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Abstract

Background: Faced with multiple challenges, informal caregivers often turn to online support communities for information
and support. While scholarly attention has focused on experiences expressed by informal caregivers in these communities, how
caregivers' challenges and emotional expressions vary across different health contexts remains understudied.

Objective: We aimed to examine and compare the challenges discussed by informal caregivers of general older adults and those
of patients with Alzheimer disease and related dementia, as well as their emotional expressions, on Reddit. In addition, we
examined how informal caregivers expressed their emotions in response to various challenges.

Methods: We collected posts from 6 subreddits, including 3 subreddits on caregiving for older adults and 3 on caregiving for
patients with Alzheimer disease and related dementia. Using topic modeling, we identified topics discussed by caregiversin the
collected posts. We further used deep reading to contextualize these topics and understand the challenges behind them, conducted
sentiment analysisto investigate their emotional expressions, and used Spearman rank-order correlation to examinetherelationship
between the obtained topics and emotions.

Results: In total, 3028 posts were retrieved, including 1552 from older adult—related subreddits and 1476 from Alzheimer
disease—related subreddits; 18 key topics were identified, with the most frequent topics being expressing feelings (2178/3028,
71.93%) and seeking advice and support (1982/3028, 65.46%). Other topics covered various challenges in caregiving, such as
duration of medical care (1954/3028, 64.53%), sleep and incontinence (1536/3028, 50.73%), financial issues (1348/3028,
44.52%), and nursing home (1221/3028, 40.32%). There was a positive, negligible correlation between expressing feelings and
seeking advice and support (p=0.09, P<.001). Other topics also showed positive, negligible or weak correlations with these 2
topics but in distinct patterns. Posts from older adult—related subreddits were more focused on practical caregiving issues and
seeking advice and support, whereas posts from Alzheimer disease—related subreddits emphasized health- and medical-related
topics and expressing feelings. Caregiversin both contexts predominantly expressed negative emotions (older adults: 1263/1552,
81.38%; Alzheimer disease: 1247/1476, 84.49%), with caregivers in Alzheimer disease—related subreddits exhibiting slightly
greater fear and sadness (P<.001). Specific challengeswere significantly correlated with negative emotions: duration of medicalcare
was positively, weakly correlated with anger (p=0.25, P<.001), fear (p=0.25, P<.001), and sadness (p=0.22, P<.001). Medical
appointments were positively, negligibly correlated with anger (p=0.10, P<.001), fear (p=0.09, P<.001), and sadness (p=0.06,
P<.001). Seep and incontinence (p=0.14, P<.001) and finances (p=0.24, P<.001) were positively, weakly correlated with anger.
Conclusions: By identifying the challenges and feelings expressed by caregivers for general older adults and caregivers for
patients with Alzheimer disease and related dementia, our findings could inform health practitioners and policy makers in
developing more targeted support interventions for informal caregiversin different contexts.
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Introduction

Background

Many countries are faced with the challenge of an aging society.
An aging society increases the likelihood that older adults live
longer while coping with increased chronic diseases, thus
underscoring the need for long-term care services [1,2]. Most
older adultsreceivelong-term care within their own residences,
often relying on assistance from informal caregivers—family
members, friends, and neighbors who provide unpaid care to
people with health or functioning needs [1,3]. In the United
States, 22.3% of adults provided such care or assistance in the
past month, 10.4% of whom provided daily carefor peoplewith
dementia or other cognitive impairment disorders [4]. Similar
patterns are observed in some European countries, such as the
United Kingdom and Germany [5].

Given the increasing prevalence of informal caregiving over
the coming years, it is important to understand the challenges
faced by informal caregivers of older adults [1,2]. Upon
assuming the caregiving role, informal caregiversneed to handle
multiple tasks and responsibilities, including assisting with
financial management, assisting with medical decision-making,
and providing emotiona support for their loved ones [1,2].
These responsibilities often conflict with caregivers' existing
roles and personal needs, leading to stressful experiences[1,2].
While caregiving may also bring positive experiences, such as
finding satisfaction in caring for loved ones [6] and improving
the caregivers' sense of mastery [7,8], the demands often take
aheavy toll on the caregivers' health and well-being [9,10].

However, caregiving experiences may vary across different
situations and contexts [11-13]. The Caregiver Stress Theory,
astress processing theory that is specifically created to account
for variancein the stress experience of caregivers, specifiesthat
factors related to the caregiving context, such as years of
providing care, age, and the health status of care recipients, can
influence every part of the stress process [10]. For instance,
spouse caregivers experienced greater levels of stresscaring for
their loved ones as compared to adult child caregivers[14]. The
theory also outlines 2 sources of caregivers stress, namely
primary and secondary stressors [10]. Primary stressors refer
to sources of stressthat are directly related to acts of caregiving,
such as the challenge from the care recipients diseases and
symptoms and assisting with daily living tasks, and secondary
stressors are those indirectly related to caregiving tasks, such
as conflicts with other family members and social restrictions
[10,15]. Thisframework thus provides a holistic understanding
of the challengesthat caregiversfaceintheir caregiving journey
and the factors affecting different caregiving experiences
[10,15].

Particularly relevant to this study are the experiences of informal
caregivers of people with Alzheimer disease and related
dementia and general older adults. Compared to caregivers of
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general older adults, caregiversof peoplewith Alzheimer disease
and related dementiaarelikely to spend moretime on caregiving
responsibilities, ranging from bathing and feeding to assisting
with toileting [16]. In addition, these caregivers perceive higher
levelsof physical and emotional burdens[17,18] and experience
increased depression rates[16,19]. These differences highlight
the importance of understanding caregiving experiences by
considering the health status of care recipients[11,13]. Hence,
this study aims to examine and compare the challenges faced
by informal caregivers of people with Alzheimer disease and
related dementia and those taking care of general older adults
to advance the understanding of the factors affecting different
caregiving experiences.

Informal Caregiversin Online Support Communities

The rise of online support communities (OSCs) has provided
informal caregivers of older adults with an avenue to connect
and communicate with similar others[20,21]. These OSCs are
embedded across computer-mediated platforms, such as
Facebook, Reddit, and CaringBridge, alowing caregivers to
share caregiving-related experiences and seek information and
support [22-24]. Participation in OSCs has been shown to help
caregivers solve caregiving-related issues, reduce feelings of
isolation, improve self-efficacy in the process of caregiving
[21,25], and improve overall well-being [26,27].

