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Abstract

Content produced by caregivers of stroke survivors on the online video-sharing platform YouTube may be a
good source of knowledge regarding caregivers’ unmet needs. We aimed to examine the content, quantity and
quality of YouTube videos that target and discuss the needs and concerns of caregivers of stroke survivors.
YouTube was systematically searched using six search strings, and the first 20 videos retrieved from each
search were screened against the inclusion criteria. A pre-determined coding schedule was used to report the
rate of unmet needs in each video. Twenty-six videos were included in the analysis. In total, 291 unmet needs
were reported by caregivers of stroke survivors, an average of | [.2 unmet needs per video. The most common
unmet needs domain was ‘Impact of Caregiving on Daily Activities’ (44%). Most videos were developed in the
United States (61.5%) and featured spouses of stroke survivors (65.47%). Content produced by caregivers of
stroke survivors on YouTube may be used as a tool for caregivers to provide and receive support through
online communication. YouTube videos offer insight into the unmet needs of caregivers of stroke survivors and
may be used as an additional resource for stroke services to support caregivers.
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Introduction

Stroke is the second leading cause of disability worldwide.! Stroke events often result in long-
term negative health outcomes, such as cognitive and/or physical disability post-stroke, and
increased risk of anxiety and depression.? Around 50% of people who have a stroke will require
care,’ and often this care is provided by family members or friends. As a result, stroke events
deeply affect not only the stroke survivor, but often the quality of life and physical and psycho-
logical health of the caregivers,** Internationally organisations, such as The International
Alliance of Carer Organizations (IACO),%7 support the need to identify the issues and concerns
of caregivers of stroke survivors, in order to improve both stroke survivor and carer health and
well-being.

Informal caregivers (defined as people who provide unpaid care and/or support to someone in
need of care) may be family members or friends who provide day-to-day pragmatic, physical or
emotional support to a stroke survivor.® Informal caregivers of stroke survivors are predomi-
nantly spouses of the stroke survivor® and often take on new and sometimes challenging roles
post-stroke, in addition to providing daily living support to the stroke survivor. Many informal
caregivers, such as spouses and children, wish to keep ‘caring within the family’!® which can
create complex relationships between the stroke survivor, their caregiver(s) and other family
members impacted by the stroke. The stroke survivors’ course of recovery can also heavily
impact the caregiver, as the stroke survivor may improve and decline at unpredictable rates,!!-!?
As a result, the stroke caregiving trajectory fluctuates and is unique compared to other ill-
nesses!'> 15 such as dementia, which shows a linear decline.!® This is a particular challenge for
caregivers of people who have had a stroke, as their caregiving roles and tasks may require
immediate changes in response to the stroke survivors’ ongoing needs. Therefore, it is important
for caregivers of stroke survivors to be able to readily access information and resources to meet
their ongoing needs which change over time.!?

Unmet needs occur when support and services to address a person’s needs are not available
and/or received.!” Caregivers of stroke survivors often report a range of unmet needs, includ-
ing inadequate resources and delivery of information,>!3-20 and difficulty in managing cogni-
tive, behavioural, communication and emotional changes in stroke survivors.?! Caregivers
have reported feeling socially isolated post-stroke as providing care may prevent them from
maintaining a satisfying social life and relationships with friends and family outside of the
caregiving role,!%-22-24 The Internet and social media have been identified as tools which car-
egivers use to seek health information related to the care of their relatives.?’> Hamm et al.?
conducted a scoping review of how patients and caregivers use social media and identified that
self-care was the most commonly reported use of social media, closely followed by posting
and sharing experiences with peers. Therefore, caregivers of stroke survivors may turn to web-
based platforms to connect with other caregivers in similar situations and to find stroke care-
related information.?¢

Little research has examined YouTube as a means of social support or information resource for
caregivers. YouTube (https://www.youtube.com/) is a cost-free video-sharing social media plat-
form, which allows users to view, generate and upload audio-visual content.?” It is the second most
accessed website worldwide?® and has over 1billion users — almost one-third of all people on the
Internet.? In this study, we aim to conduct an online study and examine the quantitative and quali-
tative content, quantity and quality of YouTube videos that specifically target and discuss the needs
and concerns of caregivers of stroke survivors. With this additional insight and information, the
provision of care to this particular group across varying countries and healthcare systems by iden-
tifying areas of active need and interest on video-sharing social media.


https://www.youtube.com/
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Methods
Study design

An online study was conducted using the online YouTube search engine. The study received
approval from the University of Newcastle Human Research Ethics Committee, Approval No.
H-2017-0274.

Search strategy

Between September and October 2017, one member of the research team (A.M.J.D.) searched
videos using the following search terms: ‘carers of stroke survivors’, ‘caregivers of stroke survi-
vors’, ‘stroke carer’, ‘stroke caregiver’, ‘family of stroke survivors’ and ‘spouses of stroke survi-
vors’ in the YouTube search engine. These search terms were developed to identify YouTube videos
that capture a range of experiences of caregivers of stroke survivors and first-hand testimonials that
may be produced by both professional organisations and carers themselves. The terms carer and
caregiver were both used, as some organisations and caregivers themselves prefer to use one term
over the other. The search terms ‘family of stroke survivors’ and ‘spouses of stroke survivors’ were
included to capture the experiences of family caregivers of stroke survivor, who may not use the
language of ‘caregiver’ or ‘carer’ to discuss their experiences providing care for a family member
or friend who has experienced a stroke. Videos were sorted with the default ‘relevance’ setting to
obtain the most relevant videos.

