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Como garantir a autonomia e o
respeito as escolhas de uma
pessoa cuja capacidade de
decisao € ou sera
comprometida?




DEMENCIA

E um termo genérico para um conjunto de doencas e sindromes que resultam no
declinio de multiplas func¢des cognitivas, como memoria, pensamento e raciocinio,

afetando a capacidade de realizar atividades do dia a dia e levando a dependéncia.
Essas condi¢Oes sdao geralmente cronicas ou progressivas e causam comprometimento
significativo que interfere na vida social e profissional, com a Doenga de Alzheimer
sendo o tipo mais comum.
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DIRETIVAS ANTECIPADAS
DE VONTADE (DAV)

Mandato Testamento
Duradouro Vital




DAV E DEMENCIA

» As DAVs feitas por um individuo com plena capacidade mental (competéncia
decisoria) sao, em principio, legalmente validas e devem ser respeitadas, mesmo
apos o desenvolvimento da demeéncia.

> A validade de uma DAYV reside na capacidade da pessoa no momento em que o
documento foi redigido. Presume-se que a pessoa estava apta a tomar decisoes
informadas e expressar seus valores.




> Br J Gen Pract. 2013 Sep 30;63(615):e657-e668. doi: 10.3399/bjgp13X673667

Do the elderly have a voice? Advance care planning discussions with frail
and older individuals: a systematic literature review and narrative
synthesis

Tim Sharp 12:34, Emily Moran 1234, Isla Kuhn 234, Stephen Barclay 1+%:3:4

A maioria quer discutir (61 a 91%), mas a minoria tem a oportunidade.

Barreiras aos IF:

» Relutancia dos familiares em discutir os cuidados no fim da vida.
> Expectativa passiva de que outros decidiriam em seu nome.
> Incerteza quanto a doengas e declinios futuros.




> BMC Med Ethics. 2018 Feb 20;19(1):9. doi: 10.1186/512910-018-0249-6.

Advance directives as a tool to respect patients'
values and preferences: discussion on the case of
Alzheimer's disease

Apoiar as diretivas antecipadas na fase inicial da DA.

Biomarcadores: torna a discussdo ética e juridica do tema ainda mais relevante.

» DAV garante o direito da pessoa incompetente de ter uma historia biografica (mesmo que
ela nao seja mais capaz de aprecia-la plenamente), relacionamentos significativos (seu
significado e valor vém do passado e ainda sdo reconhecidos pelo menos por parentes e

amigos), inclusao social (que ¢ mantida pelas pessoas amadas) e protecao de interesses
pessoais.




> Am J Bioeth. 2020 Aug;20(8):54-64. doi: 10.1080/15265161.2020.1781955.

Cognitive Transformation, Dementia, and the Moral
Weight of Advance Directives

Emily Walsh

» Deméncia é uma experiéncia cognitiva transformadora e que as mudangas de
preferéncias resultantes disso sdo legitimas e devem receber peso moral na tomada de

decisao médica.

» A pratica clinica, por outro lado, favorece a atribuicao de peso moral as preferéncias
expressas por pacientes com deméncia ap0s o inicio.




2> Intern Med J. 2022 Jul;52(7):1160-1166. doi: 10.1111/imj.15338. Epub 2022 May 31.

Prevalence and factors associated with advance
health directives in frail older inpatients

James ) O'Leary ' 2 3, Natasha Reid 3, Ruth E Hubbard 3, Nancye M Peel 3

Coorte retrospectiva australiana 2007 a 2018. 6449 pessoas na admissao hospitalar.

» DAV: nao RCP (15,2%), nao TOT (14,7%), restricoes de medicagao (5,7%) e nao
hospitalizar (3,3%).

» DAV 7,6% em 2008 para 35,4% em 2017.

» Aumento na prevaléncia de DAVs com aumento do status de fragilidade
(P<0,001).




Review > Am J Med. 2021 Aug;134(8):963-967. doi: 10.1016/j.amjmed.2021.02.032.
Epub 2021 Apr 1.

