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Webinar plan

* Rationale for supporting decision-making

* Basic concepts: shared and supported decision-making

* Evidence relating to people with aphasia

* Potential ways to increase support for people with aphasia

* Roles and contributions for SLTs



Reflection point

Think about this clinical situation:
e Ahmed has had a stroke
* He has aphasia and cognitive difficulties

* He needs to decide whether to have a surgical
procedure

* What support might he need?
* How can he be supported?
* Whose responsibility is it to provide support?
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“...a process in which decisions are
made in a collaborative way, where
trustworthy information is provided in
accessible formats about a set of
options, typically in situations where the
concerns, personal circumstances, and
contexts of patients and their families
play a major role in decisions”

(Elwyn et al., 2017, p1)

Shared decision-
making

“SDM depends on knowing and
understanding the best available
evidence about the risks and benefits
across all available options while
ensuring that the patient's values and
preferences are taken into account.”

(Légaré et al., 2018, p14)
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Supported
decision-making



https://www.bmj.com/content/bmj/359/bmj.j4891.full.pdf
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD006732.pub4/epdf/standard

“...any process in which an individual is provided
with as much support as they need in order for
them to be able to make a decision for
themselves; and/or express their will and
preferences within the context of substitute
decision-making...”

Shared decision-
making

(Mental Welfare Commission for Scotland, 2016)

Supported decision-
making
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https://www.mwcscot.org.uk/sites/default/files/2019-06/mwc_sdm_draft_gp_guide_10__post_board__jw_final.pdf

Supporting decision-making:

CONVENTION
ON THE RIGHTS
OF PERSONS
WITH DISABILITIES

rights and evidence-based justifications

The patient’s right to autonomy

« Ethical frameworks, laws, policies relating to informed consent,
decision-making support, mental capacity assessment

Civil Code Book 1; Book 7 Articles 446-468 (WGBO)

Potential benefits include increased:

* patient understanding of risks and benefits

* communication and trust between professionals and patients
* patient satisfaction with decision-making and care

* adherence to, and engagement in, rehabilitation / care

* care outcomes (patient health and provider efficiency)
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https://www.nice.org.uk/guidance/ng197/resources/shared-decision-making-pdf-66142087186885

How do we “do” shared decision-making?

Patient Decision Aids Tools to support conversations

Three-Talk Model
Elwyn et al. (2017, p5)

\]
health@wse“

for every health decision®

v
) Team talk
Work together, describe

choices, offer support.
a0d ask sbout goals

This Healthwise Kno se is intended for professional evaluation and not intended for distribution directly to patients or consumers
For more information on licensing Healthwise products send an email to: hwsales@healthwise.org

Enter search term. “

Stroke Prevention: Should | Have a Carotid Artery
Procedure?

Active
listening

e attention

3 2
Decision talk Deliberation Option talk

hinking carefully about Discuss alternatives
¢ when facing using risk
communication

You may want to have a say in this decision, or you may simply want to follow your doctor's
recommendation. Either way, this information will help you understand what your choices
are so that you can talk to your doctor about them.

Stroke Prevention: Should | Have a Carotid Artery Procedure?

2 3 4 5 6

Compare Your Your Quiz Your AR R Let's compare the
Options. Feelings Decision Yourself Summary "

Your options
* Have a carotid artery procedure along with taking medicines and having a heart-healthy
lifestyle to help prevent a stroke.

* Don't have a procedure. Reduce stroke risk by taking medicines and having healthy
habits.

The Ottawa | L'Hopital . . ] )
& W Hospital d'Ottawa Patient Decision Aids Research Group % {D

Research Institute Institut de recherche
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Implementation of shared decision-making

* Not widely adopted in practice

* Low / very low quality evidence for effectiveness of
interventions designed to increase use of SDM by
healthcare professionals (Légaré et al., 2018)

* Need to consider a wider range of outcomes occurring
longer term (Elwyn et al., 2016)
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https://implementationscience.biomedcentral.com/articles/10.1186/s13012-016-0480-9

What do we know about shared decision-making
for people with aphasia?