Methodology used in previous similar research was applied, whereby the first 20 videos obtained
from each search were watched fully to identify relevant videos that fulfilled the eligibility criteria,
including videos in the ‘up next’ section30-31,

Eligibility criteria

YouTube videos were included in analysis if they were produced and developed by either adult
caregivers of stroke survivors and focused on carers’ needs and concerns, or professional organisa-
tions (such as the Stroke Foundation, which is in Australia) and depicted first-hand testimonials of
the needs and concerns of caregivers of stroke survivors. Videos were excluded if they were (1)
intended for caregivers of other populations such as people with dementia; (2) were intended for,
and focused on, stroke survivors; (3) were developed and produced by professional organisations
and provided information and/and or help guides; (4) were in languages other than English and (5)
were duplicates of other videos already identified by the search strategy. There was no limit on the
date for YouTube videos published.

Data extraction

Two researchers (A.M.J.D. and S.A.H.) independently reported the prevalence of unmet needs in
the content of each included video according to a pre-determined coding schedule (Appendix 1)
based on a literature review with caregivers of people who have cancer!” and caregivers of stroke
survivors,>32 An example of this is a domain titled, ‘Emotional and Psychological’ with subdo-
mains such as ‘Know How to Provide Emotional and/or Psychological Support for Stroke Survivor’
which is defined as ‘Caregiver expresses lack of knowledge on how to provide emotional or psy-
chological support for the stroke survivor’. Unmet needs were reported at each instance they were
mentioned by a caregiver of a stroke survivor; multiple unmet needs could be reported per video.
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For each video, information was collected on the country of origin, total number of views and com-
ments, and number of ‘likes’ and ‘dislikes’, and video duration in minutes. The two reviewers met
to discuss discrepancies in their decisions, and a third reviewer was consulted in case of disagree-
ment. The quality of the video and audio track for each video was measured, following the meth-
odology of Sorensen et al.3?

YouTube provides information on the content producer, including the username and profile
photo. If the username of the YouTube content producer was associated with an organisation and
was further supported by the branding of the organisation, this was determined to be an organisa-
tional or ‘professional’ YouTube account. YouTube accounts that did not have usernames or images
associated with organisations were determined to be developed by ‘amateurs’ (defined as people
who individually developed the videos without the licence from companies). The following infor-
mation was reported about each video: if the video was developed by a professional organisation
or an amateur, the population of people appearing in each video and the relationship of the car-
egiver to the stroke survivor were also recorded. As YouTube does not provide the country in
which the videos were uploaded from, the Social Blade3* analytics website was used to determine
video country of origin where videos had five or more subscribers.

Analysis

Proportions were used to report the frequency of each unmet need domain or individual item in
each video, compared overall and by country. Proportions were also used to report the country,
developer, relationships of caregivers and the population (single caregivers, multiple caregivers,
stroke survivors and healthcare professionals) of each video. Descriptive statistics were used to
report the duration of the videos, views, number of ‘likes’, ‘dislikes’ and comments.

Representative quotes of the videos were transcribed verbatim by A.M.J.D. and were coded to
unmet needs domains using the pre-determined coding schedule. Videos were also grouped accord-
ing to general theme of the qualitative content of each video based on categories by Hamm et al.?¢
where videos were also grouped according to the following themes on the content of the videos:
Vlogs (video blogs diarising an experience), Providing Tips, Collaborative Projects with the
Caregiver Community and Seeking Support. The audio quality and video quality of the videos
were analysed using methodology by Sorensen et al.3? in which videos are rated on a measure of
‘poor’, “fair’ and ‘good’.

Results

Of the videos identified through searching YouTube on the unmet needs and concerns of caregivers
of stroke survivors, 26 were included in the final analysis. The majority of videos identified in our
search were excluded as they either focused on stroke survivors or were developed by healthcare
professionals. A flow chart of this process is shown in Figure 1.

The search strings which identified the most relevant results were ‘Caregivers of stroke survi-
vors’ and ‘Stroke caregivers’ which identified seven relevant videos in each search (35%). The
least relevant search string was ‘Family of stroke survivors’ which identified no relevant videos.
The majority of relevant videos were developed in the United States (61.5%), were developed by
amateurs (57.7%) and featured spouses of stroke survivors (65.47%). Videos ranged from 1 min
and 28s to 19min and 35s. All videos developed in the United Kingdom were developed profes-
sionally, while 15 of the 16 videos developed in the United States were developed by individual
caregivers. The single video developed in New Zealand was professionally developed. In total,
there were 10 unique creators of videos, containing testimonials of 28 unique caregivers. The
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YouTube videos identified through Additional videos identified through
searching pre-determined strings “up next” section in YouTube
(n=120) (n=12)

YouTube videos excluded
YouTube videos screened after duplicates (@=67)
removed > 1. Stroke survivor testimonial/focus (n=24)
(n=93) 2. Developed by professionals and offers help
and/or guidelines for caregivers (n = 15)

3. Not focused on caregiver unmet needs or
concerns (n = 13)
4. Media (advertisements, movie trailers,

A4

music) (n=6)
YouTube videos included 5. Reports on research, information, studies or
in analysis case reports related to stroke (n =35)
(n=26) 6. Not in English (n = 3)
7. Video focused on a non-adult caregiver of a

stroke survivor (n=1)

Figure 1. Flowchart of YouTube video screening process.

majority of caregivers were female spouses of the stroke survivor. Other video characteristics are
reported in Table 1.

