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ADLIFE Project Organisation

ADLIFE. Integrated personalized care for
patients with ADvanced chronic diseases
to improve health and quality of LIFE

« Dates: January 2020 — June 2024
« Coordinator: Kronikgune, Spain
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Improve the
quality of life through intelligent integrated

f tient digital solutions
L XA that enable multidisciplinary care

with advanced teams, patients and caregivers

chronic diseases to achieve personalised, responsive
and timely care
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Early detection of care needs

ADLIFE
TOOLBOX

Empowerment of patients

and their caregivers Personalized and

coordinated care planning




The ADLIFE innovative toolbox

Patient Empowerment Platform

Dynamic plans adapted to

patient’s changing needs

Personalised Care Plan Management Platform

L

Clinical Decision Support System Intelligent tools
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User acceptance tests

% Pre-deployment usability studies
+» To assess the usability of the tools from

representative target end-users and address the
key issues in updates to the tools, ahead of the

main pilot study

*» Pilot sites recruited participants similar to the

+ Two user-facing ADLIFE tools were included in the study:

R/
0’0

ADLIFE study participants for their feedback on

the tools

PCPMP: The Personalised Care Plan Management Platform

(PCPMP) will be used by healthcare professionals in the pilot

sites to create patient care plans based on each patient’s
baseline and most recent clinical data, following clinical
guidelines.

PEP: The Patient Empowerment Platform (PEP) will be used by
patients and their informal carers to view personalised goals and

activities in the patient care plan, complete study outcome
measurements, and receive information about useful

interventions that they could try to include in their daily lives

ADLIFE

John Wick

Study ID:

Home

Care Plan
Questionnaires
Messages

Forum

Education Materials
Care Team

Advance Care Plan
Medications

Settings

' UHCW e GB '9 John Wick

® Goals

» Non-HDL goal

[ ® Feedback
From: 16 Feb 2023 - To: 16 May 2023 B

» Keep systolic blood pressure under control (below 130 mm/Hg)

| ® Feedback
¥ From: 16 Feb 2023 - To: 16 Jun 2023 =

» Keep diastolic blood pressure under control

| ® Feedback |
From: 16 Feb 2023 - To: 16 Jun 2023

» HbAIC goal

I #® Feedback
From: 30 Nov 2022 - To: 28 Feb 2023 :

» [ ®Feedback |
From: 12 Oct 2022 .

# Care Plan Medications

» # Enalapril + Add New #® Feedback
once a day from 27 Jan 2022 - ‘

i= Activities

n Patient Order Questionnaire Appointment Diet Lab Request Referral Genera

Pending Decision

» & Follow up to foot reassesment @ Feedback
between 12 Oct 2023 17:10 and 12 Oct 2023 17:40 e
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% User guides for PEP and PCPMP have been prepared ! QQQi

s A walkthrough scenario has been prepared presenting key features of the platform in a step by
step manner via a realistic scenario M/

s Sample realistic patient data, and care plan is created
% The tools have been deployed to our servers, user accounts have been created for participants

+ Questionnaire for User Interaction Satisfaction v7 (QUIS7) questionnaires have been used to
collect such feedback, with Likert scales for opinions and free-text comments for further
explanations

« Assesed the following aspects: overall reaction, screen, terminology and tool feedback, learning, multimedia,
training material and system capabilities.

« The 9-point scale ranges from 1, representing a negative adjective, to 9, representing a positive adjective
« Alink to an online questionnaire was made available to participants via Qualtrics

+ Ethical Board approvals have been obtained by three clincal sites from Spain, Germany and
Sweden
% One site in the UK (England) has opted to collect feedback via a Patient and Public Involvement (PPI) approach




(% ADLIFE
N User acceptance tests preparations

s Study protocol
% Participants are given a demonstration of the tool using a scenario that covers the key features RESEARCH PLAN

% Participants are provided with login credentials for them to access the test system and go over the scenario
themselves

% Participants are then requested to complete the QUIS usability questionnaire to provide their feedback.
» Alink to an online questionnaire was made available to participants via Qualtrics

o
S

++ Results

+« Data collection has taken place between April and June 2022 at the following sites: Germany (PCPMP and PEP),
UK-England (PEP), Spain (PCPMP and PEP), and Sweden (PCPMP).

" For the ADLIFE PCPMP tool, the following workshops were held for the usability studies:

1. Germany: 16 Healthcare managers and professional were approached via email with instructions on tool demonstration,
testing and questionnaire completion.

2. Spain: 1 workshop with 10 healthcare professionals

3. Sweden: 1 workshop with 3 healthcare professionals ‘ ;
=  For the ADLIFE PEP tool, the following workshops were held for the usability studies: ASJR F{ j{s u * .!T

1.  Germany: 1 workshop was held with 3 patients .

2. Spain: 1 workshop with 4 patients and 3 carers

3. UK-England: 2 workshops were held online with the first one with a live demonstration of the tool and the second one playing

back the recording of the first demonstration. Both meetings were attended by 5 people (Workshop 1: 3 patients and 2 carers;
Workshop 2: 4 carers and 1 patient).
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o The average
score for the
category is 6.40

o 92% of
respondents found
the PCPMP

Q1.1 Terrible-Wonderful

Q1.2 Frustrating-Satisfying

Q1.3 Dull-Stimulating

Q1.4 Difficult-Easy

Q1.5 Inadequate-Adequate power

relatively easy to
use

o The mean score for the
category “Overall
reaction” is 6.77

o Most respondents had
a positive reaction to
the ADLIFE PEP, with
all respondents finding
it easy to use