The Limits of Advance Directives in Maintaining
Autonomy in Patients with Advanced Dementia

Donald O Kollisch 1, Robert B Santulli 2, James L Bernat 2
Interesses criticos: sdao conviccoes de longa data de uma pessoa sobre o que é importante na vida,

que definem a identidade e a personalidade dessa pessoa =» “A pessoa que voceé era e o que ela
queria para a pessoa que voce se tornaria”.

Interesses experienciais: sdao desejos transitérios resultantes de experiéncias de fome, dor, prazer,
medo ou outras sensagdes ou emogoes.

Interesses criticos exigem maior respeito do que interesses experienciais porque veneram a
autonomia do eu de longa data. A aplicagdo de DAVs mantém a autonomia precedente.




2> ) Med Ethics. 2024 Oct 22;50(11):774-777. doi: 10.1136/jme-2022-108475.

Ethics of care challenge to advance directives for
dementia patients
2

William Jinwoong Choi

Reconceitua o respeito como uma questdo de cuidado com o0s interesses
contemporaneos das pessoas, mesmo que nao sejam concebidos de forma competente.

» DAV: daria crédito aos desejos competentes anteriores de alguém em detrimento de
suas preferéncias incompetentes atuais. Os argumentos que se baseiam no principio
do respeito a autonomia, operam sob pressupostos capacitistas.




Piers et al. BMC Palliative Care (2018) 17388

https://doi.org/10.1186/512904-018-0332-2 BM C Pa I I iative Ca re

RESEARCH ARTICLE Open Access

Advance care planning in dementia: @ e
recommendations for healthcare
professionals

Ruth Piers'?, Gwenda Albers®, Joni Gilissen®®", Jan De Lepeleire®, Jan Steyaert®®, Wouter Van Mechelen®,
Els Steeman’, Let Dillen®, Paul Vanden Berghe” and Lieve Van den Block™”

Processo continuo e dinamico, que envolve todas as pessoas envolvidas no
adoecimento. Elenca os valores e preferéncias do cuidado e tratamentos
futuros, incluindo cuidados de fim de vida.

Apesar de se saber a importancia do PAC : falta de recomendagdes e como se
fazer na demeéncia.




Becommendatiors*

Quality af the recommendaton,
according to GRADE™

Doman 1

-

Initistion of ACP

Sart ACP s sarly as possbie and integeate ACP into the daly care of people iving
with dementia [10, 17, 106] {11, 38-43] Spexific key moments might be:

- the period around the dingnosis of dementia [39, 44] - when discussing the
gerenl caore plan

- when changes ocour in the haalth status, place of sesidence or financal stuation [45]
e alert for trigoers and opportunities o stan ACP and mabke use of any opportunity
1o ik about ACP fek 47]

The healthcare professional should initate ACP convessations if the person living with
dementia and/or those clase 1o them do not do this thermasives [17, 44-47] 3R 45-48]

Corsider the person 2 an ndividual and consider their spacfic situstion when starting
ACP conversations [43 9]

Evaluation of mental capacity
Abwirys assume maximal mental capacty (S0, 511

Consider mental capacity & 2 fluctuating rather than flatic condibon (521 and stay
alert for wgra of loss of capacity

Judge mentsl capacty task-specficaly e for a certain daceon at a particuiar
mament in fime [11, 38 51]

Abways stay in contact with the person hivhersed and ersune thelr madrmam
paticipation [1]

Asvess mental capacity thraugh formal clinicat annammt

- where theee i doutst or deagreement b b k wle

andion famiy

- when the decsions can have far-reaching consequencss

- predersbly by a multidsciplinary or intesdscipiinary tearm with experience in

dementia

Performing ACP comversations

Adjust cotversation style and content to the person’s level and rhythm 59

Expiore who the sgnificant people in thes fife are and who can be involved in
the ACP camessations, and explose who can bacome ther legal representative 147, 52, 61)

Lead the conversstion but do nat force it to become too farmufaic or phasad [3%

Expiore the pevson's disesse awareness and ther expectatons, idess and possible
mixonceptions conceming the divexs trajectory 15]

Whete somecoe lacks dussie awarensess or is refuctant to talk about ACP, do not
insist [106, 63]

ACP conversatiam can best be hedd on several occasions and over a longer peviod
of time [38, 106, 45] and cover severa| diffesent tapics such m the broader vishues of
the person, thess sxpetience of the present and their frears about the future and the
end of e, ther future care oy, pecific advance dacmions about the end of (fe,
advance directives

Try to undesstand the whole perscn Inving with dementia; explose thes life story,
important vaiues, nams, beliefs and prefesences [17, 26]

Explore the pevson's cunent sxoensnces: ask what i the pesceotion of the perscn

[

Inicio do PAC.