In total, there were 291 unmet needs reported by caregivers of stroke survivors over 26 videos,
with an average of 11.2 unmet needs per video. Multiple unmet needs could appear in a single
video. The most reported unmet needs domain by caregivers was Impact of Caregiving on Daily
Activities, which made up almost half of reported unmet needs (44%). Table 2 reports the fre-
quency of unmet needs of caregivers of stroke survivors appeared in each video.

Comparisons of unmet needs domains by country are reported in Table 3.

Domains of unmet needs
Impact of caregiving on daily activities

The most commonly reported unmet needs domain was ‘Impact of Caregiving on Daily Activities’,
which appeared 128 times in 26 videos, and made up 44% of the unmet needs reported. The highest
reported subcategory in this domain was ‘Financial Impact’, which appeared 24 times in 26 videos
(92.3%). Caregivers who appeared in YouTube videos developed in New Zealand reported the
most ‘Impact of Caregiving on Daily Activities’ unmet needs (72.2%).

Relationship

Unmet ‘Relationship’ needs of caregivers of stroke survivors appeared 48 times in 26 videos and
made up 16.5% of the unmet needs reported across YouTube videos. ‘Help Communicating with
the Stroke Survivor About Illness and His/Her Concerns’ was the highest reported subcategory in
this domain and appeared in over half of the YouTube videos that were analysed (n=15, 57.7%).
Caregivers who appeared in YouTube videos developed in the United States reported the most
‘Relationship’ unmet needs (20.9%).
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Table I. Characteristics of needs and concerns of caregivers of stroke survivors videos on YouTube
(n=26).

Characteristic Range Mean (SD)
Duration of videos in minutes; (SD) seconds I min and 23 s—19min and 38s 532.2 (339.4)
Views 18-4928 613.2 (941.9)
Comments 0-51 7.1 (14)

‘Likes’ 0-65 12.1 (18.7)

‘Dislikes’ 0-I 0.04 (0.19)

n %

Country

United States 16 61.5

United Kingdom 9 347

New Zealand | 38
Developer

Amateur 15 57.6

Professional organisation I 424
Caregiver gender

Female 20 71.4

Male 8 28.6
Caregiver relationship to stroke survivor

Spouse 25 89.3

Child 2 7.1

Sibling | 3.6
Population who appeared in videos

Single caregiver 19 51.3

Multiple caregivers 7 18.9

Stroke survivors 10 243

Healthcare professionals 2 5.5
Audio quality?

Good (3) 10 385

Fair (2) 16 61.5

Poor (1) 0 0
Video quality?

Good (3) 10 385

Fair (2) 10 385

Poor (1) 6 23

SD: standard deviation.
2Assessed using methodology by Sorenson et al.34

Emotional and psychological

‘Emotional and Psychological’ unmet needs of caregivers of stroke survivors appeared 43 times
in 26 videos, which made up 14.8% of the unmet needs reported. The most commonly reported
category was ‘Help Dealing with Own Emotional Distress’ which appeared in 16 (61.5%)
YouTube videos which met inclusion criteria. Caregivers who appeared in YouTube videos
developed in New Zealand reported the most ‘Emotional and Psychological’ unmet needs
(27.8%).
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Table 2. Frequency of unmet needs of caregivers of stroke survivors which appeared in identified
YouTube videos (n=26).
Domains and categories of unmet needs n %
Impact of caregiving on daily activities
Financial impact 24 92.3
Impact on lifestyle and schedule 20 76.9
Balance own needs with caregiving 17 65.4
Know how to maintain a sense of control 14 53.8
Assistance with patient daily needs (e.g. preparing meals) 12 46.2
Help from others to manage caregiving roles 12 46.2
Deal with impact on work 10 385
Supporting dealing with changes in identity 10 385
Help looking after own mental and physical health 9 34.6
Relationship
Help communicating with the stroke survivor about illness and his or her concerns 15 57.7
Deal with changes in relationship with partner I 423
Help communicating with others (e.g. family, friends) 9 34.6
Have an intimate relationship with stroke survivor and consideration for sexual need 8 30.8
Have a satisfactory relationship with others 5 19.2
Emotional and psychological
Help dealing with own emotional distress 16 61.5
Get emotional support for self/have someone to talk to 13 50
Know how to provide emotional and/or psychological support for stroke survivor 7 26.9
Find meaning (self or partner) 4 15.4
Manage fears about the situation getting worse 3 1.5
Comeprehensive stroke care
Access to health services 12 46.2
Co-ordination and continuity of physical and emotional care 9 34.6
Have a supportive relationship with healthcare professionals 4 15.4
Be told about the help healthcare providers can offer 3 1.5
Obtain the best possible care for the stroke survivor 2 7.7
Have possibilities to participate in the stroke survivors’ care 2 7.7
Information provided by healthcare professionals was appropriate I 38
Information
Knowing what to expect 15 57.7
The illness and management (e.g. diagnosis, prognosis, management) 5 19.2
Death and dying 6 23.1
Providing care to patient 5 19.2
Spirituality
Feeling that there is hope for the future 7 26.9
Receive spiritual support | 38

Multiple unmet needs may appear in a single video.