Theinteractions between caregiversin OSCsal so offer valuable
insightsinto their challenges[28,29] and their responsesto said
challenges[30]. Existing content analysi s studies have provided
evidence of the experiences of caregivers for either general
older adults [30] or people with Alzheimer disease and related
dementia[17,28,29,31]. They found that these caregivers often
revealed caregiver burdens [17,24], exchanged social support
[31], and engaged in stress-coping behaviors across OSCs|[30].
However, limited research has directly compared the experiences
of caregivers of people with Alzheimer disease and related
dementia and general older adults revealed in OSCs [32].
Unpacking this is important as the knowledge can capture the
complexity of the caregiving experience and the role of the
caregiving context in shaping the unique challenges faced by
caregivers. This suggests that a comparative study on the
different experiences communicated by informal caregivers of
general older adults and those caring for people with Alzheimer
disease and related dementia in OSCs is necessary to better
understand the unique needs for both groups.

Emotional Expression in OSCs

Beyond sharing information about specific challenges, messages
in OSCs can also revea caregivers emotional experiences
[33,34]. Caregiving can evoke a range of emotional responses
among caregivers when facing challenges [35]. For example,
anger may arise from the disruptive behaviors of the care
recipient and strained relationships between the caregiver and
the carerecipient [35]. To cope with these emotions, caregivers
often engage in the social sharing of emotions—openly

JMed Internet Res 2025 | vol. 27 | €54847 | p. 2
(page number not for citation purposes)


http://dx.doi.org/10.2196/54847
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

communicating with others about emotion-eliciting events and
their emotions (eg, joy, fear, anger, or sadness) [ 36]. Anonymous
web-based communities such as Reddit provide a safe space
for caregivers’ socia sharing, where they may feel freer to share
negative emotions compared to face-to-face settings or other
identifiable groups, as these communities reduce social norms
and alleviate privacy concerns [37,38]. Through this process,
individuals can regulate their emotional experiences [39,40]
and gain support and validation from others [41,42], which in
turn reduces emotional distress[43].

While existing studies have examined informa caregivers
emotional expressionsin OSCs[18,30], 2 research gapsremain.
First, little is known about how informal caregivers express
emotions when responding to different caregiving challenges.
Investigating the relationship between various caregiving
challenges and emotional expressions can advance research on
caregiver stressand coping. Thisknowledge, in turn, caninform
more targeted support interventions to improve caregivers
well-being. Second, it remains unclear how caregivers in
different contexts, such as caregivers of general older adults
and caregivers of people with Alzheimer disease and related
dementia, express their emotionsin OSCs. Faced with varying
stressors and experiences, these 2 caregiver groups likely
experience and express emotions differently. Comparing the
patterns of emotional expression can contribute to a deeper
understanding of the psychological needs of caregivers in
different contexts, thus facilitating the devel opment of targeted
emotional and psychological interventions.

Objectives

This study seeks to address these research gaps by analyzing
discussions on Reddit among informal caregiversof older adults,
including those taking care of general older adults and people
with Alzheimer disease and related dementia. Reddit isapopular
anonymous community that all ows peopl e to share experiences
and seek support [44]. Many subreddits are established to
support informal caregivers of older adults, including those
especialy for caregivers of people with Alzheimer disease and
related dementia[17,24]. Therefore, Reddit provides avauable
source of data to investigate how different informal caregivers
share their challenges and emotionsin OSCs.

Figure 1. Research design.
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This study has 4 objectives. Firgt, it aims to identify the topics
discussed by informal caregivers of older adults on Reddit and
the underlying challengesthey face. Second, it aimsto examine
how these topics vary between caregivers of general older adults
and caregivers of people with Alzheimer disease and related
dementia. Third, it aimsto investigate how informal caregivers
of older adults express emotionsin response to different topics
and challenges. Fourth, it aims to compare the patterns of
emotional expression between the 2 caregiver groups. Our
research questions (RQs) are as follows:

« RQI1: What kinds of topics were discussed on Reddit by
informal caregivers of older adults, and how do these topics
reflect informal caregivers challenges?

«  RQ2: What are the differences in topic distribution in
subreddits for informal caregivers of general older adults
and those caring for people with Alzheimer disease and
related dementia?

« RQ3: What types of emotions were expressed by informal
caregivers of older adultsin relation to different topics on
Reddit?

« RQ4: How do the emotions in Reddit posts differ across
subreddits for informal caregivers of general older adults
and those caring for people with Alzheimer disease and
related dementia?

Methods

Overview

To understand the experiences and feelings of informal
caregivers of general older adults and people with Alzheimer
disease and related dementia, we applied computer-assisted text
analysis, including topic modeling and sentiment analysis, to
posts from Reddit communities related to older adults and
Alzheimer disease and related dementia caregiving. The
computational methods were complemented by a qualitative
deep reading, where we selected the top 20 posts from each
topic and topic pair for qualitative analysis to provide deeper
insight into the obtained topics[45]. In addition, we carried out
correlational analysis within and between the topic scores and
sentiment scores to identify associations between topics and
sentiments. Figure 1 shows our research design.

Top 20 posts from
each topic and

Topic modeling

topic pair
Deep reading

h 4

Retrieve Reddit posts
(N=3028)

Sentiment analysis -

Statistical analysis

Data Collection

We focused on subreddits specifically designed to support
informal caregiversof both general older adults and peoplewith
Alzheimer disease and related dementias. To identify relevant
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subreddits, we searched using the keywords “ aging/ol der/elder”
combined with “care/caregiver” for discussions about caring
for older adults and “Alzheimer/dementia” combined with
“care/caregiver” for those related to Alzheimer and dementia
care. We then reviewed each subreddit’s description to ensure

JMed Internet Res 2025 | vol. 27 | €54847 | p. 3
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

that it was aforum for informal caregivers of either the general
older adult population or those with Alzheimer and related
dementia. The selected subreddits for informal caregivers
included r/AgingParents, r/eldercare, r/elderlycare, r/Alzheimers,
r/dementia, and r/DementiaHelp. Other caregiver-related
subreddits that were not specifically designed to support these
caregiver populations were excluded from our dataanalysisfor
the purpose of this research.

We used the Reddit application programming interface (API)
toretrieve top-level postsfrom these 6 subreddits. Weretrieved
up to 1000 of the most recent posts from each of these
subreddits, on August 6, 2023, asthe Reddit API only provides
the 1000 most recent posts at thetime of retrieval . For subreddits
with fewer than 1000 posts at the time of retrieval, all posts
were retrieved.

Topic Modeling

We carried out topic modeling to uncover common topics that
occur within this dataset. Topic modeling is a class of natural
language processing methods that produces a set of topicsfrom
a text dataset, along with a table that indicates how strongly
each of these topics occurs in each document.