Avaliagao da capacidade mental.

Realizando conversas de PAC.




Table 3 fecommendations (Contnusd)

Becommendations®

Quality of the recommendation,
according 1o GRADE®

26

Domain 6

The rofe and importance of those ¢lose to them

Irvelve family o sgnificant others as early as pouible i the ACP process and
irrfoem theen about the rde of 2 surrogate decislon-masker {11, J6 21)

Evaluate their diveaw awareness and infonm theen about the expacied dueas
trajectory and possble end-of-lile decisions (17, 25 43, 82, 3]

Pay attention to their pevceptions during the ACF process |11, 26 52 65, 85]
ACP when it b dificult o no longer possible 1o communicate wrbally

Keep connected with the person Iving with dementia and enaure their
maxemum particpation [1]: respond to their emaotions, atterd (o non-veshal

communcation and obwerve ther Behaviour 1o know moee sbout their cumrent
quality of lfe. fears and desires

Actively nvolve family and others dose o them in the ACP process and the
expressan of care goals and wishes caoncerring end-of-Me decrsions [11, 26 42]

Documentation of wishes and prederences, including information transher

Write dawn in the medicalicare files of the person with dementls the cutcomes
of the ACP process, thei valusy, preferences and care goals, and if applicable,
the advance directive and legal representative [25 87, 88]

Aegularly re-evaluate a¢ gart of the ACP process; decisions can be nevesed at ol
times {17, 2& 47)

Cammurrcate the outcomess af the ACP process within the cans team, ce valusy
peejerances and care gqoals, and if spplicable advance directives or fegal
repressntatives, espacially in the case of trander 1o another cane setting

End-ofHile decision-making

Carefully weigh the washes [expressed and/or witten down saler) against the
current et interest of the peron Iving with dementia, n comultatan with
those diose 10 them and the hesithcare professionals invoived 183, 89, o0

Precondtions for optimal imgdementation of ACP

Provide enough training opportunities for heakthcars professionais o leam
how to conduct ACP conversstions. Adequate support 1t essential in making
healthcae prolessonals confidertt about engaging in ACP [11, 17, 26, 94 114]

Inegrate ACP into the mission and policy of the organization and embed it in
the omganizationsl culture [62, 93, 95-97] 161, S%6-58] [62, 96-98)

'C O papel e a importancia das pessoas préoximas ao paciente.

IC

18

I PAC quando é dificil ou ja ndo é possivel comunicar verbalmente.

18 Documentacéo de desejos e preferéncias, incluindo transferéncia
de informagdes.

I Tomada de decisdo sobre o fim da vida.

e Pré-requisitos para a implementacéo ideal do PAC.




Vol. 69 No. 6 June 2025 Journal of Pain and Symptom Management

Special article

Optimizing Advance Care Planning in Dementia: ® Chack i
Recommendations From a 33-Country Delphi Study

Jenny T. van der Steen, MSc, PhD, FGSA, Lieve Van den Block, PhD, Miharu Nakanishi, RN, PhD,

Karen Harrison Dening, RN, RNM, RNLD, MA, PhD, Deborah Parker, RN, PhD,

Philip Larkin, PhD, MSc, RN, RCN, RNT, Paola Di Giulio, RN, MSc, Jurgen in der Schmitten, MD, MPH,
Rebecca L. Sudore, MD, Ninoslav Mimica, MD, MSc, PhD, IFAPA, Iva Holmerova, MD, PhD,

Sandra Martins Pereira, RN, MSc, PhD, and Ida J. Korfage, PhD, on behalf of the European Association for

Evidéncias sobre como conduzir o PAC em deméncia sao fragmentadas.

updates

PAC na deméncia: forma centrada na pessoa de obter preferéncias, valores e objetivos, e que deve

ser continuada quando a capacidade de tomada de decisao diminui.

