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Outline

The ALS Talk Project

Background Methods Results
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Objectives

e Gather data from a national sample of people living with ALS (PwWALS) and
family caregivers

e Develop patient-centred, empirical evidence to inform effective health
communication practices throughout the ALS disease course

e Explore innovative methods for engaging PWALS and caregivers in research
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Rationale: Asynchronous,

(AOFGs)

e Safe environment: investigation of
personal and/or sensitive topics

® Rich data: individual expression,
reflection on others’ experiences,
discussion of shared and different
perspectives

e Participation at one’s personal
convenience (time and place)

Webinar | ALS Talk Project | May 16, 2023

online focus groups

® Reduce participation barriers
* Physical disability
* Functional communication challenges

* Alleviate immediacy and response
speed demands

* Geographically distant/travel is
burdensome

* Time constrained (e.g. medical
appointments, caregiving
responsibilities)
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Recruitment

e Recruited in 4 regions via multidisciplinary
ALS clinics, ALS Societies, disease registry
(CNDR)

e 7 focus groups
* 4 PwWALS groups

* 3 Caregiver groups
* n=100
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Technology

eitracks Board™ platform

* Met institutional ethics requirements (anonymity, data storage etc.)

* Accommodated a range of response options (text, audio, or video)
* Open- (qualitative) and closed-ended (quantitative) question options

* Allowed multiple, separate AOFGs within same platform; moderator control

to post questions separately for each group
* Individual and group notifications
* Accommodated a range of devices
* Captured data for duration of project

* Automatically generated transcripts and recordings of audio/video data
* Supported researchers at all stages, e.g. setting up and managing platform
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Research design: Discussion topics
Topic# | Weeks | Topicdescription

1-2
3-4
5-6
7-8
9-10
11-12
13-14
Optional  15-16

Optional Concurrent*

O NN O U1 b W N

Register, ‘welcome to the focus group’, introductions
Communication around the time of ALS Diagnosis

Talking about ALS changes

Seeking information outside the health care system

Research participation; complementary and alternative therapies
Planning for future medical care

Conversations about death & dying

Improving ALS communication and support

Participation in observational research and data sharing

Covid-19 discussion

*Posted Mar 21/20 (AB, ON) and April 3/20 (BC, QC/NB/NS). Discussion of Covid-19 also occurred within other discussion topics
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Research design (con’t)

e Topics posted bi-weekly; new questions posted weekly (Tuesday a.m.)
e Questions posted in separate discussion ‘threads’
¢ ‘Uninfluenced’ mode

e Open-ended and closed-ended questions
* Primarily open-ended, no word restrictions
* Multiple-choice, survey questions, and ranking exercises (n=9)
* Summarizing lists to prioritize and make revisions as desired (n=2)
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Moderating a long-term AOFG

Group management

e Early relationship building, e.g. recruitment, on-boarding

e Weekly notifications from itracks platform, e.g. newly posted questions

e Individual reminders/correspondence as needed (email)

® Privacy mode available

Day-to-day discussion management

e Moderator: active ‘presence’ with a frequent, consistent pattern of interaction
® Respond to all posts (acknowledge or probe)

® Probing: encourage further input, clarify meaning, encourage group interaction
e Soft skills important, develop rapport
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Analysis
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NVIV

Quantitative data
* Descriptive statistics
(itracks & NVivo)
* NVivo matrix coding
qgueries

Qualitative data
* Content analysis and
constant-comparative
approach
* Kappa scores calculated
for intercoder reliability
(NVivo)

itracks




Analysis (con’t)

1. Initial analysis: Data coded into broad nodes.

2. Code books: Line-by-line reading within broad
nodes by experienced coder; code books
collaboratively developed and verified

3. Coders trained; themes & definitions in
codebook refined as needed

4. Intercoder agreement: Kappa coefficients
calculated using NVivo 12™ analytics

5.  Quantitative data

* Descriptive statistics (itracks & NVivo),
e.g. summarize participant characteristics

* Matrix coding query (NVivo), e.g. identified

discussion threads where Covid 19 data posted.
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Data to publication

* What do people affected by amyotrophic lateral
sclerosis want from health communications?
Evidence from the ALS Talk Project (under review)

* Amyotrophic lateral sclerosis (ALS) health charities
are central to ALS care: perspectives of Canadians
affected by ALS. Amyotrophic Lateral Sclerosis and
Frontotemporal Degeneration, 2022.

e Covid-19 threat and coping: application of
protection motivation theory to the pandemic

experiences of people affected by amyotrophic
lateral sclerosis. BMIC Neurology, 2022.