We used astandard pipeline for topic modeling acrossthe corpus
of posts. First, weremoved stop words, split the documentsinto
terms with an n-gram range of 1 to 3 (thus allowing up to 3
words per term), and applied term frequency—inverse document
frequency weighting to the document—term count matrix [46],
which is a process that gives more weight to rarer but possibly
more significant terms.

Wethen applied nonnegative matrix factorization (NMF), which
factorsthe document-term matrix into apair of document-topic
and topic-term matrices [47]. The document-topic matrix shows
which topicsare present in each document, while the topic-term
matrix shows how strongly each term is associated with each
topic. We chose NMF rather than a clustering method like
BERTopic [48] as we anticipated that each post could belong
to multiple topics rather than to a single cluster. We also opted
for NMF over latent Dirichlet allocation as NMF tends to give
topics that are more meaningful and “more in line with human
judgment” than latent Dirichlet allocation [49].

We carried out NMF with 10, 15, 20, and 25 topics. As the
number of topics increased from 10 to 20, we observed
additional meaningful topics appearing. However, increasing
to 25 topicsresulted in less coherent topics or splitting existing
topics into subtopics. On this basis, we decided to take the
results of NMF with 20 topics. From these 20 topics, we
excluded 2 topicsthat consisted mainly of moderator posts about
subreddit rules, resulting in afinal 18 topics.

Deep Reading

After topic modeling, we used a qualitative deep reading
method, following the computation grounded theory by Nelson
[50], to interpret the results. Thisdeep reading involved closely
examining representative texts for each topic identified from
topic modeling and contextualizing key terms to uncover their
meanings. By combining computational findings with this
human-centered interpretation, we validated patternsidentified
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from topic modeling and offered acomprehensiveinterpretation
of the data[50].

The 2 authors, one specializing in social science and the other
in natural language processing, independently reviewed the key
terms and top 20 posts for each of the 18 topics to better
understand what each topic was about and how the key terms
were used within each topic. Weindividually named and defined
each topic, identifying recurring themes. We then compared
our findings and resolved any disagreement through discussion
to clarify the meaning and context of each topic. For strongly
correlated topic pairs, we examined representative posts that
scored highly on both topicsto better understand when and how
these topics co-occur.

We selected the 20 posts that had the highest topic weight in
each topic, as these posts contained the most key terms from
an individual topic and were thus more representative of the
topic[51]. Analyzing thesetop documentsisacommon practice
in computational grounded theory, which enables a systematic
and unbiased examination of the data [50]. This approach
ensures that the selected documents accurately represent each
topic while allowing for efficient analysis without the burden
of interpreting the full dataset. Following prior studiesanalyzing
the top 10 to 20 documents [50,52], we chose the top 20 posts
of each topic for qualitative deep reading.

To ensure the rigor and trustworthiness of findings, this study
used the interpretive paradigm to ensure the credibility,
dependability, and confirmability of our analysis[53]. First, to
enhance credibility (ie, the results of qualitative analysis
adequately represent multiple realities), we discussed our data
collection and analysis procedures with senior colleagues who
had expertisein qualitative research. Second, dependability (ie,
the consistency of data analysis) was achieved by documenting
our thoughts during the deep reading process and engaging in
frequent discussions to resolve any inconsistencies. Third, to
ensure that researchers interpretations of data were
nonprejudiced (ie, confirmability), we reflected critically on
our own perspectives during the deep reading and included
verbatim quotes to support the inferences presented in the
results. These steps minimized researcher biasin handling data
and enhanced the objectivity of our findings.

Sentiment Analysis

We also used the CrystalFed sentiment analysis API [54] to
extract sentiment scoresfor each post. The CrystalFedl agorithm
uses a mixture of lexicon- and word-embedding—based
approaches to generate emotional intensity scores and has been
validated on human-annotated test samples (achieving
correlations of 0.765, 0.818, 0.788, and 0.765 with human
annotations on fear, anger, joy, and sadness intensity,
respectively) and used in multiple studies for sentiment analysis
of social media posts [55,56]. We used CrystalFeel to generate
continuous intensity scores (ranging from 0to 1) for the 4 basic
emotions (anger, fear, joy, and sadness), and an overall 5-point
sentiment score ranging from -2 (very negative) to +2 (very
positive).
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Statistical Analysis

To uncover associations between topics and emotions, we
computed the Spearman rank correlation coefficient (p) among
topic weights, and between topic weights and emotion scores.
The Spearman rank correl ation coefficient reflectsthe presence
of amonotonic (but not necessarily linear) relationship between
variables. We chose the Spearman rank correlation coefficient
instead of the Pearson correlation coefficient because the
distributions of topic weights resulting from NMF were
nonnegative and highly skewed toward 0 [57]. The correlations
between topic weights in this study reflect the degree of
co-occurrence of topics across posts. a higher correlation
between two topics indicates that those two topics are more
likely to occur within the same post.

Following commonly used guidelines for interpretation (eg,
[58]), correlations with a magnitude between 0 and 0.09 were
considered negligible, while correlations with a magnitude
between 0.1 and 0.39 were considered weak. Note that in our
sample, correlations of magnitude >0.06 were significant at
P<.001.

Table 1. Number of posts retrieved from each subreddit (N=3028).

Huang et a

Ethical Consider ations

Before collecting data for this content analysis study, we
obtained approval from the Nanyang Technological University’s
Integrity Review Board (IRB-2023-258) under the exempt
review category. Secondary research on existing or publicly
accessible datasets, such as our study on Reddit posts, qualifies
for this category. Additional informed consent from human
subjectsisnot required for secondary analyses of research data.
In compliance with the Integrity Review Board guidelines, we
also protected the privacy and confidentiality of individuals by
anonymizing users whose data were being anayzed and
removing any identifiable information from the posts. No
compensation was offered, as this study did not involve direct
participation or recruitment of individuals. By strictly following
these guidelines, we ensured that this study does not lead to
adverse outcomes for human subjects.

Results

Dataset Description

In total, 3028 posts were retrieved from Reddit. Table 1 shows
the breakdown of the number of posts retrieved from each
subreddit.