Comprehensive stroke care

‘Comprehensive Stroke Care’ needs of caregivers of stroke survivors appeared 33 times in 26 vid-
eos, which attributed to 11.4% of the unmet needs reported. The most frequently reported category
was ‘Access to Health Services’ which appeared in just under half of the videos analysed (n=12,
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Table 3. Proportions of unmet needs domains of caregivers of stroke survivors compared by YouTube
video country of origin.

Unmet needs reported by video country of origin, n (%)

Overall United States  United Kingdom  New Zealand
(n=26) (n=16) (n=9) (n=1)
Total unmet needs reported per 291 150 123 18
country of origin
Unmet needs domain
Impact of caregiving on daily 128 (44) 78 (52.7) 37 (30.1) 13 (72.2)
activities
Relationship 48 (16.5) 30 (20.9) 18 (14.6) 0(0)
Emotional and psychological 43 (14.8) 16 (10.8) 22 (17.9) 5(27.8)
Comprehensive stroke care 33(11.4) 12 (8.1) 21 (17.1) 0 (0)
Information 31 (10.7) 9 (4.1) 22 (17.9) 0 (0)
Spirituality 8(2.7) 5(34) 3(24) 0 (0)

46.2%). Caregivers who appeared in YouTube videos developed in the United Kingdom reported
the most ‘Comprehensive Stroke Care’ unmet needs (17.2%).

Information

Unmet ‘Information’ needs of caregivers of stroke survivors appeared 31 times in 26 videos, which
made up 10.7% of the unmet needs reported. The most commonly reported category was ‘Knowing
What to Expect’ which appeared in over half of the YouTube videos which met inclusion criteria
(n=15, 57.7%). Caregivers who appeared in YouTube videos developed in the United Kingdom
reported the most ‘Information’ unmet needs (17.9%).

Spirituality

Unmet ‘Spirituality’ needs were reported eight times in 26 YouTube videos, which made up 2.7%
of the unmet needs reported. The most frequently reported category was ‘Feeling That There Is
Hope For the Future’ which appeared in just over one-quarter of the YouTube videos that were
analysed (n=7, 26.9%). Caregivers who appeared in YouTube videos developed in the United
States reported the most ‘Spirituality” unmet needs (3.4%).

YouTube video qualitative content

The majority of the videos were Vlogs, in which the main content featured the caregiver(s) diaris-
ing their daily thoughts and feelings in Vlogs (n=16, 48.5%), followed by Collaborative Projects
with the Caregiver Community, which featured caregivers discussing a topic from a professional
developer (n=9, 27%). The next most reported category was Providing Tips, in which caregiver(s)
offered support and ideas to other caregivers (n=7, 21.5%) and the least reported theme was
Seeking Support (n=1, 3%).

Two amateur caregivers of stroke survivors were responsible for producing half of the videos
which met inclusion criteria (n=13, 50%). These caregivers provided some information and insight
on why they produced and developed the video series. This included documenting their lives as
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caregivers, offering support and/or advice to other caregivers, and to express frustration with the
caregiving role. The first caregiver series containing five videos identified in the search docu-
mented the emotional burn-out of a caregiver over a period of 2 years (V19, V20, V21, V22, V23).
This video series was a personal narrative recount of the caregiver’s experiences and needs and
was treated more like a personal video journal to record his frustration and resentment. Another
caregiver series containing eight YouTube videos focused on providing day-to-day strategies on
time management, stroke-related products and the changing needs during the caregiving experi-
ence to inform and help other caregivers (V7, V11, V12, V15,V16,V24,V25,V26). Representative
excerpts for each domain appear in Table 4.

Discussion

This study examined the content, quality and quantity of YouTube videos that feature first-hand
testimonials of caregivers of stroke survivors. The findings of this study suggest that the majority
of caregivers of stroke survivors are using YouTube to diarise their experiences, in which they
explored their own experiences. Across the videos, it appeared that a proportion of the caregivers
who uploaded videos were attempting to provide support to the online community of caregivers by
providing tips and resources to assist with the caring role. This study highlights the unique addi-
tional information and insights provided by identifying areas of active need and interest by car-
egivers of stroke survivors who engage in this online community by uploading videos on YouTube,
and those who watch the videos to connect with other carers.

The most frequently reported unmet needs domain was ‘Impact of Caregiving on Daily Activities’,
in which ‘Financial Impact’ was the most frequently reported sub-domain. In recent research, infor-
mation-related needs such as inadequate information delivery are generally the most commonly
reported unmet needs, %2033 Additionally, previous studies have commonly used surveys, qualitative
interviews and self-report measures as data collection methods to collect data to identify unmet
needs. The current study captured behaviour in an unscripted video format as opposed to prescrip-
tive videos developed by healthcare professionals for caregivers of stroke survivors. These unscripted
videos offer a perspective from a phenomenological research approach. Therefore, these findings
provide rich insight into the first-hand lived experiences of caregivers of stroke survivors, which can
be used in addition to current research approaches to identify the unmet needs of caregivers of stroke
survivors to develop support services and resources to assist them.