APHASIOLOGY

2023, VOL. 37, NO. 5, 802-812 E ROUtIedge
https://doi.org/10.1080/02687038.2022.2039588 Taylor & Francis Group
REVI EW W) Check for updates ‘

Shared decision making for persons with aphasia: a scoping
review

Konstantina Charamis?®, Caitlin Parsons?, Carol Leonard? Marie- Cécile Domecq®,
Ferne Mardlin Smith¢, Kelli J. Mayhew® and Laura Boland®f
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What do we know about shared
decision-making for people with aphasia?

Lack of evidence about how to do this well for people with aphasia

No studies have evaluated use of SDM with this group

Two papers included in review:

Brady Wagner (2018)

* Theoretical ethical framework, promotes use of supported communication
Isaksen (2018)

* Analysis of clinical discourse between SLTs and PwA for decisions about
discharge from SLT

 SLTs had difficulty using SDM in practice: they directed decision-making
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https://pubs.asha.org/doi/abs/10.1044/2018_PERS-SIG2-2018-0014
https://journals.lww.com/topicsinlanguagedisorders/fulltext/2018/04000/_well,_you_are_the_one_who_decides___attempting.5.aspx

Do we give recommendations not options?

Received: 10 May 2023 ‘ Accepted: 17 January 2024

DOI: 10.1111/1460-6984.13020

RESEARCH REPORT

Using Conversation Analysis to explore assessments of
decision-making capacity in a hospital setting

Jessica Foulkes' | Anna Volkmer’ | Suzanne Beeke’
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What do we know about shared decision-making
for people with aphasia?

People with aphasia:

* want to be involved in decision-making (Berg et al., 2017)
* will differ in terms of their preferred level of engagement (Isaksen, 2018)

* are likely to need communication support to engage in decision-making
(Kagan, Shumway & MacDonald, 2020)

Healthcare professionals need to overcome communication barriers to:

* support people to understand and communicate about decision options
* identify what people understand and think about decisions
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https://www.tandfonline.com/doi/full/10.1080/09638288.2016.1185167
https://www.tandfonline.com/doi/full/10.1080/09638288.2016.1185167
https://www.tandfonline.com/doi/full/10.1080/09638288.2016.1185167
https://journals.lww.com/topicsinlanguagedisorders/fulltext/2018/04000/_well,_you_are_the_one_who_decides___attempting.5.aspx
https://www.thieme-connect.com/products/ejournals/abstract/10.1055/s-0040-1712115

What type of support do people with aphasia need?

Individualised support to:

 understand information about decisions
ONE SIZE

* remember this information DOESN'T FIT ALL

* think about decision options
e express their opinions about decisions

 feel comfortable and safe discussing decisions
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How can we support people with aphasia to
make decisions?

Received: 23 January 2023 I Accepted: 16 June 2023

DOI: 10.1111/1460-6984.12925

REVIEW

Communication strategies to support decision-making by
persons with aphasia: A scoping review

Alexandra M. Stipinovich © | Kerstin Tonsing | Shakila Dada
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How can we support people with
aphasia to make decisions?

* acknowledge competence

* give time

* make environmental modifications
* invite others to provide support

e provide sensory support

e provide communication and cognitive support:
* multimodal support
» Supported Conversation for Aphasia (SCA™) /
supported communication approaches
* Augmentative and Alternative Communication
* relevant, accessible information
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Communication strategies to support decision-making by
persons with aphasia: A scoping review

lexandra M. Stipinovich

ONE SIZE
DOESN'T FIT ALL
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Are we meeting the decision-support needs of people
with aphasia? Evidence from mental capacity research

* Inherent decision-making abilities may remain intact despite language
difficulties (Kim, Suleman & Hopper, 2020)

e “Continuum of capacity” (Brady et al., 2012)