Subreddits Posts, n (%)

Older adults—related posts 1552 (51.25)
r/AgingParents 937 (30.94)
r/eldercare 490 (16.18)
r/elderlycare 125 (4.13)

Dementia-related posts 1476 (48.75)
r/Alzheimers 916 (30.25)
r/dementia 547 (18.06)
r/DementiaHelp 13 (0.43)

Topic Descriptionsand Interpretation (RQ1)

Through topic modeling and deep reading, we identified 18
topics discussed by informal caregivers and the underlying
challenges they faced (Table 2). By reviewing the key terms
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and top 20 posts within each topic, we named and described
each topic and grouped the topics into 7 overarching themes.
Representative posts within each topic are provided in
Multimedia Appendix 1.
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Table 2. Topic labels, key terms, and descriptions from each topic, along with the topic counts and frequency® (N=3028).

Topic, topic name, and description

Topic count, n (%)

Key terms

Theme 1: expressing feelings

T1 Expressing feelings: discussing feelings about circum-
stances, including sadness, guilt, helplessness, frustra-
tion, stress, and anger.

Theme 2: seeking advice and support

T4 Seeking advice and support: asking for advicein
dealing with circumstances, often in the form of
guestions.

Theme 3: health and medical concerns

T2 Duration of medical care: discussing the care recipi-
ent’s health or behavioral issues, or the need for long-
term medical care.

T9 Dementia: seeking or providing information about
dementia
T7 Alzheimer: seeking or providing information about

Alzheimer disease

T3 Aging and declining health of parents: discussing the
aging and the declining health status of parents

T8 Sleep and incontinence: discussing sleep problemsin
general, or specifically incontinence.

T12 Medical appointments: discussing different types of
medical appointments and experiences with such ap-
pointments

Theme 4: carefacilities and services

T6 Memory carefacility: discussing memory carefacilities
for the care recipient, often seeking recommendations
for such facilities, or describing their experienceswith
facilities

T11 Nursing home: discussing nursing home for the care

recipient, often seeking recommendationsfor such fa-
cilities, or describing their experiences with facilities

T10 Assisted-living facility: discussing assisted-living fa-
cilities, often seeking recommendationsfor such facil-
ities, or describing their experiences with facilities.

Theme5: carerecipientsand family relationships

T14 Parents (mom): mentioning issuesin dealing with mom

T16 Parents (mother): mentioning issuesin dealing with
mother

T15 Parents (dad): mentioning issuesin dealing with dad

T18 Grandparents: mentioning grandparentsin general, or
specific grandparents, often talking about their health
problems.

2178 (71.93)

1982 (65.46)

1954 (64.53)

1605 (53.01)

1584 (52.31)

1572 (51.92)

1536 (50.73)

1082 (35.73)

1396 (46.10)

1221 (40.32)

1160 (38.31)

1571 (51.89)

1534 (50.66)

1525 (50.36)

1178 (38.90)

“just, like, feel, know, things, really, time, feel
like, want, does, life, think, make, say, day,
hard, people feeling”

“help, advice, need, does, house, needs, getting,
need help, refuses, family, lives, want, health,
trying, live, suggestions, looking, support”

“did, said, hospital, told, days, got, doctor, ago,
went, day, today, weeks, week, going, months,
called, hospice, just, years, took”

“dementia, family, people, loved, diagnosed,
people dementia, vascular dementia, vascular,
caregivers, person, diagnosed dementia’

“azheimer, early, onset, early onset, disease,
diagnosed, onset alzheimer, early onset
alzheimer, diagnosis, years, stage, experience,
memory”

“parents, aging, parent, health, life, years, live,
aging parents, care, elderly, old, support, time,
don, kids, issues, love, age, mental, situation”

“bed, deep, night, day, time, hours, door, room,
toilet, does, bathroom, sleeping, gets, goes,
sleeps, walk, wake, fall, diaper, incontinence”

“appointment, make, doctor, make appoint-
ment, bad, make doctor, said make appoint-
ment, memory gottenreally, just yelled, make”

“care, memory care, memory, facility, carefa-
cility, memory care facility, facilities, needs,
need, area, elder, home care, residents, unit”

“home, nursing, nursing home, care, hospital,
home care, medicaid, homes, rehab, nursing
homes, home health, work, health, pay”

“living, assisted living, assisted, facility, living
facility, assisted living facility, independent
living”

“mom, sister, caregiver, dog, live, brother, care
mom, care, mom, job, dad, mom does, best,
mom diagnosed, taking, getting, don, moms,
work, hours’

“mother, sister, father, years, time, year, law,
away, lives, old, year old, died, siblings, cat,
family, passed, brother, care mother, come,
mother law”

“dad, mum, brother, home, years, just, want,
does, months, help dad, ago, mom dad, dad

does, live, care dad, angry, old, father, point,
away”

“grandma, grandpa, grandparents, aunt,

grandmoather, family, uncle, want, know, care
grandma, does, live, home, help grandma’
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Topic, topic name, and description

Topic count, n (%) Key terms

Theme 6: financial, legal, and insurance issues

T5 Finances: discussing finance-related matters, such as
bills or handling of the ward's assets. Many also
mention power of attorney.

T19 Long-term care insurance: discussing long-term care

insurance, often asking for recommendationsfor long-
term care insurance providers.

Theme 7: technological issues

T13 Cell phone and devices: discussing phonesand related
devices, descriptions of difficulties encountered by the
care recipient in using such devices, and requests for

recommendations of devices.

1348 (44.52) “money, account, bank, poa, card, pay, house,
attorney, credit, financial, power, finances,

power attorney, trust”

1182 (39.04) “term, long term, long-term care, term care,
long, insurance, care, term careinsurance, care

insurance, insurance, policy”

1605 (53.01) “phone, use, hearing, aert, elderly, looking,
recommendations, device, app, cell, aids,

hearing aids, watch, cell phone, devices’

8 requency refers to the percentage of posts with nonzero weights for that topic.

Theme 1 (ie, topic 1), named expressing feelings, accounted for
the largest proportion of the topic distribution. Posts on this
topic mentioned the posters feelings about circumstances,
usualy including negative feelings, such as sadness, guilt,
hel plessness, and frustration. The second most influential theme,
theme 2 (ie, topic 4), was seeking advice. Posts under thistopic
focused on asking for advice in dealing with problems, often
in the form of questions.

Other themes covered a wide variety of caregiving-related
issues. Theme 3 (ie, topics 2, 3, 7, 8, 9, and 12) discussed health
and medical issues related to the care recipient, including
duration of medical care, dementia, Alzheimer, aging and
declining health of parents, sleep and incontinence, and medical
appointments. Theme 4 (ie, topics 6, 10, and 11) was about

https://www.jmir.org/2025/1/e54847

different types of carefacilities and services, including memory
care facilities, nursing homes, and assisted-living facilities.
Theme 5 (ie, topics 14, 15, 16, and 18) focused on care
recipients and family relationships, talking about either the
posters mother, father, or grandparents. Theme 6 (ie, topics 5
and 6) was about financial, legal, and insurance issues, including
finance-related issues such as bills or assets, often mentioning
power of attorney, and long-term care insurance. Theme 7 (ie,
topic 13) discussed technological issues, especially cell phones
and hearing aid devices.