The patterns observed in ‘Financial Impact’ might also reflect the differing healthcare systems
of the countries in which the videos were produced. Universal healthcare is available in countries
such as in the United Kingdom and New Zealand; however, patients in the United States are often
expected to pay for their treatment. Godwin et al.3¢ systematically reviewed the cost associated
with stroke in outpatient rehabilitative services and medicine in the first year following the stroke
event. They found that in the first year, services such as rehabilitation cost US$17,081 and medi-
cines cost US$5392. Therefore, the unmet needs of caregivers in the United States may be more
focused on the financial impact compared to other countries.

The ‘Financial Impact’ of caregiving and aspects of lifestyle such as health, well-being and
social are connected. Often family members give up their jobs to provide care, leaving them with-
out financial support to engage in and maintain previously enjoyed social activities.* Therefore,
the financial impact of providing care may affect the well-being of the caregiver by limiting their
ability to engage in their usual hobbies, access supportive services and maintain a consistent
working schedule. Caregivers of stroke survivors are not receiving the support they need through
available social services, and it is possible that they are turning to online communities for support
and information.
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Table 4. Unmet needs reported by caregivers of stroke survivors, and representative quotes that
appeared in identified YouTube videos.

Domain

Representative quotes

Impact of
caregiving on
daily activities

Relationship

Emotional and
psychological

Comprehensive
stroke care

‘We are really struggling. [My wife]’s disability/medical insurance barely covers
our rent and bills, and we have applied to every agency we know of for help. It
isn’'t working’. (V22)

‘It was another shock when | realized that with this job, there were no days off.
It was 24 hours a day, seven days a week. No weekends, no vacations, no sick
days, no paid holidays’. (V10)

‘l was devastated when [my sister] had a stroke. Physically, | lost weight, didn’t
sleep. Emotionally, | really don’t know where | was. | just put myself to the
back’. (V2)

‘Do | miss him? Yes. He was the most wonderful dancer. | miss dancing. | miss
good conversations that we had. We try, and sometimes he tries to tell me
something and he’s laughing so | know it’'s something pleasant. | don’t know
what he’s saying, so | just laugh too. | miss the good, long conversations that we
had too’. (V20)

‘Pre-stroke you’re invited to everything, parties, baby showers. Once the stroke
has happened, everyone wants to lend you a hand. And then after several
months, those phone calls dwindle down, it’s like you’re not even thought of.

| wish that they would have at least asked me to go, even though my answer
would have most likely been “no” because | have to care for [my mother], but
at least give me the opportunity to say “no,” or make other arrangements and
make it happen if | can’. (V25)

‘We have thousands of pictures documenting our rich family life. | still look at
those pictures fondly, but it’s bittersweet, because every time | look at them,

| want our old life back. And | know [my husband] wants this too. It took me
over a year to accept that the life we had before the stroke was gone, never to
return’. (V10)

‘Caregiving is very lonely. Who do you bounce things off of, like your financial
problems? You can’t really share things with your significant other like you might
have before. Back when | had money, | could go to the psychologist, but we
don’t have the money for it now’. (V19)

‘You should try and go to a support group. | want to go — but | could not leave
[my wife] for any time at all. A support group is a good idea. If you are in this
situation, you really need to get help’. (V22)

‘You almost feel like you are going to wake up, and that this is a bad dream,
because it’s almost too bad to be happening to me. And you just keep living

in hope, that you’re going to go along to the hospital one day and something

is going to get better. It’s depressing when you keep going, and things aren’t
improving’. (V8)

‘Each time they came in, they said what they were going to do for [my husband].
But at the time, | just didn’t understand anything’. (V14)

‘There should be less leaflets given out, or if there is a leaflet given out,
somebody should come along and explain it. A lot of people find it too
overwhelming to take it off paper, but they might be able to understand if
someone talks to them’. (V2)

‘The initial support for [my wife] for being able to speak and recover from the
stroke was quite good. She went to [the hospital] for five months, but when we
came home from there, the support was virtually non-existent’. (V1)

(Continued)
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Table 4. (Continued)

Domain Representative quotes

Information ‘[ had no idea how hard it was going to be. You just don’t know until you’re in
the situation. | was overwhelmed at what | had taken on’. (V10)
‘We weren’t told much information, just that everyone was different. As it
turned out, the end came very quickly. What | would have liked was to be linked
more with the hospice. We did not have any immediate support. No formal link
with the hospice was made until the day after she died’. (V14)
‘| didn’t think that anyone could do a better job than me. | don’t know what
to do, whether | want to be there all the time or whether | want to leave him.
That’s hard, because you don’t get a manual saying this is what you’ve got to do’.
V17)

Spirituality ‘You need to stay positive. | think that you have got to see the lighter side of it
all, and carry on and stay positive. But sometimes, it’s just so hard’. (V8)
‘| used to go to church every Sunday, but then | couldn’t leave my [wife] to go
out and do anything at all’. (V22)

Caregivers express difficulty in separating and managing their own needs from caregiving,
such as managing their mental and physical health, or a need for respite and time off from car-
egiving.>373% Categories that can be considered health and well-being of the caregiver such as
‘Impact on Lifestyle and Schedule’ (n=20, 76.9%), ‘Balance Own Needs with Caregiving’
(n=17, 65.4%), ‘Access to Health Services’ (n=12, 46.2%) and ‘Help Looking After Own
Mental and Physical Health’ (n=9, 34.6%) were all highly reported unmet needs across videos.
These findings indicate that health services are failing to provide caregivers with the support that
targets their health and well-being outcomes. Caregivers may be turning to online platforms such
as YouTube to seek information on how to support themselves and provide support to other car-
egivers of stroke survivors.

