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Dialed 112
excrutiating pain
on the right side
of my back

Aorta dissection
Difficult diagnosis

Seen 1+t cardiologist in my
life on emergency

30 hours in ER before surgery

Good guardian angel
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Cardiovascular surgery
15 hours
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. . Ischemic stroke
Half-bllnd, SIr. during the procedure

. Result: I'm still alive
Noimprovement JRGEEALEIE;

possible. Consequence: RHH

Sorry. o Right Homonymous
Hemianopia (Low Vision)
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NEUROLOGY
>2020 & 2024
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OFTALMOLOGY

>2020

CARDIOLOGY
>2020
ENDOCRINOLOGY
> 2018
ORTHOPEDY
>2024

e _Ne [ o ORTHOPEDY
vitidisciplinary
Revalidation

=

Revalidation in the hospital

Learn fo stand | walk | move | see again
Q3-Q4 / 2020
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 Primary revalidation: new vision strategy
to cope with the new situation

RQSI.IIts Of in- - Follow-up in specialized centre, to learn:
hﬂspital - walking in crowded places,
revalidation . using a cane

 driving a bike (and yes, a car)

* But: no regain of vision field
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My profession
Program manager
Digital innovation
Public & private sector
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R ¥ 2021: back to work
: My belief
If it's not possible now, we
on the look for need research & innovation
innovation My commitment

If not for me, I'll contribute
for next generations
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Taking part in scientific research
(2021-22)

https://doi.org/|0.1093/braincomms/fcae323 BRAIN COMMUNICATIONS 2024: fcae323 | |

Rehabilitating homonymous visual field
deficits: white matter markers of recovery—
stage 2 registered report

®Hanna E. Willis,' Bradley Caron,” Matthew R. Cavanaugh,3 OLucy Starling,I Sara Ajina,4
Franco Pestilli,* Marco Tamietto,®’ OKrystel R. Huxlin,® Kate E. Watkins® and
®Holly Bridge'
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Training-induced improvements in vision post-stroke
associated with increased integrity of pathway

Stroke survivors with vision loss Increased
integrity of pathway
© 0.40
3 c 2
o
g 0 O 8 E'./ 0.3 Timepoint
§ c2 Pre-Trainng
2 & 030
;"3’.2 3 Pmlr‘-‘tr;aewrv;
= OC 025
ees
Do«_-lr é ©
60 70 80

Train in blind field

for six months : 2o 3
Measure tract integrity in

A visual pathway
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Home Training
0-6 months
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My quest for innovation with half a vision field

TO REGAIN A PART OF MY LOST VISION FIELD

Hybrid scientific research program: in Oxford (Nuffield institute) and at home in Antwerp, Belgium

O O O O

Rochester NYC Revalidation Measure results
Travel to Oxford Oxford MRI & tests Software configuration at home in Oxford

L R

BEFORE:
12/11/2021

AFTER:
30/9/2022

> 6 months 5x/wk: 45-60 mins
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The results

Personal New best practices for HH revalidation

15% gain in central vision field price
= ability to read again R

Recommended Changes to Standard of Care % s

© The Author(s) 2023

for Monitoring of Cortically Blind Fields Aci reus gudetnar

sagepub.com/journals-permissions
DOI: 10.1177/23727322231196563
journals.sagepub.com/home/bbs

S Sage

Hanna E. Willis' and Matthew R. Cavanaugh®”

Abstract

Global incidence of stroke has risen 70% in the last 30 years, affecting approximately 25% of adults throughout the course of
their lives. Up to 60% of stroke survivors will suffer visual impairments, which significantly reduce quality of life and indepen-
dence. Despite the high prevalence, patients are hugely underserved by the medical and research communities. Clinical care is
variable throughout the United States and United Kingdom, with only 57% of patients receiving visual field assessments and
61% stating their need for support has not been fully met. Additionally, unlike stroke survivors with motor or language def-
icits, those with vision loss are rarely offered visual rehabilitation. This is despite recent research into the efficacy of visual
training and the propensity for the visual deficit to worsen in the absence of an intervention. This article reviews common
gaps in patient care and proposes policy changes to increase awareness of the condition, foster clinical and scientific advances
in treatment, and enhance patient outcomes.
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2026: next steps .

Research &

development

MOTION Study

E&d UNIVERSITY OF

&7 LIVERPOOL
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New: take part in Motion study (2026)

MOtion discrimination Training for visual field |Oss after BraiN injury

|
.

MOTION Study

Intervention development Outcome measures
Interviews « Scoping review
» Co-design process » Consensus agreement

4

\T'r %1& A WP3
20§ Feasibility and Acceptability 1 €?

® €.
2 »v‘-';

3

-~

‘ C&d UNIVERSITY OF
A

¢/ LIVERPOOL

HIMSS @



Rewiring Reality: Living, Adapting, and Innovating with Half a Visual Field

Let’s make patient-centric
innovation happen.

Not just for patients,
but with patients. Together.

Bart Scheenaerts MBA

Patient advocate

& Independent digital innovation consultant
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Let’s make patient-centric
innovation happen.

Not just for patients,
but with patients. Together.

Bart Scheenaerts MBA

Patient advocafte

& Independent digital innovation consultant

HIMSS connect: linkedin.com/in/bartscheenaerts/




HIMSS @

EUROPE

Thank you

0
I -
P -
o ® 5
° L]
o
e




	HIMSS Template
	Slide 1: Welcome to my reality  a patient’s  tale of innovation 
	Slide 2: 15 – 08 – 2020 
	Slide 3
	Slide 4: 16 – 08 – 2020 
	Slide 5
	Slide 6
	Slide 7: 8 – 2020 
	Slide 8
	Slide 9
	Slide 10
	Slide 11: Multidisciplinary Revalidation
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20: Results of in-hospital revalidation
	Slide 21
	Slide 22: Taking part in scientific  research (2021-22)
	Slide 23
	Slide 24: My quest for innovation with half a vision field
	Slide 25: The results
	Slide 26
	Slide 27: New: take part in Motion study (2026)
	Slide 28: Let’s make patient-centric innovation happen.   Not just for patients, but with patients. Together. 
	Slide 29
	Slide 30