* Asynchronous online focus groups for research with
people living with amyotrophic lateral sclerosis and
family caregivers: A methodological investigation of
feasibility and effectiveness (under review)
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RESULTS

Focus on methodology
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Participant characteristics

People with ALS Caregivers Total
Participant Characteristics (n=51) (n=49) (n-100*)

Female 37% 78%

Male 31 61% 8 16% 39
Unassigned 1 2% 3 6% 4
Alberta 15 29% 17 35% 32
British Columbia 10 20% 16 33% 26
Ontario 17 33% 16 33% 33

Quebec, New

Brunswick, Nova Scotia 2 Tz S 2
18-29 0% 3 6% 3
30-39 1 2% 3 6% 4
40-49 4 8% 10 20% 14
3 5059 10 20% 15 31% 25
60-69 21 41% 10 20% 31
70+ 14 27% 5 10% 19
Unassigned 1 2% 3 6% 4

*Completed introduction on itracks™ platform



Technology

e Primarily used text modalities

e Some participants reported using eye-gaze
and/or other assistive technologies

e Participants tended to contact research
team for technical support

Figure withheld

e Onboarding challenges, primarily
navigating mobile app and personal
devices

e Reported challenges: ‘losing” messages
before posted, difficulties with tablet app,
scrolling long discussions, navigating
between questions and topics.
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Engagement within AOFGs

e Data set: 3646 participant posts
>1 word long = 406220 words

e Mean post length=111.48 words
(SD=11.47) Figure withheld
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® 1041 threads contained
interactive posts between
participant and moderators,
and/or other participants

® 523 threads consisted of Figure withheld
participant response without
further interaction

e Threads varied from single
responses to 12-post threads
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Wow, no wonder you
were 'blindsided’' by

that response. I'm really
sorry to hear this.

Moderating

‘l hear you’ responses

That’s a great idea for

e Affirmation
o Neutral acknowledgement ™"/ sema
e Empathetic response
Probing strategies

e Repeating participants’ words
e Summarizing

e Inviting group input

Webinar | ALS Talk Project | May 16, 2023

Having to "prepare for anything to
happen" is a challenging prospect.
Did you look for information about
your dad's ALS to try to answer

your questions? How did you go
about trying to prepare?

helping communication.

It sounds like one of the
important ways that the clinic
staff support you is making

themselves accessible so you can
ask questions. Does that sound
right?

For everyone in the group who would be
interested in adding to this conversation:
Peers can fill a hole that health professionals
can't. Sometimes people shy away from PALS
peer support because of anticipated losses. I'm
wondering if you have any thoughts about ways
to encourage peer support at the same time as
there are these hard realities?
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Participant experience, methodology

| found the study a little
bit too long, with some of
the topics a bit

overlapping.

[The moderators’] comments tell
me you have read and heard my
input...the clarifying questions

coming back to me stimulate me
to think more.

Moderator role
Peer interaction

[The focus group] was
long, but it allowed for

o

o

® FIexibiIity continuity and a sense of
. membership.

e Study duration

e Technology

Seeing other participant's
responses and sometimes
getting a bit of conversation
going was a nice difference
from other studies that
were simply questionnaire
or interview based.

The platform was difficult for me
because | use an eye gaze computer.
It’s low resolution so that meant a
lot of scrolling left and right. Plus,
selecting questions could be difficult
because of the precision required.

| like the format of this
focus group. The pressure
of immediate response
can dffect the way |

interact.

It was simple to navigate,
even for a computer
dinosaur like me.

. 23 (T5) UNIVERSITY OF
Webinar | ALS Talk Project | May 16, 2023 itracks 0-;...;;:.'.:.: S ALBERTA



Lessons learned (selected!)

e AOFG platform

* Platform that meets research needs & objectives is critical

® Fostering participant engagement
* Prolonged recruitment phase associated with attrition
* Moderating: key to establish ‘presence’ within groups
* Huge time investment (consider HR and budget implications)
* 10 weeks may be maximum recommended duration for this population

e Real world flexibility - adaptations in response external and internal events
Examples:

* Covid 19 lockdowns
* Patient input on a research proposal
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Everything you need, together

Sign into GO and access all itracks
projects and activities, regardless of

type.

Better project management

Manage participants and observers,
discussion guides, media and
communications efficiently, saving you
time.

