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Codesigning a life after stroke pathway

To co-design a care pathway through
engagement with key stakeholders to best support
life after stroke which will result in improved patient
experiences and outcomes for stroke survivors

(and their carers) using a participatory research
and co-design approach.
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Codesign workshops and consultations w
Gather patient, family and staff experiences CLASP

AWhat are the supports/resources that enable long-term
support after stroke?
Must have?
Should have?
Would have?

o
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Using information from the realist review, surveys, existing narratives stroke
survivor stories/personas, allowed the research team to develop a specific
focus for the co-design sessions



Wide stakeholder consultation, who we met

PolicyNational Stroke
Programme &
Neurorehabilitation
Strategy Programme
Manager

Public and
Patient
Involvement
(PPI)

Expert panel
meetings

Stroke advocac
groups

Stroke Team
West (urban)

Self
management
team

Communication acce
SALT, access to talk
groups and aphasia

cafés

Discharge
preparation
working group

Early supported
discharge

(urban & rural

Community
Physiotherapy
Specialist Midlands

(e

Caregivers
(mums and
husbands)

Young Stroke
Survivors (urba
& rural)

Psychologypupporting
family and children afte
stroke, social work/
psychologist

Peer support, soci
work/ psychologist

Community project [
manager, Headway

(Brain Injury Suppor
Service)
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MARY

Age: 62 years old

Gender: Female
Background: Widowed, works in tele-

sales, has aphasia after her stroke

1.McFadden A et al. Gypsy, Roma and Traveller access to and engagement with health services: a systematic review. Eur J Publi

Persona 1

Mary is 62-years old and lives on the

outskirts of Wexford, Ireland (Rural).

A Widow and mother of two adult
children.

A Can drive and has a close-knit
family.

A Visits her GP regularly.

A Member of book club and enjoys

golf.

WANTS & NEEDS

Accessible Services

Information on speech and language
therapy (SALT) locally to help with her
aphasia.

Empowerment

Mary wants to get back to work, she is
not sure if it will be the same role
because of her speech difficulty.

¢ Health. 2018 Feb 1;28(1):74 -81. doi: 10.1093/eurpub/ckx226.

FRUSTRATIONS

Lack of Access
Mary cannot access SALT in the
community and may need to pay.

Reintegration

A GP has limited details on vocational

rehabilitation.

A Shebds anxious about

conversation with her employer.

FINDING JOY

A Returned to the book club.

A Overcoming embarrassment about
aphasia.

A Played a round of golf with her

family.
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JOHN

Age: 67 years old

Gender: Male

Background: A sthma, recent stroke,
memory changes after stroke,
struggles with ADL, feels tired all the

time

1.Kemp, E., et al. 2021, "Health literacy, digital health literacy and the implementation of digital health technologies in ¢

Persona 2

John is a 67-year-old retired man who
has had asthma all his life, had a recent
stroke, following an earlier episode of a
TIA. Lives with his wife, has two grown
up daughters. He has noticed memory
changes after his
manage the fatigue since he was
discharged from ESD.

WANTS & NEEDS

Future Health Outlook
A John is worried about his memory. He is
becoming increasingly stressed about this.

A His wife wants him to talk to the GP.

Regaining independence:

A Because of his fatigue and memory
changes, John is isolating himself.

A He doesndt go out a

A He forgets to take his medication, his wife
now looks after that and all his medical
appointments.

anc er care: The need for a strategic approach”, Health promotion journal of Australia, vol. 32, no. S1, pp. 104

stroke,

y mo r A& . Gradually socialising at family
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FRUSTRATIONS

Uncertainty
A About his memory changes
and managing fatigue.

Lack of Support

A He's doesndt know wh
about this.

A GP consultation time always short
and rushed.

FINDING JOY
A Getting back to gardening.

occasions.




FEEE FRUSTRATIONS

Emotional Support

A Julia is managing her physical disability,
but has noticed low mood, and a strain in
her relationships.

Julia lives in Ireland with her husband
and two young children who attend
primary school.

WANTS & NEEDS Changing Role

A She is frustrated that shce
things a mum would do like to do.

JULIA ol s sl sl e s A She finds it hard to talk to her kids about
Sl RS AR ! what happened. She does not want
them to worry about her.