The findings of Al-Busaidi et al.*? were also consistent with our results, in which caregiver
strain was a major factor. ‘Emotional and Psychological’ unmet needs were reported 43 times in 27
videos, with the highest subcategory as ‘Help Dealing with Own Emotional Stress’. These results
are also consistent with Hamm et al.?® who identified self-care as the main use of social media for
patients and caregivers. Caregivers and the general population are increasingly using social media
and web-based platforms as an acceptable way to access healthcare and self-care information/sup-
port. Using an easily accessible platform like YouTube to develop content and share experiences
with other caregivers may provide caregivers with a tool to cope with stress and connect with other
caregivers in similar situations.

There were numerous unmet needs reported by caregivers of stroke survivors across YouTube
videos. In our search strategy, only 26 videos of 132 viewed (19.7%) featured content where car-
egivers of stroke survivors discussed their unmet needs and concerns. This percentage of relevant
videos is much lower than in other fields of previous research using YouTube*' 3 and suggests that
it is difficult to find content that specifically addresses the unmet needs of caregivers of stroke
survivors, even when search terms that target this population are used.

These findings suggest that the few caregivers of stroke survivors who create YouTube videos are
willing to discuss their unmet needs. The YouTube videos that met our inclusion criteria ranged from
0to 65 likes (M=12.1, SD=18.7) and a very small proportion of dislikes ranging from 0 to 1 (M=0.4,
SD=.19). This information suggests that the few people who are viewing these videos are noting
them as positive. However, the range of views 184928 (M=613.2, SD=941.9) is vastly different
from the number of comments (M=7.1, SD=14) and likes/dislikes. This indicates that while many
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people are watching the videos, a very small number of people are commenting on them. It is possible
that the people who viewed the video contacted the creator of the video to connect with them, but it
is not possible to determine if such contact occurred. As the likes/dislikes of the videos were largely
positive, it would seem that YouTube could provide caregivers of stroke survivors with an opportu-
nity to have their voices be heard and reach out to other caregivers to give and receive support.

Implications for policy

Views on each video varied greatly, ranging from 18 to 4928 views. Caregiving organisations
worldwide including the International Alliance of Caregiver Organizations’ may consider increas-
ing their efforts to raise awareness through their other online and social media platforms to dis-
seminate videos which feature first-hand testimonials of caregivers of stroke survivors. This would
increase the reach of this information and make the needs of caregivers of stroke survivors more
readily available to caregivers who seek to connect with other caregivers across the globe.
Development of YouTube videos tailored to country and healthcare systems would be beneficial
for caregivers to access country-specific information about how to access services, where to seek
support and resources, and where to buy care products which may be helpful for caregivers seeking
assistance. For researchers, YouTube videos allow the identification of unmet needs and prefer-
ences for service delivery would help address the lacunae in continuum of care, resulting in the
development of support and services to address these needs.

YouTube videos may also be used in addition to clinical support to increase awareness of car-
egivers’ unmet needs and platforms to connect with other caregivers. Videos which feature first-
hand testimonials of caregivers of stroke survivors may provide new caregivers with lived
experience, information provision and a sense of belonging to a community. For example, when
caregivers discuss their experiences, they may provide new caregivers with insight into questions
for health providers that they may not have considered, knowledge of assistance and services avail-
able to them, and the possible life changes which they may experience as a family member of a
stroke survivor. Provision of videos featuring first-hand testimonials from healthcare providers to
new caregivers has the potential to decrease feelings of anxiety and isolation reported often by
caregivers of stroke survivors, and increase preparedness for taking on the caregiving role.

Given that the majority of the videos were developed in the United States and the United
Kingdom, efforts can be made to produce videos which are locally relevant worldwide. For exam-
ple, there were no videos outlining experiences of Australian or Canadian caregivers. Organisations
such as The Australian Stroke Foundation and the Heart and Stroke Foundation Canada could
develop YouTube content as an addition to information and resources for stroke services, as this
information delivery could greatly benefit caregivers who are struggling to navigate the Australian
healthcare system and access relevant resources and services within Australia. Therefore, the addi-
tion of YouTube videos as a resource may increase caregiver well-being by (1) making caregivers’
experiences more accessible, and increasing connectivity to other caregivers and (2) making rele-
vant information about available services and support more readily available.