* Legal definitions and tests focus on cognitive-linguistic abilities
* Assessment performance is predicated on the ability to communicate

* Decision-making capacity may be masked by communication disability
(Zuscak, Peisah & Ferguson, 2015)
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https://doi.org/10.1044/2020_JSLHR-19-00182
https://journals.sagepub.com/doi/10.1111/j.1747-4949.2012.00900.x
https://doi.org/10.3109/09638288.2015.1092176
https://doi.org/10.3109/09638288.2015.1092176
https://doi.org/10.3109/09638288.2015.1092176
https://doi.org/10.3109/09638288.2015.1092176

Are we meeting the decision-support needs of people
with aphasia? Evidence from mental capacity research

Healthcare professionals do not always:

* understand or fulfil their legal responsibilities
* identify and support communication needs

* refer for specialist communication support

. A
=
N Y
Professionals may think aphasia = incapacity

Borrett & Gould (2020), McCormick, Bose & Marinis (2017)
Jayes et al. (2017; 2019; 2020a; 2020b; 20213a; 2021b)

Practitioners may find it easier or prefer to involve proxies or make
decisions themselves (Carragher et al., 2021; Carling-Rowland et al., 2014)

Mark Jayes 04/10/2025 17



https://doi.org/10.1080/02687038.2020.1819954
https://doi.org/10.1080/02687038.2017.1355441
https://doi.org/10.1080/02687038.2017.1355441
https://doi.org/10.1080/09638288.2016.1224275
https://doi.org/10.1080/09638288.2019.1572793
https://doi.org/10.1080/09638288.2020.1765030
https://doi.org/10.1111/1460-6984.12585
https://doi.org/10.1111/hsc.13512
https://onlinelibrary.wiley.com/doi/10.1111/1460-6984.12685
https://www.tandfonline.com/doi/full/10.1080/09638288.2020.1722264
https://www.tandfonline.com/doi/full/10.1080/09638288.2020.1722264
https://www.tandfonline.com/doi/full/10.1080/09638288.2020.1722264
https://www.tandfonline.com/doi/full/10.1080/02687038.2014.895975
https://www.tandfonline.com/doi/full/10.1080/02687038.2014.895975
https://www.tandfonline.com/doi/full/10.1080/02687038.2014.895975
https://www.tandfonline.com/doi/full/10.1080/02687038.2014.895975
https://www.tandfonline.com/doi/full/10.1080/02687038.2014.895975

Decision-making capacity and aphasia

Semin Speech Lang 2020; 41(03): 221-231 o X N

DOI: 10.1055/s-0040-1712115 i;,‘ Download PDF

Review Article

Thieme Medical Publishers 333 Seventh Avenue, New York, NY 10001, USA.

Assumptions about Decision-Making Capacity and Aphasia: Ethical
Implications and Impact

Aura Kagan , Elyse Shumway , Sheila MacDonald
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How SLT/Ps currently support decision-making:
International survey of practice (n=195), (Jayes et al., in review)

EDUCATING AND TRAINING OTHER PROFESSIONALS TO SUPPORT
PEOPLE TO MAKE DECISIONS

LEADING A CAPACITY ASSESSMENT

SUPPORTING A PERSON’S COMMUNICATION NEEDS DURING A
CAPACITY ASSESSMENT

GIVING ADVICE ABOUT A PERSON’S COMMUNICATION NEEDS TO
ANOTHER PROFESSIONAL

HAVING A CONVERSATION ABOUT A DECISION

o
[EEN
o
N
o
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How SLT/Ps currently support decision-making:
International survey of practice (n=195), (Jayes et al., in review)

Practice barriers Practice facilitators
* Colleagues do not request * Management support
support

* Guidance, resources

* Education and training «

* Relationships

e Lack of education

* Time

* Lack of confidence
* SLT/P “presence”

 SLT/P “ownership”

* Not within scope of practice

e Role conflicts
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Potential solutions: education

& Map Residents Scenarios Contact
Manchester
Metropalitan

Urgweasiry

Supporting Feople with communication
disabilities to communicate and make
decisions

