Achieving Maximum Patient Engagement

through Connected Care

SPINAL MUSCULAR ATROPHY

Siriraj Hospital Patient Follow-up Program
Initiatives to improve patient care and quality
of life for spinal muscular atrophy patients SE e, BSa1 LAUL I
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Making health outcomes available
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Impact of Patient Engagement on Healthcare Quality

* Patients: crucial stakeholders of health care and decision-making, involve in the

treatment process
* Inform and motivate patient to be involved in their own medical care
* Patient engagement: benefit to patients and service providers

* Strengthen and support patients’ abilities and self-care responsibilities and then
collaborate with their healthcare providers to improve their health and achieve the

maximum values of healthcare services

Sima Marzban, 2022



Spinal muscular atrophy (SMA)

Rare disease : incidence 1:10,000 Advance therapy: gene and genetic
SMN1 gene = progressive weakness modifying therapy

Type 1 Type 2 Type 3




Rehabilitation

Multidisciplinary treatment

Neurology

Thai traditional

Psychosocial
medicine

support

-> Consultation
Orthopedics
Cardiology
Pulmonology

Gastroenterology
Palliative care

Nutrition /

Music therapy

Genetic Counseling

Special educa‘tion/.



Outcome measure in SMA treatment

Clinical/ functional

\ outcome measure

Quality of life and
independence

EQS5D, PedQOL,
SMA independent scale (SMAIS)

Biomarkers

x - CMAP
\

Ventilator
dependent

Pulmonary
function

Swallowing
function
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Description

* Genetic base treatment for SMA: companionate use at

Siriraj Hospital since 2021
- Clinical and patient outcome in real world data

- Submit care for SMA package for UCBP: Dx, Rx, FU

 The program aimed to improve patient care and quality of
life by utilizing standardized questionnaires and digital

tools to enhance data collection, analysis, and accessibility

* Collaboration with Promptly




Support Needed

A LIFE LESS FULFILLED

Programs on living Assistance with the cost Financial aid for dail
The severity of the condition and resulting disabilities, as AR e O vt OS2 W T

well as the amount of time spent providing care and resulting 53.3% 51.1% . 48.9% 444% _
icolati ffect tient d - Iltiple | | Assistance with transport  Homeschooling Connecting with Assistance in finding
ISD{:] Fm, affec 5.pa ents and caregivers on multiple levels. ather NMD pafients b oppatuniies
Holistic support is needed to help them cope.

56.7%
Counselling service

or hotline

Support Received
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\ @J\ | help with daily | | emotional \ | financial
g 8/ iving, transportetc. " ./ support B/ assistance
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31.1%

receive support
from FEND

15.6%

receive support from SMMRI f

Impact on Caregiver Impact on Patient

45.6% had to

87.8% lost ability to 56.7% had to give up
give up their careers

carry out daily activities | career or studies

® Strained relationship ¢ Unfulfilled potential and dreams

among family members, because of physical limitations

including extended family

® Financial burden

-

e Worry that condition will worsen I
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Mandatory measurement and reporting of
outcomes is perhaps the single most important
step in reforming the health care system.

Michael E. Porter

PROMPTLY &%
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SMA

Patient follow-up program based on 3 strategic axis

il manage patient’s health and clinical outcomes

.. £= using a real-time analytics dashboard

P

PATIENT CLINICAL
@ HOME PATHWAY
. . . m
C-oIIectlonI.and ?F?IVS'S of V'tjl = Become a reference center for
signs, quality ot life data, an @ A \ international Real-World Studies
symptomatology on rare diseases
EVIDENCE
CENTER

PROMPTLY

Making health ol ailable




Digital solutions

Leveraging two solutions:

1. an e-patient report outcome-PRO (COLLECT)
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2. a web-based population management portal (MONITOR)
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CLINICIAN - MANAGEMENT PORTAL

I PROMPTLY

Blood pressure
Normal

117/82 e

L)
Stormie Hansford

Diastolic | 117 mmHg

()
Systolic | 82 mmHg

Add blood pressure measure
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Program overview

© 2023 Promptly Health. Confidential Information

The SMA patient follow-up program uses standardized measures
and digital tools to improve patient care and quality of life

Launched in 2022

The SMA patient
follow- upﬁrogram
was launchedin
August 2022

Note: ePRO - Electronic patient-reported outcomes

37 SMA patients

The rogram monitors
37S atients across
3 tyA:)es SMAtype 1, 2,

uring one year
smce diagnosis

Digital Data
Collection

The program leverages
an omnichannel ePRO
solution to increase
participation and
optimize the patient
experience (74 PROs
?I itally collected so
ar

.

