Making and tools for practice:

The role of advocacy In supporting decisien
making, particularly during COV#HD9

NAS Regional Manager: Joanne Condon
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SERVICE FOR PEOPLE WITH
DISABILITIES




Article 12 UNCRPD

-Removes barriers to Personhoed
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(%) Dispel the Fiction of Rationality

(%) Irrational choices and bad decisions are a
reality for all of us

(%) Dignity of Risk- Right to make bad decisior
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T e d ([ Upholdingthe centrality of will and
SERVICE (or pEopLE wiTh preferenceand personal autonom

DISABILITIES . . . . .
In decisionmaking for people with
disablilitieshas for manyears
necessitatedhe support of
Independent advocates.

%) NAS has much experience in

supporting people to make their
own decisions.
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will and preference. ;
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About the National Advocacy Service G]

AEstablished 2005 as pilot projects, national company since 2014
AFundedand supported by the Citizens Information Board

ACIB statutory obligation to provide advocacy and a representative
advocacy service for people with disabilit€omhairle Act 2000 &
Citizens Info Act 2007)

AFully professional, independent, free and confidential service
A50 paid, professional staff across Ireland

ANAS also launched a new, independent Patient Advocacy Service in
October 2019 (patientadvocacyservice.ie)




About the National Advocacy Service GJ

NAShas a particular remit for adults (aged 18+) with
disabilities who

ALivein the community & are isolated from thedommunity
andservices.

AHavecommunicationdifferences.
AAreinappropriatelyaccommodated.
ALivein residentialservices.

AAttend dayservices.

AHavelimited informal or natural supports.




Vision statement

Our vision for society is one where people
with disabilities can exercise their rights
- with dignity, autonomy, equality and
independence at the core. We recognise
the capacity of people with disabilities

to make their own decisions equally with
others, in accordance with the United
Nations Convention on the Rights of
People with Disabilities (UNCRPD).




Types of Disabilities

People with... 2017 2018

Acquired Brain Injury
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housing health justice parenting with
50% 22% 12% a disability
8%
Birth, family and Social Welfare Money and Tax Education, social
relationships 6% 4% life, employment

1% 1% ;




NAS Issue Categories

Housing:includeshomelessness, inappropriate residential placements such as young peop 24n
nursing homes, lack of choice in terms of residential placementspdgregation, rent and
arrears and social housing list issues.

Health issuesinclude access to healthcare services, treatmgmtices, consent issues and
meaningful engagement in defining treatmguliins, mental health related issues.

Justice issuesinclude Ward of Court cases, wills and probate, personal injuries claims, rightssof
residence and criminal cases.

Parenting with a Disabllity: typicallyrefers to cases where a parent with an intellectual
disability Is subject to an intervention by social services in relation to their child/children.




NAS Advocacy code of practice: upholding Will and Prefere| il

C Therole of the advocate Is to get to know the person and
supportthem to have theiwishes,will and preferencekept atthe
centreof the decision making process

C Advocatessupportthe person to be directlynvolved in decisioamaking
processesvhich affect them and must aim faresent information in ways
that assist the persorio make their own informed decisions and choices
(Advocates are never decision makers for the person)

C Advocatesvorkil 2 & dzLJLJ2 NI | LJSoNskderad fiskainbA 3
experience fallure.

C Advocateanust not be influenced or compromisen carrying out their
role by any other party and cannot do anything the person does not wa
them to da

C Advocates adopa‘ Wi | | and Prefer apowah. V
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Good practice: Things an advocate will not do:

x ATell the person what to do

x ATell the person what decisions to make

anl-‘1§ RSOAaAAZ2Ya 2y UKS LIS

x AGive legal advice

x Al OG o6AlGK2dzi GKS LISNE2YQ
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Case Studies
-Covid19




Advocacy Issues: Covi@

Housing:Homelessness, swift moves to inappropriate residential placements such as young people in
nursing homes, lack of choice and involvement in moves, Restrictions to movement/IiHdrt$x E| UA yZ2OF
decision making to remove people fragarvices.

Quality of Life Withdrawal of day services/Impact toutines/Job loss, loss of respite services, Withdrawal
or reductionin home support services/Pervices. Curtailment of meaningful daily activiti€emplex
safeguardingcenarios, curtailed visits with family/friends, isolation, domestic violence.

Health issuesIreatment decisions, consent issuesnergencyhospitaladmissions, swift discharges from
hospital, DNAR decisions, Coet#ltesting, seHsolation, window visits, disruption to critical mentaalth
services, increased use of PRN medication.

Justice issuedVardof Court casegjelayed court hearings, remote interim capacity assessments, waiting
lists for free legal aid.

Parentingwith a Disability: curtailment of access, online/phone access only with childBaurt hearings
postponed/delayed. 13




Joyc Emergency admission to hospital GJ

A Joy is 48, has a physical & I.D, lived with her sister Amy.

A Joy was admitted to ICU in April duestasspected Covid.9. Tested negative, but
diagnosed with a number of other serious medical issues.

A Hospital wished fosister to attend meetings and make decisiofer Joyin relationto
treatment, DNAR andnwardLJ  OSYSY G YR @gSNB A3y 2 NNY
Amy not to be involved.