Accessible Resources

Age: 28 years old
A Her husband is very supportive, but

s lh@ e.e | £ V_ ery g Ui tAy Hterrfar%/gio sgygs%e ign’?aﬁin()gberyrb()eogj P
at home and is slow doing everything.

progress in her weekly sessions.

Gender : Female

Background: Young mother,

recent stroke, right sided weakness, A Her husband rushes in and has little
patience with her.

FINDING JOY
A Being able to pick her daughter
up from school.

walking with stick, upper limb still weak

1M.K. Nakphong, et al, Social exclusion at the intersections of immigration, employment, and healthcare policy: A qsaligtiveMexican and Chinese immigrants in California Soc. Sci. Med., 1 (298) (2022),
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CLASP early prototype

Have we heard you correctly?
AWhat do you agree with?
A What is unclear or missing?

A What should we do next?

:

RCSI

LINIVERSI TY
'OF MED|CINE

AND HEALTH
SCIEMCES

LIFE AFTER STROKE

STROKE CARE

PATHWAY RSP

EMERGEMNCY RESPONSE AND ACUTE CARE (HOSPITAL PHASE)

* Recognition and respond - FAST (Eace

drooping, Arm weakness, Speech difficulty,

Time to call)

DISCHARGE PREPARATION
Planning meetings
= MDT meeting/ family meeting
= MSW Consultation
(payments, benefits and supports)
* ESD and level 1/2 rehabilitation centres
» Community rehab referrals
= Support services linkages

* (Ambulanes) FAST call to ED - Time = Brain

= Diagnesis and Admission - medical
assessmient and management thrombolysiz’
thrombectomy

Discharge information

= Discharge checklist summany/
passport, GP Letter, prescripbions
= Secondary prevention targets - know your
numbers and risk behaviours

= Follow up appointment details

= Carer information

» Keyworker signpost contact

= Peer support

= Home visit! equipment:

EARLY POST -DISCHARGE SUPPORT (0-3 MONTHS)

Community services and transitions

+» Community rehaby ESD

+ Access to Neurorehab/ IDT teams

* Targeted risk reduction and health
promaotion

* Secondary prevention dinic

* Connect with Murse Support Lines

Supported self - management
and lifestyle

* Healthy lfestyle - lving well’ staying achve/
meoed regulation/addressing substance use
= Self-evaluation and goal setting
* Supported behaviour change social
prescr ::\lng

» Physical activity programmes, classes

MEDIUM TERM RECOVERY/ RE-INTEGRATION (3-6+ MONTHS)

= GF Blood checks! presenption

= Ongoing secondary prevention clinief
structured mult-medal interventions

» Speciality clinics

CROSS CUTTING ENAELERS
Therapy Check in (PT/OT/SLT)

* Integrated communication
» Skilled conversations about priorities
and hopes

+ Psychalogical support adjustment to post
stroke self

+ Emoticnal’ family counselling

Empowerment

= Self-management coaching

= New identity and role reconstruction

= Engagement in meaningful life actvities -
return to work

= Maintaining positive health behaviours

= Peer support

« Formal and informal peer networks
» Care giver support family,

carer and friends
= Support for carers

= Meeds-led assassments
e.g. retumn to werk, driving



Refining further

Have we heard you?
AWhat do you agree with?

AWhat is unclear or missing?

AWhat should we do next?

An integrated life after stroke model
of care that focuses on health and wellbeing

Person-Centred Care,
Integrated Services

ADJUSTHENT

i
& SELF-
- E DIGNITY  NEW POST-STROKE MANAGEMENT
- = IDENTITY
iy 2 Formal and

&Carer T gEnsEoR Informal
Education £ royERENCE
Supports ﬁ.

% LIVING &
J*J, WELL PRIDRITIES “_\
Accessible

4
e HF/ W Information
STROKE e benefits
entitiements

PERMA Model A Salutogenic Model ClIA Model
Positve Emotion, focuses on what strengthens Control, Influence,
Engagement, health and well-being, Accept Maslow’s
Relationships, integrating support systems Hierarchy of Needs

Meaning and that help people thrive—not

Accomplishments just avoid illness



Mapping the Pathway To Support Life After
Stroke

- Early stroke phase

- Discharge preparation

- Early post discharge support{8 months)

- Medium to longterm recovery (3 6+ months)

- Getting on with life
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A PATHWAY TO SUPPORT
LIFE AFTER STROKE

Medium to Long
Term Recovery
(3- 6+ Months)