PACKAGE

Supporting people with communication disabilities to
communicate and make decisions

Introduction The development of this resource
was supported by Manchester

Metropolitan University & Nuffield
Health Education and Workforce

This learning resource is designed 1o support you to learn how to work more
easily and effectively with people with communication disabilities

The resource hos a particular focus on showing you ways to support people with Development funding
communication disabilities to make decisions, for example during a mental

i m
capacity assessment. g:ncbomr
Accessing this resource is not a substitute for dedicated training in how to apply University
mental capacity law 1o your work
The resource was developed with the generous help of people with Nuffield
communication disabilities and health and social care professionals living and Health

working in the UK.
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Potential solutions: education

National Mental Capacity Forum

- National Mental i . H
Webinar: Practicable steps for people

News and publications
| Webinars

COVID-19 webinars

Blogs

Videos

Annual reports

Events

Utilities group

2016 initiatives

with communication difficulties

19 January 2023

About the webinar

The third webinar in the new series took place on 19 January 2023. It focused on
enacting the second principle of the Mental Capacity Act for people with
communication difficulties. We explored who might need supported decision-
making, what supported decision-making for people with communication

difficulties might look like in practice, how Speech & Language Therapists can help,

and what other professionals can do when a Speech & Language Therapist is not
available to provide support. We included case studies to demonstrate best
practice and provide information on useful tools and further learning
opportunities.

Confirmed speakers included:

* Hannah Atkinson (University of Essex)

* Dr Mark Jayes (Manchester Metropolitan University)

s Dr Margaret Flynn (Chair, National Mental Capacity Forum)
* Dr Anna Volkmer (University College London)

https://www.scie.org.uk/mca/directory/forum/nmc-webinars/practicable-steps

oint initiative by

Department
of Health &
Social Care

(pis) 2
%Y

Ministry
of Justice
sayuptodate (D

the National Mental
Capacity Forum by

signing up for e-mail
updates from SCIE,
ensuring your specify
you have an interest in
the 'Mental Capacity

Mark Jayes 04/10/2025
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Potential solutions: using existing resources

& frontiers | frontiers in Rehabiltation Sciences % October 2025 Topic area Brief description Resource/link
A Shared decision-making Online learning package designed by NICE and University of Keele | https://www.nice.org.uk/guidance/ng197/resources/shared
(UK) decision-making-learning-package-9142488109
Communication tools overview | Overview from the Aphasia Institute in Toronto, ON, CA https://www.aphasia.ca/communication-tools
B coos v, Person-centered care for people | SOmERWILRIvCNCCER-SON:
— with aphasia: tools for shared Supr)ned conversation for aphasia ™ | Training options for practitioners (in-person, online, etc.) hllpsA://\\'ms‘..xph:Asr.l.ca/hcullh care-providers/education
coreo sy §e . training training/
et et G decision-making ; — " : : . .
University of Pretaria, South Afica Graphic tools to support conversations | Graphics, tools, pre-packaged conversation booklets, and other https://www.aphasia.ca/health-care-providers/resources-and
i) Jacqueline Hinckley™ and Mark Jayes™ with people with aphasia communication supports (some free, others are for purchase) tools/
Evny"f.'::.f’gﬁ:‘;:f:‘:” sw: g J ; Discharge planning LEAVING checklist from the Australian Aphasia Association https://www.youtube.com/watch?v=0Z-12Kv7Aco
——— Mental capacity assessment | McasT Support Tool—support to prepare, complete and hllps:l/mmu:cslurv:.ﬂ)'\\'lrc.cumlpmducls/ mental-capacity
| document inclusive capacity assessments (UK) assessment-support-toolkit-mcast-support-tool-4801
Mental capacity assessment for people | Online learning package developed at Manchester Metropolitan https://forms.office.com/e/aAXHB82T6P
with communication disabilities | University (UK)
Mental capacity assessment for people | Communication Aid to Capacity Evaluation (CACE)—accessible | https://aphasia-institute.s3.amazonaws.com/uploads/2021/
with communication disabilities | capacity evaluation process and materials (Canada) 03/Communication-Aid-to-Capacity- Evaluation-CACE.pdf
Informed consent to participate in | Consent Support Tool-—supports researchers seeking to recruit https://www.jr-press.co.uk/consent-support-tool.html
research people with communication disabilities as research participants
Communication support training : Communication Access UK—free online training for individuals | https://communication-access.co.uk/
| and organizations about making communication more accessible
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Potential solutions: sharing our practice

