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BACKGROUND

+ Acute myeloid leukemia (AML) is a cancer of the myeloid line of
blood cells; although it is an orphan disease, it is the most common
form of acute leukemia affecting adults. Elderly patients (> 65 years)
with AML have poorer prognosis than younger patients.

There is little published information on expectations of patients
with AML regarding treatment and survival and factors influencing
their treatment decision-making process.

Patient-reported information shared on social networking
websites such as YouTube™ (YouTube) provides access to
unsolicited, public data available in an organic setting, which can
provide valuable insights into the patient experience of a disease
and its associated treatments!

The Food and Drug Administration draft guidance Patient-
Focused Drug Development: Collecting Comprehensive and
Representative Input notes the usefulness of social media as a
method to gain insight on the patient perspective of symptoms
and disease impact.?

OBJECTIVE

+ The aim of this study was to explore the feasibility of using
YouTube as a data source for qualitative exploration of the patient
experience of living with AML, focusing on patients with AML who
are likely ineligible for intensive chemotherapy.

METHODS

+ The study was reviewed by one of RTI International’s institutional
review boards, which determined that the social media review did
not constitute research with human subjects (IRB study 200020151).

Data Collection

+ A search of YouTube was performed, focusing on patient stories of
living with AML.

Selection criteria were based on age and treatment as described
in Figure 1. Searches were conducted in two stages, with Stage 1
videos providing information on the key target patient group
(chemotherapy-ineligible patients) and Stage 2 providing
additional information on treatment decisions by the inclusion of
patients on chemotherapy.

Figure 1. Video Selection Criteria

Age Treatment
Subject (patient) aged 60 years Stage 1: Stage 2:
or older as judged by subject Subject not eligible for Subject in receipt
self-report (where reported) or intensive chemotherapy of intensive
researcher-observation (i.e., currently on low-dose chemotherapy

(where age not
self-reported)

cytarabine, azacitidine, or
decitabine or receiving

palliative care) .
[
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+ Key search terms for the therapeutic condition and type of video
were used in the search field of YouTube’s website (Table 1).

Table 1. Key Search Terms

Search Area ‘ Search Terms

acute myeloid leukemia, AML, acute myelocytic
leukemia, acute myelogenous leukemia, acute
granulocytic leukemia, acute non-lymphocytic leukemia

Therapeutic
condition

patient, patient story, patient narrative, patient blog,

W e e patient journey; patient diary

Figure 2. Video Screening and Review Process

Search results were
manually screened to
remove irrelevant videos
(e.g., clinician presentations,
marketing videos).

Further manual screening
was conducted to identify
videos that met key patient
characteristics.

Video footage was
reviewed to identify the
relevance of the content to
address the study research

uestions.
A staggered approach was a

used comprising an initial
search to identify patients
who were ineligible for
intensive chemotherapy
treatment (Stage 1) and a
secondary search to include
patients receiving intensive
chemotherapy (Stage 2).

Selected videos were
retained for in-depth review
and analysis.
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Video Screening and Review
+ Video screening and review was conducted in three steps (Figure 2).

Data Analysis
Video footage was reviewed manually by qualitative researchers.

By using an iterative approach, the extracted raw data were
analyzed thematically to identify emerging themes relevant to the
study objectives.

Demographic information (e.g., gender and age) was extracted
from the video footage along with any accompanying information,
as available; for some videos, the identification of approximate
age and/or gender of the patient were determined by the
researcher’s subjective observation of the video footage.

Where available, upload date, duration, and publisher/poster type
(e.g., independent patient, medical organization, pharmaceutical
company) were recorded.

RESULTS

+ Step 1 removed non-AML patient-specific videos (e.g., clinician
presentations and marketing videos).

« Figure 3 illustrates the Step 2 staggered approach to the search
and review of AML-specific patient videos posted on YouTube.

Figure 3. Staggered Approach for Searching YouTube (Step 2)
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A total of 49 videos were identified:

— 21 were excluded due to age (patient self-report or researcher-
observed < 60) or lack of relevance to study objectives.

— 28 videos were included and reviewed in-depth. Videos were
from 10 individual contributors (9 patients with AML [5 male],
1 caregiver). Patient ages ranged from 60 to 80 years.