Safe and secure

All of your research data is safe within
GO. Dictate who has access and authority
in each project for further security. GDPR
and HIPAA compliant.



itracks Board

itracks Board provides a platform for asynchronous
online discussion boards or focused community
projects. Manage small groups or hundreds of
participants to engage in depth on research topics.

Capture responses from anywhere as they happen
Text, audio or video responses

Use “uninfluenced question” mode to encourage
honesty, hiding group responses until respondents
have completed a response

Flexibility for respondents and researchers

Difficult-to-reach segments become easier to
attain

Studies happen over days, weeks or years

Participants and moderators can access via
mobile app

Conduct media markup exercises and generate

heatmaps within all your Realtime activities with
iMarklt Pro.
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Take Your Research Anywhere

Complete Mobility

Give your respondents the
ability to respond from their
mobile device, opening up
your research to wider variety
of activities and methods.

Real Ethnography

Respondents can complete at-
home or shop-along activities.
Using their mobile devices on
their own time, allowing for
more authentic responses.
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colin.mchattie@itracks.com

00292

Remember Me

\

Upload from Anywhere

With the itracks mobile app,
users can review postsand
reply while offline. Reply posts
are automatically uploaded
once users reconnect.

Real-Time Probing

Mobile qualitative research
app that allows researchers to
probe participantsin real-time.

With dedicated Board and Realtime apps, users are able to participate in discussion boards,
interviews and focus groups using their mobile phones, for the ultimate in accessibility.
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Transcript Format
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[J Technical Support

Word Format
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Reporting

itracks Board offers extensive reporting
options including:

 Word doc transcripts, Excel Response
Grid, and TXT Format transcripts

Ability to filter by participant, user type,
qguestion(s), post(s), deleted and private
POStS

Completionreports by user
Participation statistics
Media and graphs

v Select Questions

All available immediately or as your

+ Select Posts

study progresses for easy upload to
NVivo
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The Research
Process with
Lumivero
Solutions

Report

* Outline
» Citations
e Publish

Collaborate

» Colleagues
+ Teams

Aggregate & Organize

e Literature
* Data
*  Process

Present
* Maps

e Charts
¢ Visualizations

Automate

* Transcription
* Automated Insights

Analyze

* Coding
e Queries
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** NVivo Resources

Free Resources

e Product Tour

e eGuide

e Webinars and Events

NVivo Academy

e NVivo Core Skills Course

e NVivo Focused Learning Course: Coding

e NVivo Expert Certification Course

e Training and Consultancy



https://lumivero.com/nvivo-product-tour/
https://help-nv.qsrinternational.com/20/win/Content/welcome.htm
https://lumivero.com/resources/webinars-events/
https://lumivero.com/academy/nvivo-core-skills-course/
https://lumivero.com/academy/nvivo-focused-learning-coding/
https://lumivero.com/academy/nvivo-expert-certification/
https://lumivero.com/certified-trainers/
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N ) I\\\\. Lumivero Community

Share and Learn

e Research Webinars

e Podcast: Between the Data

e Lumivero Virtual Conference 2023

* Product User Group Meetings
» Research Online Groups

Funding Opportunities

« Early Career Researcher Grant - 2024

Join Now



https://lumivero.com/resources/webinars-events/
https://lumivero.com/resources/podcasts/
https://community.lumivero.com/s/events
https://community.lumivero.com/s/groups/nvivo-groups
https://community.lumivero.com/

Lumivero Virtual Conference

Better Together for Better Insights,
Research, and Outcomes

September 27-28, 2023

LEARN MORE
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Call for Presentations
Apply from April 18 — July 14

The focus of the call for presentations is
on the impact of data analysis methods
and student placement management. We
welcome presentation proposals
exploring, but not limited to:

Statistical Methods and Applications
Qualitative Research Methods
Mixed Methods

Risk Management

Collaboration

Student Placement and Work
Integrated Learning

Writing and Reference Management


https://lumivero.com/lumivero-virtual-conference-2023/

+

* Lumivero Solutions NVIVO$
Supports The Entire Research Process

The Research Process

Streamlined With NVivo 14,
NVivo Collaboration Cloud and
Citavi Insights




The Data Landscape LUMIYERO

Lumivero solutions help users to leverage their
data to navigate and build their data landscape.

Analyze expert methods
specific to your data models

Report and present

create digestible and
Organize data sharable insights for
efficiently through group understanding
proprietary processes

Track and measure
outputs in a style that
works best for you

Aggregate and collect

from diverse, disparate
sources
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