SAGE Open Medical Case Reports

Impact Factor: 0.6 / 5-Year Impact Factor: 0.7 Journal Homepage

Open access ®© ® Case report First published online July 9, 2021

Using a multidisciplinary approach to reveal decision-making capacity within acute care for an individual with aphasia

Ruth Maxwell, Michelle O'Brien, 1..1, and Thilo Kroll (::2:1 View all authors and affiliations

All Articles https://doi.org/10.1177/2050313X211027098
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Potential solutions: capacity assessment tools as
models for shared / supported decision-making

Communication Aid to Capacity Evaluation Cag::i‘t';‘;'\‘,:z:;’ig:fdcfw

(carling ROWIand Et al'l 2014) A Communicatively Accessible Capacity
Evaluation to Make Admissions

* Developed for use by social work staff in Canada FEois

* For use with people with aphasia making decisions
about residence / care

* Training package and assessment tool
* Accessible aphasia-friendly resources

Pictographic Assessment Tools — Aphasia Institute
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https://www.aphasia.ca/health-care-providers/resources-and-tools/pictographic-assessment-tools/#CACE
https://www.aphasia.ca/health-care-providers/resources-and-tools/pictographic-assessment-tools/#CACE
https://www.aphasia.ca/health-care-providers/resources-and-tools/pictographic-assessment-tools/#CACE

Mental Capacity piontyirio - @

RESEARCH ARTICLE

Assessme nt Su p po rt Evaluation of the MCAST, a multidisciplinary toolkit to improve mental

capacity assessment

TOOI kit ( M CAST) Mark Jayes™ (@, Rebecca Palmer and Pamela Enderby

MCASTS ——-

MCAST feasibility testing
showed:

* improved assessment
documentation

* increased staff
confidence

-‘ * positive evaluation by
staff, patients and
family carers
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Validation of the MCAST Communication Manchester

Metropolitan

Screening tool (Jayes et al., in preparation) University

MCASTS ——-

NHS

Northern Care Alliance

Convergent validity: moderate-to- NHS Group
strong (t=0.41-0.72). .
Criterion validity: strong (k=0.77, Speakeasy

95%Cl 0.57-0.98).

Test-retest reliability: substantial to
near perfect (k=0.68-0.95).
Interrater agreement: substantial
to perfect (k=0.65-1.00).

FUNDED BY

National Institute for
Mark Jayes 04/10/2025 N I H R | Health and Carg/Research



Potential solutions: clarify / develop the SLT role

Essential?

e Supporting decision-making ) —

* Supporting capacity assessments [9/_

* Advocacy O —

* Education and training for others 0 — /
4

Desirable?

* Lobbying for legal reform

* Leading capacity assessments
* Developing and testing evidence-based interventions
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Reflection point

Think about the following:

How could you develop your role to provide more support for
people with aphasia to participate in decision-making?

Mark Jayes 04/10/2025
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Take home messages

* Evidence-based shared decision-making
practice needs to be developed

* People with aphasia have a protected right
to support to make decisions

* They may not always receive this support

* The current SLT contribution varies and
could be developed

* More research is required to: -
» adapt and robustly evaluate existing resources

* develop and evaluate new education and !
practice resources
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Thank youl!

Please get in touch if you wish to

collaborate!

m.jayes@mmu.ac.uk “@markjayes.bsky.social
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