We also explored the relationships between different topics to
have a more detailed understanding of these topics (Table 3).
All correlations between topics were negligible (0-0.09 in
magnitude) or weak (0.1-0.39 in magnitude).
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Table 3. Spearman rank correlations between topics.
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Themeand 1 2 3 4 5 6 7
topic
T1 T4 T2 T9 T7 T3 T8 T2 T6 T11 T10 T14 Ti6 T15 T18 T5 T19 T13
1
T1.Expressing feelings
p 1 009® 018 005 007 010 011 009 007 004 000 015 014 019 014 002 001 -003
Pva- _b <001 <001 001 <001 <001 <001 <001 <001 003 0.80 <001 <00l <001 <001 033 0.70 0.15
ue
2
T4 . Seeking advice and support
p 009 1 001 0.00 -007 013 012 011 008 012 009 005 012 008 011 013 0.09 001
Pval- <001 — 063 094 <001 <001 <001 <001 <001 <001 <001 0.01 <001 <O0O0lL <O0O1 <Q0O1 <001 0.74
ue
3
T2 . Duration of medical care
p 018 001 1 004 006 000 018 0.08 009 0.09 004 013 016 020 007 0.02 004 -008
Pva- <001 0.63 — 002 <001 099 <001 <001 <001 <001 0.02 <001 <001 <001 <001 0.26 0.04 <001
ue
T9. Dementia
p 005 000 004 1 019 0.01 -003 0.08 0.07 -005 -004 -004 007 -001 006 -006 0.01 0.00
Pva- 001 094 002 — <00l 0.61 011 <001 <001 001 0.03 004 <001 048 <00L 0001 0.78 0.95
ue
T7.Alzheimer
p 007 -007 006 019 1 -002 -005 0.06 -003 -015 -010 -002 0.10 0.03 0.04 -015 000 0.00
Pva- <001 <001 <001 <001 — 030 001 <001 008 <001 <001 031 <001 015 005 <001 0.81 0.90
ue
T3. Aging and declining health of parents
p 010 013 000 001 -002 1 -010 0.02 008 008 011 015 017 013 -002 014 014 002
Pval- <001 <001 099 061 030 — <001 0.17 <001 <001 <001 <001 <001 <001 036 <001 <OOL 0.36
ue
T8. Sleep and incontinence
p 011 012 018 -003 -005 -010 1 001 000 008 002 002 001 010 0.07 -005 -001 0.05
Pval- <001 <001 <001 0.11 0.01 <001 — 059 097 <001 027 021 070 <001 <001 0004 0.69 0.003
ue
T12 . Medical appointments
p 009 011 008 008 006 002 001 1 004 -005 -002 003 0.03 007 002 006 -002 -001
Pval- <001 <001 <00l <001 <001 0.17 059 — 002 001 026 017 014 <001 033 0001 033 0.73
ue
4
T6 . Memory carefacility
p 0.07 0.08 0.09 007 -003 008 000 004 1 022 014 0.08 008 002 000 006 028 -004
Pva- <001 <001 <001 <001 0.08 <001 097 0.02 — <00l <001 <001 <001 0.29 0.85 <001 <001 0.02
ue
T11. Nursing home
p 004 012 009 -005 -015 008 008 -005 022 1 018 013 0.06 007 0.07 010 018 -006
Pval- 003 <001 <001 001 <001 <00l <001 0.01 <001 — <001 <001 0001 <00lI <001 <Q001 <001 <001

ue
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Themeand 1 2 3 4 5 6 7
topic
T10. Assisted-living facility
p 000 009 004 -004 -010 011 002 -002 014 018 1 008 007 001 001 019 011 0.00
Pva- 080 <001 002 0.03 <001 <001 027 026 <001 <001 — <001 <001 0.74 047 <001 <001 0.97
ue
5
T14 . Parents (mom)
p 015 005 013 -004 -002 015 002 0.03 008 013 008 1 003 015 0.00 007 0.07 -012
Pval- <001 0.01 <001 004 031 <001 021 017 <001 <001 <001 — 0.06 <001 0.83 <001 <001 <001
ue
T16 . Parents (mother)
p 014 012 016 007 010 017 001 003 008 006 007 003 1 006 0.09 012 006 -005
Pva- <001 <001 <001 <001 <001 <001 070 014 <001 0001 <001 0.06 — 0002 <001 <001 0002 0004
ue
T15. Parents (dad)
p 019 0.08 020 -001 003 013 010 0.07 002 007 001 015 006 1 000 0.06 001 -007
Pval- <001l <001 <001 048 015 <001 <001 <001 0.29 <001 0.74 <001 0002 — 079 <001 057 <001
ue
T18. Grandparents
p 014 011 007 006 0.04 -002 007 0.02 000 007 001 000 009 0.00 1 003 -006 -003
Pva- <001 <001 <001 <001 0.05 0.36 <001 033 0.85 <001 047 0.83 <001 079 — 015 <001 0.06
ue
6
T5. Finances
p 002 013 002 -006 -015 014 -005 006 006 010 019 007 012 006 003 1 010 0.02
Pva- 033 <001 026 0001 <001 <001 0004 0001 <001 <001 <001 <001l <001 <001 0.15 — <001 0.36
ue
T19. Long-term careinsurance
p 001 009 004 001 000 014 -001 -002 028 018 011 007 006 001 -006 010 1 0.01
Pval- 070 <001 004 078 081 <001 0.69 0.33 <00l <001 <001 <001 0002 057 <001 <001 — 0.66
ue
7
T13. Cell phone and devices
p -003 0.01 -008 000 0.00 002 005 -001 -004 -006 0.00 -012 -005 -007 -003 002 0.01 1
Pva- 015 074 <001 095 090 036 0003 0.73 0.02 <001 097 <001 0004 <001 0.06 036 066 —
ue

&Correlations with P<.001 are italicized according to the strength and magnitude of the correlations.

PNot applicable.