Q1.6 Rigid-Flexible

Q2.1 Terrible-Wonderful

Q2.2 Frustrating-Satisfying

Q2.3 bull-Stimulating

Q2.4 Difficult-Easy

Q2.5 Inadequate-Adequate power

Q2.6 Rigid-Flexible

Overall reaction to the ADLIFE PCPMP

User acceptance tests results
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User acceptance tests results

* Tools have been updated based on the feedback:

X3

S

X/
L X4

X3

S

X/
o0

X3

S

X/
L X4

K/
0‘0

7
0‘0
X/
L X4

User guides have been updated

Medications are now enabled to be added by patients via PEP

PEP dashboard has been updated to collect daily patient feedback easily
It is now possible to disble forum and messaging from PEP

The process for adding images/pictures in PEP has been optimized

PCPMP: Physicians can navigate care plan parts as they wish independent of the
wizard interface

PCPMP: Physicians can now see all the steps of care planning wizard as
breadcrumbs

PCPMP: Patient List view has been updated
PCPMP: Goal view has been updated

s We will carry out Usability studies during and after pilot operation via
QUIS questionnaires

11
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DLIFE Health outcome framework

People over 55 with severe chronic disease
HF and/or COPD with or without comorbidities

N

AREAS

= Symptoms, functioning, quality of life
= Disutility of care

“Quality of death

#Clinical status

“Healthcare responsiveness

“Care

ADLIFE health-related outcomes based on and extended from
E ICHOWM standard sets (for Heart Failure and Older People)

DIMENSIONS TN
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« Questionnaires very commonly used for the collation of health data,
particularly Patient Reported Outcome Measures (PROMS), tools completed
directly by the subject or a proxy.

« Essential to consider how these tools can be transferred across languages
and cultural settings.

* To enable researchers to achieve cultural diversity and reduce biases in their
target populations, take part in international projects, and utilize tools that are
adapted to different languages and cultures so their results can be compared
across countries.

* In ADLIFE, PROMs will be employed to collect some of the main outcomes.

13



(\l_/(? ADLI FE Lawton scale, Barthel Index, KCCQ score, and CAT

D

Pilot
evaluation

EQ-5D-5L

\
\
1

\
1
1
1
1
T

I
/
U

UTAUT

. mMMRC- Dyspnea Scale

Zarit Burden Interview, WEMWBS
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ADLIFE’s recommendation for translation and
cultural adaptation

* Two independent bilingual
translators, whose mother
tongue is the target language.

» Research team: first version in
the target language.

Phase 1:
— Translation into the
target language

15
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N ADLIFE’s recommendation for translation and
cultural adaptation

Phase 2: Back-
-~ ~ T translation into the

- Two independent bilingual original language
translators, whose mother tongue

is the target language.

« Research team: first version in the * Two independent translators,
target language. whose mother tongue is the source
language.

* Research team: work towards the
most equivalent version to the
original possible.

Phase 1:
— Translation into the

target language
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) ADLIFE’s recommendation for translation and
cultural adaptation

*Two independent bilingual translators,
whose mother tongue is the target
language.

*Research team: first version in the
target language.

\ Phase 1: Translation
into the target language

Phase 2: Back-

translation into the
original language

*Two independent translators, whose
mother tongue is the source language.
*Research team: work towards the most
equivalent version to the original

possible.

- j

*Harmonization: comparing the different
back-translations with each other and the
original questionnaire.

*Cognitive debriefing: the new version
tested by individuals from the target
population, and a group of experts.

Phase 3: Feasibility of
administration and

understanding of the
final version

17
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S Key step

Cognitive debriefing: to check if the translated text is perfectly understandable for the future users, the
elderly in the case of ADLIFE.

Questions:

o
-

Instructions:

» Were the instructions clear and easy to understand? If not, what should be changed?
ltems:

» Did you experience any difficulties in answering this question? If yes, what was the difficulty?
« What do you think the question means? Explain it in your own words.

» Would you rephrase the question? If so, how?

 Is it an important question for your situation? Why?

Response options:

» Did you find it difficult to understand the response options?

« What do you think each response option means? Please explain in your own words.

N

Items and/or response scales that are identified as problematic should be discussed by the research team.

And the final version should be sent to the authors of the original version of the questionnaire.
18
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(Two independent bilingual )
translators, whose mother
tongue is the target language.

*Research team: first version in
the target language.

\ Phase 1: Translation into
the target language

NG

cultural adaptation

Phase 2: Back-

translation into the
original language

*Two independent translators,
whose mother tongue is the
source language.

*Research team: work towards
the most equivalent version to
the original possible.

(Harmonization: comparing the N
different back-translations with
each other and the original
questionnaire.

*Cognitive debriefing: the new
version tested by individuals from
the target population, and a group
of experts.

Phase 3: Feasibility of
administration and

understanding of the
final version

Phase 4: Generation of

the final version of the
questionnaire

*The information provided by
patients and experts is then
to be pooled, with changes
made in response to the
interviews so that the final
version of the questionnaire
is obtained.

- J

19
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@ www.adlifeproject.com

y @Adlife_project

Adlife-project our newsletter

Subscribe to
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