OO

Data quality
improved

Transition to digital

platform improved

data accuracy and

consistency by up to
40%

4 PROMPTLY
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Clinician portal

Clinical outcomes score are available at the patient and
population level

p R 0 M I')T LY Search all patients from my institution (eg: name, contact or internal no.)
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Impact

The transition from paper to a digital system reduced
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administrative burden while guaranteeing higher patient

engagement

ADDED-VALUE
FOR PATIENTS

Improved proximity to
the patients by offering
a remote follow-up
service, supporting them
in understanding how
their health is evolving
over time, and improving
overall health literacy

*

PATIENT
ENGAGEMENT

Patients report quality
of life data from their
homes using
standardized
questionnaires through
digital outcomes
collection solution, giving
them back information on
their scores

W

CLINICAL
INSIGHTS

Clinicians leverage
clinical outcomes data
and patient-reported data
to optimize treatment
pathways and engage in
deeper discussions with
patients and parents

Note: ePRO - Electronic patient-reported outcomes; PRO - Patient-reported outcomes; CRO - Clinical-reported outcomes

OPERATIONAL
EFFICIENCY

Implemented a
standardized system for
outcomes collection and
analysis streamlining
processes, reducing
administrative burden,
and ensuring higher data
quality (~40% fewer
errors)

&

RESEARCH
CAPACITY

Scaled the amount of
data and sources at
disposal for high-quality
research and regulatory
discussions, in a time
where PRO / CRO data is
highly valued for policy
making

PROMPTLY

Making health outcomes available



Challenges & Opportunities
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Collecting PROs from pediatric populations can be challenging

4

Pediatric patients have limited ability to
express experiences/emotions
(vocabulary and cognitive skills)

Clinical teams face time limitations

Doctors and nurses have very limited time with each
patient, making it hard to do in-depth assessments.

SN
Accurate data capture is difficult

Without direct patient input, clinicians must rely on

observation and proxy reporting from parents, which can

be unreliable.

Note: PRO - Patient-reported outcomes

How to
address them?

h>

AGE-SPECIFIC PROM
TOOLS

Develop patient-reported
outcome measures that
are tailored to different
age groups of pediatric
patients to improve ease
of use and relevance

MULTICHANNEL
DATA CAPTURE

Leverage digital and on-
site channels such as
tablets or kiosks to collect
PRO data from pediatric
patients in waiting rooms
or after visits, to improve
compliance

PARENT/CAREGIVER
INVOLVEMENT

Engage parents and
caregivers in completing
PROMs for pediatric
patients to obtain
complementary
perspectives, and create a
more personalized care
journey

CLINICIAN TRAINING
ON PROMS

Create awareness on
clinicians around the
importance of PROMs and
their proper
administration to pediatric
patients to maximize
engagement and data
quality

PROMPTLY
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Future Plans

Scaling the program, sharing learnings, and establishing an
observatory will help optimize SMA care nationwide

LT] 010 010 010 010
. . 10110 10110 10110 10110
Scaling the data collection system mo mo mo mo

platforms and onsite channels

H

Integrating with EHR systems
Streamline data flow by integrating the Patie“tD'Rep"ted
platform with hospital EHR systems ata eported Data egistries
Vb
Y

Sharing learnings with other centers
Share outcomes strategy with other National Observatory
leading rare disease centers For Rare Diseases

PROMPTLY

Making health outcomes available

Note: EHR - Electronic Health Record




When there is no data, patients
miss the opportunity. Data is
essential for policymakers to
address rare diseases in
healthcare policy
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Q&A

PROMPTLY
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UDUASUAS

AugAUIluEAnEULIT3aULSVASSI (SINMD)
02-41992660, 063-9/85304

LINE ID : si-nmd

wenulaus=NAUE : euans uedadaa
Email : neuromuscular.si@gmail.com
SA.W8Y.9SEU Llauueuye

Email : oranee141@gmail.com
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