There was a positive negligible correlation between the two
most frequently discussed topics, seeking advice and support
and expressing feelings (p=0.09, P<.001). Other topics aso
showed positive, negligible or weak correlationswith these two
topics but in distinct patterns. Topics related to health and
medical concerns, such as duration of medical care (p=0.18,
P<.001), aging and declining health of parents (p=0.10,
P<.001), sleep and incontinence (p=0.11, P<.001), and medical
appointments (p=0.09, P<.001), were positively, weakly or
negligibly correlated with expressing feelings. In addition, 3 of

https://www.jmir.org/2025/1/e54847

these topics—aging and declining health of parents, sleep and
incontinence, and medical appointments—were also positively,
weakly correlated with seeking advice and support, with
Spearman p values of 0.13, 0.12, and 0.11, respectively (all
P<.001).

Topics related to care facilities and services, including nursing
home (p=0.12, P<.001) and assisted-living facility (p=0.09,
P<.001), as well as financial topics such as finances (p=0.13,
P<.001) and long-term care insurance (p=0.09, P<.001), were

JMed Internet Res 2025 | vol. 27 | €54847 | p. 9
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

positively, weakly or negligibly correlated with seeking advice
and support.

To interpret the challenges caregivers faced, we analyzed
representative posts that scored high in the above topic
combinations by deeply reading. When discussing the duration
of medical care of the care recipient, such asthe carerecipient’s
health or behavioral issues, posters usually expressed negative
feelings, such as helplessness and frustration, as a means of
venting or seeking comfort. For example, one caregiver shared
his fear and uncertainty following his grandmother’s abnormal
behavioral problems due to dementia:

So my grandma (90) was quite healthy in body and
mind until this April... she started showing signs of
dementia: More severe forgetfulness, language
problems, episodes where she didn’t seem like sheis
“now” ...I have no experience or expertise with
dementia and frankly | am very scared right now...It
just seemed so sudden and such a radical change.

In contrast, posts discussing more practical issuesin caregiving,
including health and socia services, insurance, and financial
topics, tended to seek advice or help. For example, a caregiver
expressed the need to secure an affordable nursing home:

The hospital called my grandmother and said her

husband was being discharged and to pick him up.

He has dementia and diabetes... how can we find a

home he can afford when his income is below the

“needed rate” ? We've called many various services

and no one seemsto be ableto help or give guidance.
Caregiversdiscussing health and medical issues, including aging
and declining health of parents, sleep and incontinence, and
medical appointments, tended to express both feelings and a
need for advice. For example, posts about g eep and incontinence

https://www.jmir.org/2025/1/e54847
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usualy directly sought advice to solve the problem while also
revealing the emotional toll on caregivers:

| help (pretty much am the main) care for my
MIL...The problemis bedtime. She doesn’t like to be
alone. Shewandersaround every 15 minutesand will
not go to bed...It's cold and I'mtired and miserable
and | fed so guilty for hiding like this..Any
suggestionswhat | can doto get spaceso | can sleep?
I’m starting to lose my sanity.

Topic Distribution Comparison (RQ2)

Comparing the topics discussed in subreddits for informal
caregivers of genera older adults and those caring for people
with Alzheimer disease and related dementia, we found that
while all topics were present in posts from both older
adult—related and Alzheimer disease—related subreddits, certain
topics were more prevalent in one community than the other
(Figure 2). Posts from older adult—related subreddits tended to
be seeking advice and support. Compared with Alzheimer
disease—related subreddits, they showed greater interest in
talking about aging and declining health of parents, and care
facility—related topics, such as assisted-living facilities and
nursing homes. In addition, they also focused more on financial,
legal, insurance, and technical issues (ig, finances, long-term
care insurance, and cell phones and devices).

However, posts from Alzheimer disease—related subreddits
tended to be expressing feelings. They showed greater interest
in other health- and medical-related topics, such as duration of
medical care, deep and incontinence, and medical appointments.
They also tended to talk more about dementia, Alzheimer, and
memory care facilities—the topicsin relation to Alzheimer and
related dementia
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Figure 2. Comparison of mean topic weights between older adult— and Alzheimer disease—related subreddits. Horizontal bars represent 95% Cls for
the mean topic weight. Weights for each topic are normalized such that the mean topic weight for Alzheimer disease—related subredditsis 1 and sorted
according to the normalized mean topic weight for older adult—related subreddits.
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Emationsin Relation to Topics (RQ3)

We analyzed the rel ationships between 18 topics and emotions
obtained from sentiment analysis to understand how caregivers
expressed emotions in response to various topics. The results
(Table 4) indicated that most topics were positively but weakly
correlated with negative emotions and sentiments. The only
topic that had a positive, weak correlation with positive
sentiment was cell phones and devices (p=0.20, P<.001).

The topic duration of medical care was positively, weakly
correlated with a set of negative emotions, including anger
(p=0.25, P<.001), fear (p=0.25, P<.001), and sadness (p=0.11,

https://www.jmir.org/2025/1/e54847

RenderX

=]

T T
1.5 2.0 2.5 3.0 3.5

Mean topic weights

P<.001). Similarly, medical appointments were positively,
negligibly correlated with these emotions, including anger
(p=0.10, P<.001), fear (p=0.09, P<.001), and sadness (p=0.06,
P<.001). The topics sleep and incontinence (p=0.14, P<.001)
and finances (p=0.24, P<.001) were both positively, weakly
correlated with anger.

Whilethetopic of Alzheimer was negatively, weakly correlated
with anger (p=-0.10, P<.001), it was positively, weakly
correlated with fear (p=0.10, P<.001). The topic of dementia
was positively, weakly correlated with fear (p=0.12, P<.001)
and sadness (p=0.09, P<.001).
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Table 4. Spearman rank correlationa between topic weights and emotion intensity scores.