Nao se trata apenas de "o que nao fazer", mas de como a pessoa deseja viver,

valores, medos e prioridades.

quais sao seus




Definitional
framework

Previous EAPC Delphi study

ACP in general

Evidence and
consensus-based
Clinical

E Advice from persons
recommendations

with dementia

Literature

Previous EAPC Delphi study

Palliative care in dementia




CATEGORY 1. ALWAYS do this, and repeat every conversation

a.

0 o

S@E o a

N 4

Assess concerns about current matters and address these first, or agree to discuss any such
concerns in a separate conversation

Assess decisional capacity of the person with dementia

Support both (persons with dementia and family) in their roles and tasks to share decision
making

Tailor the ACP conversation to the person’s capacity

Explore readiness to engage in ACP

Tailor the ACP conversation to health literacy

Tailor the ACP conversation to style of communication

Tailor the ACP conversation to personal values

If understanding about ACP or the dementia is limited and there is a risk of information
overload, jointly determine which information needs should be addressed”

Inform about possible specific care and treatment options

Document any agreed global goals of care and preferences for specific future care and
treatment

Document a summary of the conversation, also in case no decisions are made




CATEGORY 2. Do this AT SOME POINT, if possible in the first conversation; it might be repeated
but not necessarily so in every conversation

SO a0 oW

3 T XT o gm

Explore the relationship between the person with dementia and their family

Identify the representative role in future care and treatment decisions

Discuss shared decision making

Inform the purpose of ACP

Assess understanding of ACP

Verify whether the person with dementia has any previous wishes in writing and check
correct understanding®

Inform both (the person with dementia and their family) about the dementia and its course
Explore understanding about the dementia and its clinical course

Explore health-related experiences, concerns and personal values that would inform ACP
Inform about global care goals (e.g. life prolongation, comfort)

Decide on prioritized global care goal (e.g. life prolongation, comfort)

Discuss and assess leeway for the representative to consider possible future care needs

. Agree on when to repeat ACP (decide together on specific trigger events or experiences)




CATEGORY 3. OPTIONAL, do this if it fits with the approach to ACP, context, situation, and
legislation

a. Decide on specific future care and treatment

b. Identify and discuss any global care goals and specific care and treatment that are not
realistic

¢. Discuss preferences for care and rituals in the terminal phase*

Complete an advance directive (living will)

e. Agree on when to repeat ACP (set date for next conversation)

Q




Consensos:

- Inicio precoce- logo apos o diagnostico.

- Revisao anual (gatilhos)

- Avaliar sempre a capacidade de participar das decisoes (nao-formal). O
momento certo e a adaptacao do contetido as necessidades individuais.

- Envolver a familia.

- Cuidados no fim da vida podem ser discutidos alguns meses apos o
diagnostico.

- Registrar sempre em prontuario.

- Eleger um Procurador de Saude.

- Fazer DAV ou nao.







PONDERACOES

» Literatura estrangeira.

> Essa discussao se aplica ao momento que estamos no Brasil sobre discussao de
autonomia/ DAVs?

» Realizacao de PAC é factivel na realidade de satide brasileira?
» Avaliar a capacidade decisdria na consulta pode ser desafiante.

> E se a pessoa portadora de deméncia que nao quiser compartilhar seu PAC com os
familiares?




AUTONOMIA E DIRETIVAS ANTECIPADAS DE VONTADE NA
DEMENCIA

O diagnostico de deméncia nao rouba a dignidade. O que rouba é ignorar a vontade e
impor um sofrimento que a pessoa, enquanto capaz, declarou nao querer.

Diagndstico de deméncia nao tira a capacidade da pessoa de opinar sobre si.

A tendéncia é honrar o “eu competente” para tratamentos definidores de vida e o “eu
experiencial” para cuidados didrios e conforto.

PAC e DAV : 'seguro de vida' da autonomia. Protegem os valores e escolhas no futuro.
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(@) ana.rugani
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