Study limitations

This study only examined the quality, quantity and content of the unmet needs of caregivers of
stroke survivors on YouTube. Therefore, findings from this study should not be generalised to other
social media platforms such as Facebook. Furthermore, as most of the videos were produced in the
United States and the United Kingdom, these findings may not be generalisable to countries with
differing healthcare systems, including Australia and Canada.
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Although the search through the YouTube search engine was developed to capture a representa-
tive sample of caregivers of stroke survivors, the majority of videos were developed by two amateur
caregivers of stroke survivors. However, the sample of 28 unique caregivers who were female, male,
spouses, children and siblings provided a range of rich insights into the caregiving role through the
unique perspectives and relationships between the caregiver and stroke survivor. In addition, it is
possible that some relevant videos were missed. For example, as the search criteria were limited to
videos in English, it is possible that these findings may not be generalisable to non-English speaking
populations in which there may be differing cultural unmet needs of caregivers of stroke survivors.

Implications for future research

Further research into other popular web-based platforms such as Google, Facebook and Reddit
(rated as the first, third and sixth most accessed websites on the web respectively)?® and other video
streaming platforms such as Vimeo** may also be useful to review to further identify the unmet
needs of caregivers of stroke survivors. Furthermore, YouTube has been recognised as a popular
platform for disseminating health information*® with the potential to be a cost-effective and wide-
reaching modality for health and support interventions and services. The development of a service
or intervention using YouTube to disseminate information and support to caregivers of stroke sur-
vivors to meet their needs should be considered. Reviewing YouTube as a resource to address
unmet needs may also be beneficial to caregivers of other people, such as those of people with
dementia and people with cancer, as it will offer insight into their unique needs alongside varying
healthcare systems and countries.

For researchers, online spaces like YouTube are of research interest because they provide
insights and first-hand testimonials that are produced by target populations and hard-to-reach
groups which are free of research-influence and can also raise awareness to resources available to
consumers to meet their needs. Understanding what happens in these online spaces can have value
across a range of disciplines by providing further understanding to the unmet needs of groups of
interest, and a consideration of these online platforms as a mode of delivery for interventions and
services. From reviewing first-hand testimonials of the caregiving experience, this information
could be used to inform and develop services, interventions and trustworthy, accessible informa-
tion for caregivers internationally.

Conclusion

This study aimed to identify and report the prevalence of unmet needs of caregivers of stroke sur-
vivors, and to evaluate YouTube as a resource for addressing these unmet needs. This study found
that YouTube videos offer useful insight into the needs of caregivers of stroke survivors across
varying countries and healthcare systems. Researchers and health services should engage with
caregivers to ask how to best develop the use of YouTube as a consumer on how this platform could
raise awareness. YouTube may provide a platform for mutual support independent from health
services from caregiver communities who can connect through YouTube. YouTube videos may be
used to raise awareness as a source of information of the unmet needs of caregivers of stroke sur-
vivors when developing support services and resources to assist caregivers of stroke survivors.
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Appendix |. Pre-determined coding schedule

No.  Label Definition
I Impact on caregiver daily Unmet needs that involve the impact on the partner caregiving daily
activities activities from providing care to the stroke survivor
.1 Financial impact Carer describes lack of knowledge of information on where to get
more financial support, such as through benefits. This also includes
the impact of purchasing stroke care-related services/products
1.2 Impact on lifestyle and Carer expresses the impact that providing care for a stroke
schedule survivor has on their lifestyle and schedule. This may include impact
on free-time, hobbies or seeing friends
1.3 Balance own needs with Carer expresses difficulty in separating and managing their own
caregiving needs from caregiving. This may include their mental and physical
health, or a need for respite and time off from caregiving
1.4 Know how to maintain a Carer expresses an unmet need of maintaining control of situations
sense of control surrounding the stroke. This might be sticking to a routine
schedule, or making plans to manage aspects of providing care for
the stroke survivor
1.5 Assistance with patient Carer expresses difficulty in providing care to the stroke survivor
daily needs (e.g. preparing on a daily basis. They may discuss needing assistance, or that daily
meals) activities are much harder post-stroke than before the stroke event
1.6 Help from others to Carer expresses a need from others, such as friends, family
manage caregiving roles members or professionals, the assist in managing the caregiving
role. This might be friends or family assisting with day-to-day
tasks such as food preparation and/or assisted living to help with
other tasks such as mobility issues or assistance bathing the stroke
survivor
1.7 Deal with impact on work Carer expresses the impact that providing care for a stroke
survivor has on their work. This may include impact on changing
work schedule such as cutting down from full-time to part-time,
and/or the need to give up work completely to become a full-time
carer
1.8 Receiving support to deal Carer expresses difficulty in coming to terms with their change in
with changes in identity identity following the person that they care for’s stroke. This may
include identifying new and/or unwanted roles in their lives or the
feeling of just being a ‘carer’
1.9 Help looking after own Carer describes their own diminishing mental and physical health
mental and physical health as a result of providing care for the stroke survivor. This includes
negative outcomes such as anxiety and depression, and also aspects
such as being unable to exercise any more
2 Relationship Unmet needs that involve the relationships changes involved with
providing care to the stroke survivor
2.1 Help communicating with Carers express difficulty with communicating with the person that
the stroke survivor about they care for post-stroke. This may be due to the carer being under
iliness and his or her emotional distress and overwhelmed (‘not having the words’), and/
concerns or due to a language/communication impairment post-stroke which
makes communicating with the stroke survivor difficult
22 Deal with changes in Carers express difficulty in coming to terms with the changes in the

relationship with partner

relationship with their partner who has suffered a stroke. This may
include reminiscing on the life with the stroke survivor before the
stroke event