Theme and topic Sentiment Joy Anger Fear Sadness
1
Express feelings p -0.20 -0.12 0.17 0.23 0.29
P vaue <.001 <.001 <.001 <.001 <.001
2
Seeking advice and support p -0.11 -0.10 0.10 0.08 0.07
P vaue <.001 <.001 <.001 <.001 <.001
3
Duration of medical care p -0.18 -0.11 0.25 0.25 0.22
P vaue <.001 <.001 <.001 <.001 <.001
Dementia p -0.04 -0.08 0.00 0.12 0.09
P vaue 0.03 <.001 0.83 <.001 <.001
Alzheimer p 0.01 0.00 -0.10 0.10 0.06
P vaue 0.74 0.83 <.001 <.001 0.002
Aging and declining health of parents p -0.03 0.01 0.02 0.06 0.10
P vaue 0.08 0.51 0.37 0.002 <.001
Sleep and incontinence p -0.12 -0.03 0.14 0.06 0.01
P vaue <.001 011 <.001 0.001 0.66
Medical appointments p -0.08 -0.11 0.10 0.09 0.06
P vaue <.001 <.001 <.001 <.001 <.001
4
Memory care facility p -0.01 0.00 0.01 0.06 0.07
P value 0.78 0.91 0.75 0.002 <.001
Nursing home p -0.03 0.00 0.05 0.09 0.09
P value 0.08 0.94 0.01 <.001 <.001
Assisted-living facility p -0.04 -0.03 0.05 0.04 0.03
P value 0.03 011 0.003 0.04 0.14
5
Parents (mom) p -0.10 -0.04 0.12 0.13 0.15
P vaue <.001 0.05 <.001 <.001 <.001
Parents (mother) P -0.13 -0.10 0.13 0.16 0.18
P vaue <.001 <.001 <.001 <.001 <.001
Parents (dad) P -0.17 -0.15 0.17 0.15 0.16
P vaue <.001 <.001 <.001 <.001 <.001
Grandparents p -0.04 0.02 0.00 0.02 0.06
P vaue 0.01 0.26 0.87 0.22 0.002
6
Finances p -0.09 -0.13 0.24 -0.03 0.00
P vaue <.001 <.001 <.001 0.08 0.80
Long-term care insurance p 0.02 0.00 -0.02 0.02 0.01
P value 0.30 0.83 0.38 0.18 0.57
7
Cell phone and devices p 0.20 0.16 -0.18 -0.33 -0.33
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Theme and topic Sentiment Joy Anger Fear Sadness
P value <.001 <.001 <.001 <.001 <.001

8Correlations with P<.001 significance areitalicized.

Emotions Comparisons (RQ4)

Approximately >70% (older adults: 1117/1552, 71.97%;
Alzheimer disease: 1095/1476, 74.19%) of posts from both the
Alzheimer disease—and older adult—related subreddits expressed
an overall negative sentiment, with an additional 10% (older
adults: 146/1552, 9.41%; Alzheimer disease: 152/1476, 10.30%)

expressing a very negative sentiment (Table 5). In contrast,
approximately 10% (older adults: 184/1552, 11.86%; Alzheimer
disease: 138/1476, 9.35%) of posts expressed positive
sentiments, and very few expressed very positive sentiments.
Thedistribution of overall sentiment scoreswas similar between
the 2 subreddit types.

Table 5. Distribution of sentiments across Alzheimer disease—related and older adult—related subreddits.

Number of posts, n (%)

Alzheimer disease—related subreddits (n=1476)

Older adult—related subreddits (n=1552)

Very positive 2(0.19)
Positive 138 (9.35)
Neutral 89 (6.03)
Negative 1095 (74.19)
Very negative 152 (10.30)

2(0.13)

184 (11.86)
103 (6.64)
1117 (71.97)
146 (9.41)

Regarding the expression of specific emotions, joy was much
less present in both types of subreddits compared with negative
emotions (Table 6). In addition, there was dlightly more fear

and sadness expressed in the Alzheimer disease—related
subreddits than in the older adult—related ones.

Table 6. Comparison of emoation values across Alzheimer disease— and older adult—related subreddits?®,

Emotion scores, mean (SD)

Alzheimer disease—related subreddits Older adult—related subreddits
Fear? 0.51 (0.09) 0.48 (0.10)
Sadness 0.49 (0.08) 0.47 (0.08)
Anger 0.46 (0.07) 0.46 (0.08)
Joy 0.26 (0.08) 0.26 (0.08)

#The value of each emotion scoreis a continuous variable ranging from O (ie, amessage not expressing the emotion at al) to 1 (ie, a message expresses

an extremely high intensity of the emotion).
PThe differences were significant at P<.001.

Discussion

Principal Findings

To provide insights into the chalenges and emotional
experiences of informal caregivers of older adults, this study
combined computer-assisted text analysis (ie, topic modeling
and sentiment analysis) with qualitative analysis (ie, deep
reading) to analyze the topics, challenges, and emations
expressed by informal caregivers of genera older adults and
people with Alzheimer disease and related dementia on Reddit.
We identified 18 topics from informal caregivers' posts, with
posts predominantly focusing on expressing personal feelings
and seeking advice and support. These posts revealed various
challenges faced by informal caregivers, including managing
care recipients’ health and medical issues and other practical
issues. When discussing these caregiving-related challenges,
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informal caregivers either expressed their negative feelings or
sought help from other forum members.

Our analysis also revealed differences in topics and emotions
expressed by users in subreddits for informal caregivers of
generd older adults and those for peoplewith Alzheimer disease
and related dementia. While caregivers of general older adults
focused more on practical topics, such as care facilities,
caregivers of people with Alzheimer disease and related
dementia discussed more about their loved one's health and
medical problems, such as dementia disease. In addition, the
posts of caregiversof peoplewith Alzheimer disease and rel ated
dementia expressed higher levels of negative emotions, such as
fear and anger, although posts from both subreddits revealed
an overall negative sentiment. Notably, we found that informal
caregivers had distinct emotional expressions when discussing
different topics. Posts about the duration of medical care were
positively weakly correlated with a complex set of negative
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emotions, including anger, fear, and sadness. When taking
about sleep, incontinence, and financial issues, informal
caregivers tended to express anger, while Alzheimer
disease—related topics were positively but weakly correlated
with fear. The findingsindicate anuanced rel ationship between
caregivers challenges and their emotional expressions.

Comparison With Previous Works

Existing studies have provided evidence that caregivers often
turned to web-based communities, such as Facebook [29] and
blogs [28], to share caregiving-related experiences and seek
desired information. Similarly, our study found that expressing
feelings and seeking advice were predominant topics on
subreddits for informal caregivers. According to socia support
research, both expressing feelings and seeking advice are
effective strategies for dliciting social support from others.
Expressing feelings, particularly negative ones, may signal a
need for emotional support [59,60]. Therefore, the findings
suggest that Reddit serves as a platform where caregivers seek
socia support to cope with caregiving challenges [61].

By combining topic modeling and deep reading, this study also
identified specific challenges reveal ed in web-based discussions
among informal caregivers, including managing the health and
medical issues of their loved ones, dealing with family
relationships, and handling practical caregiving tasks, such as
finding appropriate care facilities. These findings align with
previous research on informal caregivers web-based
self-disclosure [17,29,62]. For example, analysis of Facebook
posts by Bachmann [29] found that caregivers of patients with
Alzheimer disease face diverse challenges concerning extended
activities of daily living, such asdealing with sleeping disorders,
selecting health facilities, and managing medical appointments
and tests. Theresults of this study a so complement self-reported
data from informal caregivers of older adults [63,64]. For
instance, aqualitative study in 4 European countries found that
informal caregivers reported facing multiple challenges and
needs related to the management of care for older adults [63].
Consistent with these studies, our findings demonstrate the
multiple challenges faced by informal caregivers and highlight
the need for further research to address their specific needsin
caregiving.