75.0% of videos had been uploaded to YouTube within the past
3 years.

18 of the videos (64.2%) had been self-published on YouTube by
the video subject (the patient); the remaining had been posted by
charities/patient advocacy groups (n = 2; 71%), medical centers/
organizations (n = 5; 17.9%), and commercial/pharmaceutical
companies (n = 3; 10.7%).

Step 3 review and analysis yielded rich information on patient
experience of living with AML (Figure 4), as well as insights into
key themes, including perceived benefits and challenges of living
longer and perceived expectations/benefits/disadvantages to
initiating/continuing treatment.

Figure 4. Patient Experience of AML

+ Key drivers for treatment decisions included prior treatment
experience, efficacy expectations, and anticipated daily life
impacts of treatment regime.

» The value and limitations of YouTube as a data source are outlined in
Figure 5.

Figure 5. Value and Limitations of YouTube

Benefits Limitations

Publicly available data that are easily
accessible

Data are unregulated and content
not scientifically reviewed

Users can upload any content they
choose (i.e., relevant content is often
embedded within irrelevant narratives)

Valuable unsolicited patient insights
on AML and treatments that exits
outside of the research context

Sampling challenges include self-
selection bias, reliance on patient
self-identification, and potentially

unverifiable diagnosis

Access to rich narratives on patient
experience that would otherwise be
unavailable to researchers

Value of
YouTube

Snapshots of information or longitudinal
data (i.e., video diarists) that highlight what
issues are important to, and prioritized by,
patients

Different demographic usage of social
media platforms (e.g., potential bias towards
younger patient population who are more
engaged with social media platforms)

CONCLUSIONS

This study illustrates the challenges and opportunities associated
with using a social media platform such as YouTube to collect
patient-reported information and demonstrates how this data
source can provide valuable insights into the patient disease
experience that may not be captured using traditional data-
collection methods.

Although YouTube data can yield valuable insights into the patient
experience, caution is required, as the data are unregulated, and
the credibility of the data can be questionable.

— There are limitations in terms of sampling, particularly self-
selection bias and reliance on patient self-identification and
diagnosis, which may not be verifiable.

Furthermore, the representativeness of the data may be
challenged; the average age of a YouTube user is 18 to 24 years.?
However, groups aged 35 years and older and 55 years and older
are reportedly among the fastest growing YouTube
demographics.*

In addition, YouTube does not allow for the implementation of a
sophisticated or comprehensive search strategy, limiting the
researcher to searching using simple search term combinations
that may or may not identify all relevant content.
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Female patient,
aged over 65

... I still find it
impossible to

believe I'm going through
PATIENT this. | don’t know if [or] when
EXPERIENCE the denial ends...maybe
OF AML never ‘cause then |

think anger is the
next stage.

Financial and
psychological
distress -
diagnosis

Financial impact of
terminal diagnosis

Relationship
impact

Back to the
question of why |
haven’t died yet? |
think it's because | feel
loved. I have so many
wonderful people in my life.
Not just friends but
family...and a
boyfriend.

[Diagnosis]
was scary. | didn’t
know how | was

going to pay my bills... |
was scared that | was going
to lose my apartment and
my car... | just didn’t know
what to do. Just so
afraid.

Female patient,
aged over 65

Female patient,
aged 80

very tired, did not
have much of an
appetite...my legs are
wobbly but | did walk a little
bit and I did go outside
in the wheelchair on
a beautiful day.

Male patient,

...lam very, aged 60

Although |
know I'm sick...
I have to tell myself
I can still function
as a person, not
a sick
person.

Need to retain a
sense of normality
and independence

(chemotherapy group)

Acceptance
of death
(low-intensive
treatment group)

Uncertainty
for the future

I remember
when | was trying
to do my treatment, |

brought my work with me
and | just pretended I'm in a
normal situation, just keep
myself going as a normal
person, although |
know I’'m sick.

...S0 many
things contribute
to a happy life. No
matter when it ends, it’s
still a happy life | have.

Female patient,
aged over 80

Male patient,
aged 60

he power of knowledge.

-
-The value of understanding.
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