Evaluating Quality, Comprehensiveness, and Understandability
of Hospice Education Resources on YouTube
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Introduction

» Timely utilization of hospice promotes
effective pain management at end of
life, improved Qol, and lower rates of
complicated bereavement for
caregivers

» Approximately 40% of eligible patients
do not enroll for hospice care.

» One key factor contributing to lack of
utilization is insufficient information
about hospice services with
misconceptions about hospice
philosophy.

» Social media is seeing an increase in

use as a health information resource
> 73% of Americans use YouTube

Fig. 1: Hospice Relevance

Characteristics of Hospice-Relevant YouTube Videos

Addresses members of hospice

care team or services provided
Discusses hospice eligibility criteria

Addresses hospice services available to family members of caregivers
Addresses hospice insurance,

billing, or Medicare coverage
Addresses steps to prepare for hospice enrollment

Juxtaposes hospice and palliative care
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Misconceptions Addressed in Hospice-Relevant YouTube Videos

Hospice implying ”giving up” or ”losing hope”
Hospice being disruptive to ongoing relationship with physician

Hospice as apt only for the final days of life
Hospice implying receipt of care at
”a physical place” outside of the home
Hospice unavailability after the 6-month utilization period

Choosing hospice ”being a permanent or binding decision
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Excluded videos with reasons
(n=50)

1. Irrelevant to hospice (n=4)

2. Longer than 6 minutes (n=41)
3. Not in English (n=4)

4. Partial duplicate (n=1)

The YouTube Data API (v3) was accessed through
the tuber package (v0.9.9) in R (v4.0.2) to search
YouTube. The high-usability videos that remained

after exclusion were then assessed for their

quality/reliability/understandability, relevance,
comprehensiveness, and character representation

in each video.

Videos assessed in
preliminary descriptive

High-usability video
cohort
(included videos)
(n = 50)

Additional sources of information are listed for patient reference

Fig. 2: Understandability and Quality
PEMAT-Ay Individual Metrics

The video makes its purpose completely evident.

The video uses common, everyday language.

Medical terms are used only to
familiarize audience with the terms.

The video uses the active voice.

The video breaks or ”chunks” information into short sections.
The video’s sections have informative headers.

The video presents information in a logical sequence.

The video provides a summary.

Text on the screen is easy to read.

The video allows the viewer to hear the words clearly

The video uses illustrations and photographs.
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Aims are clear and achieved

PEMAT-AV (0-100 scale; > 70
implies high-understandability)
scores > 70 included 60% of
videos.

Reliable sources of information are used

Information presented is balanced and unbiased

mMDISCERN (0-5 scale; > 3 implies high-
quality) scores 2 3 included 64% of
videos.

Areas of uncertainty are mentioned
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Fig. 3: Representation in Hospice Relevant Videos

Hospice Role Representation in Hospice-Relevant YouTube Videos
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Hospice volunteer -
Therapist of any type
Chaplain or clergy
Social worker

Nurse

Physician

Caregiver

Patient
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Racial Representation in Hospice-Relevant YouTube Videos
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Conclusions:

» Many of the main misconceptions about the fundamental
concepts of hospice care are unmentioned

» Low rate of videos that provide additional references or mention
or address misconceptions

» Most videos are understandable, using clear explanation, active
voice, clarified intent, and logical sequence

» More than 60% of videos scored well in comprehensivity on the
PEMAT-AV, but many were on the border of being non-
understandable.

» Poor representation of multidisciplinary nature of hospice team

» High underrepresentation of racial/ethnic minorities
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