A TheAdvocate pointed out thafamily have norole in consenting or refusing medical
LIN2 OSRdzNBE | YR KSf{ LIsdhtsan@wisDe i Mhdayith (e HSE
Consent Policy

A Hospital then wished tdischarge Joyo a nursing homeShe hadived in aNH
previously which she hated and expressed that she walldcond iEhe wagnoved
there. Hospital soughto have acapacity assessmerarried outso that Joy could be
returnedto the NH if she tried to leave once movékre by aiming to demonstrate tha
she did not have the capacity to make decisions.
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Joy¢ Emergency admission to hospital

ACKS | Rg2 Ol { fghtdalpléstirhpiton W 2apdeifiand sought for a Speech &
Language Therapist to become involved to supportdapmmunicate her will and
preference.

A The Advocate also highlighted that the least restrictive range of options
(proportionality) K R y2G 06SSy SELX 2NBR | yR dzLJK S
highlighting the FREDA principles to those involved.

A The person was supported by the advocate to seek out specialist supports and an up t
date needs assessment to help determine what options might exist for the person w
regard to livingoptions after dischargdrom hospital.

A The correct process was followed to establidbNARfor the person by her consultant
andAmy was not invitedtomeetingd y 1 SSLIAY 3 SA0K W2é Qa Bg

ADM principles appliedhere - Joyshould not have been considereaks lackingcapacity
to make decision until all effortsvere made for herto expressher will and preference.
Interventions were not proportionate and capacity was not assumed. Best Interest
decision making was evident.




Where does Independent Advocacy fit with
Supported Decision Making & the ADM
(Capacity) Act?




FORMAL DECISIOMKING SUPPORT OPTIONS

3. Decision
2. Codecision
Maker

Making
Representative

1. Decision Making
Assistant

Will and Preference of the person




& )\ Advocacy issues that could arise for thos
with decision supporters under the ADM

C A decisioAamaking supporters helping with decisions that are not included in Hgreemen
C Where due process has not occurred (tokenism)

C Where intervention has occurred but was unnecessary / prolonged

C Where proportionality has not applied

CPSNER2YyQa NAIKIO G2 dzysAaS RSOAAAZ2YEA Aa

C Where misrepresentation of/ovending of will & preference occurs

C lll treatment has occurred by decision making support person

C Support to raise such complaint to the Decision Support Service where necessary
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The supported decision making process
-What Is involved?

ALL OF MY 5§ 80 I'VE DECIDED TO GOOD
DECISIONS i 5TOP MAKING PECISIONS! DECISION
ARE WRONG 5

P id [8Si0AIU inqQu
J5M DANES 1-122




6. DECIDE

&
INFORM

5. WEIGH

OPTIONS

1. KNOW
PERSON

SUPPORTEL
DECISION
MAKING

4. OTHER

RELEVANT
FACTORS

2. IDENTIFY
DECISION

3. OPTIONS
&
INFO
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INGREDIENTS FOR SUCCESSFUL SUPPORTED D@O
MAKING

A Individually tailored

A The quality of the relationship

A Start with small decisions and work up to big ones

A Links similarities to previous decisions made

A Practice makes perfect

A Document the process

A Accountfor howwill & preferencewas identified

A Opportunity to experience
A Process empowers and supports :// ‘L

Ab2d FrHftAy3 ol O]l Ay




Jane’ s St or ywill&@Redepence s e nt i

A Janeis 40 and hasan intellectual disability Livedall her life in a rural communitywith parents Inherited
the family homewhenparentsdied. Ward of court for manyyears (LunacyAct)

A JanecontactedNASas she was unhappyabout how her committee was makingdecisionsabout her life
without regardfor her wishes

A WI y®fniittee beganto make decisionsabout her property, money and life without speakingto her.
Theyfelt it wastoo highrisk for Janeto live independentlyandthat it wasin her bestintereststo livein a
residentialservice Theywantedto sell Wl yherei

A Janewassupported by her advocateto representher will and preferenceto keepher home and remain
livingthere by writing to the Presidentof the Highcourtto ensureher voicewasheard

A The advocatealso assistedJaneto engagewith variousprofessionalsvho could help Janeidentify the
supportsshewould require to live independently.

A Wl ywliQeid preferencewas upheld and she was able to continue living independentlyin her home
with additionalappropriatesupportsin placeto enableherto manageher financesandhouseholdtasks

Thiscase study highlights the role of the advocate in ensuring the voice of the person is heard when
decisions are being made about theirlifeandhowe pr esent i ng t he per sleadfos
more positive outcomes for the person. .




Supporting the will and preference of those with
communication differences

In a casewhere the personis not in a position to articulate their will or
preferencesthe advocateuses4 internationally recognisedapproachesto
ascertainthe LJS NJAwvdlharselareference

Person
Centred

PERSON WITNESS OBSERV

CENTREDNESS - o
Informati ople in
Approaches when working with a perso e pers

e.g.

with communication differences From the person mily

s
docu sionals

RIGHT8ASED ORDINARY LIFE

APPROACH PRINCIPLES
EightQuality of Life Domains
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- "T'M SORRY. WHAT OTHER OPTIONS ARE THERE?”



Advocacy.le
National Line: 0761 07 3000

.4 M | NATIONAL ADVOCACY
) o
DISABILITIES



https://advocacy.ie/