(Continued)
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No.  Label Definition

2.3 Help communicating with Carers express difficulty in communicating with family, friends and
others (e.g. family, friends) others about their caregiving experience. Carers express a need to

connect with other people outside of the caregiving role

24 Help communicating with Carers express difficulty with communicating with the person that
the stroke survivor about they care for post-stroke. This may be due to the carer being under
illness and his or her emotional distress and overwhelmed (‘not having the words’), and/
concerns or due to a language/communication impairment post-stroke which

makes communicating with the stroke survivor difficult

2.5 Have an intimate Carers express difficulty with having an intimate relationship with
relationship with stroke the stroke survivor that they care for
survivor and consideration
for sexual need

2.6 Have a satisfactory Carers express a need to have a relationship with people outside of
relationship with others the caregiving role

3 Emotional and Unmet needs that involve the emotional and psychological aspects
psychological of providing care to the stroke survivor

3.1 Help dealing with own Carer expresses emotional distress (e.g. anger, guilt, sadness,
emotional distress anxiety, depression)

32 Get emotional support Carer expresses a need to seek support to manage their emotional
for self/have someone to distress, advice for other carers on where to seek support and/or a
talk to lack of knowledge on how or where to seek support

33 Know how to provide Carer expresses a lack of knowledge on how to provide emotional
emotional and/or or psychological support for the stroke survivor. This includes but
psychological support for is not limited to (1) communication/language issues post-stroke,
stroke survivor (2) mood change post-stroke and/or (3) personality changes post-

stroke

34 Find meaning (self or Carer expresses need to ‘make sense’ of the situation or to
partner) understand why the stroke event has happened to themselves and

the person that they care for

35 Manage fears about the Carer expresses fear or uncertainty for the future and/or fears
situation getting worse about the stroke survivors’ condition worsening

4 Comprehensive stroke Unmet needs that involve the individual care provided to the stroke
care survivor

4.1 Access to health services Carers describe a lack of understanding regarding the healthcare

services and/or government benefits that they can access as a carer
of a stroke survivor

4.2 Co-ordination and Carers describe the lack of co-ordination of physical and emotional
continuity of physical and care for the stroke survivor. This may happen at any stage of care,
emotional care from rehabilitation at the hospital to the transition home and the

eventual return to the community

4.3 Have a supportive Carers express a lack of a supportive relationship with healthcare
relationship with healthcare  professionals. This includes but is not limited to (1) poor or rude
professionals communication with the carer, (2) deliberately ignoring carer

concerns for the stroke survivors needs and/or (3) deliberately
ignoring carer concerns for their own needs

4.4 Be told about the help Carers describe a lack of communication with healthcare providers

healthcare providers can
offer

regarding the support and services they can provide to assist with
managing caregiving for a stroke survivor

(Continued)
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Appendix |. (Continued)

No. Label

Definition

4.5 Obtain the best possible
care for the stroke survivor

4.6 Have possibilities to
participate in the stroke
survivors’ care

4.7 Information provided by
healthcare professionals
was appropriate

5 Information

5.1 Knowing what to expect

5.2 The illness and
management (e.g. diagnosis,
prognosis, management)

53 Death and dying

54 Providing care to patient

6 Spirituality

6.1 Feel there is hope for the
future
6.2 Receive spiritual support

Carers express barriers or issues in obtaining the best possible
care for the stroke survivor. This includes but is not limited to

(1) needed guidance in preparing medical records and/or (2) not
knowing which information is relevant in obtaining the best possible
care for the stroke survivor

Carers describe they desire more opportunities from healthcare
providers to participate in the stroke survivors’ care or
rehabilitation. This includes expressing a desire to participate

more and/or expressing exclusion from participating in the stroke
survivors’ care

Carers express that the information delivered by healthcare
professionals could be improved. This may include but not

limited to () the type of language used, (2) the type of platform
(conversation, leaflets, ‘care packages’, etc.) and/or (3) the timing of
delivering the information

Unmet needs that involve the information needed to provide care
to the stroke survivor

Carers describe a lack of information or preparation on what to
expect at any time point in caring for the stroke survivor. This may
happen at any stage of care, from rehabilitation at the hospital to
the transition home and the eventual return to the community
Carers describe the need to understand more about the stroke
survivors’ condition, and how to manage the condition

Carers express barriers and a lack of information around stroke
survivor end-of-life care

Carers describe the need to understand and receive guidance on
how to adequately provide care to the stroke survivor. This may be
on a day-to-day basis, emotional, physical and/or pragmatic care
Unmet needs that involve the spiritual aspects of providing care to
the stroke survivor

Carers express the need to feel optimism and hope for the future,
and confident that they can continue to care for the stroke survivor
Carers express the need for spiritual support. This may include
regular attendance and engagement in religious practice, and/or
expressing that the carer can no longer receive spiritual support
due to their caregiving duties. May also refer to marriage and vows

Multiple unmet needs may be reported per video.