Our study adds to prior research on caregivers' challenges by
examining the relationship between specific challenge-related
topicsand theways caregivers seek support on the web. Previous
research has primarily focused on either informal caregivers
sharing of challengeson theweb [29-31] or how they seek social
support [60] as separate phenomena. In contrast, this study
revealsinformal caregivers support-seeking patternsin relation
to various challenges by examining topic co-occurrence. When
encountering uncontrollable challenges, such as the care
recipients’ behavioral issues and the progression of Alzheimer
disease and related dementia, caregivers were more likely to
express feelings in their posts. In comparison, when facing
practical-oriented topicsthat require solutions—such asfinding
appropriate assi sted-living facilities and managing financial and
insuranceissues—caregiverswere morelikely to ask for advice
on subreddits directly. Moreover, when facing complex health
and medical issues, caregivers often combined seeking advice
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and sharing personal feelings. These findings suggest that
informal caregivers may adopt different support-seeking
strategies depending on the nature of their challenges. However,
the relationships between challenge-related topics and
support-seeking strategieswere either negligible or weak. Future
research could further investigate the stress-coping process in
caregiving to understand how caregivers cope with their various
challenges.

This study also provides evidence for the unique challenges
faced by informal caregivers in 2 caregiving contexts. Prior
studies have mainly focused on web-based discussions of one
caregiver population, either informal caregiversof general older
adults[30] or thosetaking care of peoplewith Alzheimer disease
and related dementia[17,28,29,31], without directly comparing
the 2 groups. This study compared the topics these 2 caregiver
populations discussed, revealing differences in their concerns
and support-seeking behaviors. Informal caregivers of general
older adults were more likely to discuss practical topics,
including care facilities and financial, legal, insurance, and
technical issues. In contrast, caregivers of peoplewith Alzheimer
disease and related dementia tended to focus on health and
medical-focused issues, such asdeep and incontinence problems
and Alzheimer disease, and expressed their feelings more
frequently in their posts. Thefindings are consistent with studies
emphasizing the complexities faced by caregivers of people
with Alzheimer disease and related dementia in health and
medi cation management tasks. For example, asurvey by Riffin
et a [65] found that caregivers of peoplewith Alzheimer disease
and related dementia encountered greater challenges in
managing health-related tasks than caregivers of older adults
without Alzheimer disease and related dementia. Hence, future
research can examine the distinct challenges faced by informal
caregiversin different contexts.

Furthermore, the differencesin discrete emotions expressed by
informal caregivers of general older adults and caregivers of
peoplewith Alzheimer disease and rel ated dementiaal so mirror
the premise of the Caregiver Stress Theory [10] that caregiving
contexts shape individuals' experiences. Previous studies have
found that caregiving burden, especially emotional burden, can
vary across different types of caregivers, especialy among
dementia and nondementia caregivers [11,13]. Compared with
caregivers of older adults, caregivers of people with Alzheimer
disease and related dementia face the irreversible progression
of functional decline in their loved ones [66] and experience
worries and anxiety [13,66]. Our study adds to this
understanding by providing evidence that caregivers of people
with Alzheimer disease and rel ated dementiatended to disclose
higher levels of fear and sadness on Reddit. A similar pattern
was also identified through the positive weak correlation
between Alzheimer disecase—related topics and caregivers
expressions of fear and sadness. These findings underscore the
importance of further investigating the unique emotional
experiences of informal caregiversin the context of Alzheimer
disease and related dementia care.

The negligible or weak correl ations between topics and emotions
provide a nuanced understanding of informal caregivers
web-based social sharing of emotions [36]. Our study found
that discussions on the duration of medical care and medical
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appointments had acomplex set of negative emotions, including
anger, fear, and sadness. This finding corroborates earlier
research showing that dealing with long-term medical care of
their loved onesis an emotionally distressing processthat often
elicits negative emotions [1]. In addition, our study found that
informal caregivers tended to express anger when discussing
financial issues. While previous studies have mainly focused
on the financial burden faced by informal caregivers of older
adults, they have often overlooked specific barriers and
caregivers emotional responsesto them [67,68]. Through deep
reading, we found that many caregivers felt angry about the
barriers they encountered when trying to manage their care
recipient’s assets and applying for the power of attorney. This
implies caregivers dissatisfaction and frustration with financial
and legal systemsin supporting their caregiving responsibilities.

Notably, this study found a negative weak correlation between
the topic of Alzheimer disease and expressions of anger.
Previous survey-based research hasfound that feelings of anger
were prevalent in caregivers of people with Alzheimer disease
and related dementia [69], and the presence of disruptive
behaviorsin peoplewith Alzheimer disease and related dementia
was positively correlated with their anger expression [35].
Different from existing studies, our findings suggest that when
caregivers were discussing Alzheimer disease, they were less
likely to express anger or resentment. One possible explanation
for this discrepancy isthat informal caregivers of patients with
Alzheimer disease may devel op a heightened sense of empathy
and understanding toward the care recipient over time[70]. The
increase in empathy may lead to reduced anger emotions and
corresponding emotional expression in their online discussions
[70]. Another possible explanation is the difference in how
emotional expressions were measured in this study compared
to prior research. To address these discrepancies, further studies
adopting other research methods are warranted to investigate
caregivers emotional responses and expressions toward
Alzheimer disease—related topics.

Implications

This study contributed in 2 aspects to the literature on the use
of OSCs in informal caregiving. First, by illustrating specific
challenges and emotional expressions of caregivers of general
older adults and caregivers of people with Alzheimer disease
and related dementia, this study suggests the importance of
examining caregiver stress and coping by considering the role
of caregiving contexts, especially the heath status of care
recipients. Second, this study was the first to empirically
examine the correlation between topics and emotional
expressions among informal caregivers of older adults. By
providing evidence of how informal caregivers express their
feelings in response to various caregiving-related challenges,
the findings offer a foundation for future research to develop a
more nuanced understanding of the patterns of web-based
emotional sharing, particularly in relation to the nature of
challenges.

Practically, the findings of this study could inform health
practitioners and policy makers on how to support the 2
caregiver populations. We found evidence that informal
caregivers sought advice and expressed feelings on avariety of
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caregiving-related mattersin OSCs, such asthe care recipients
health and medical issues; dealing with family relationships,
and practical topics, such asfinance, insurance, and technol ogy.
The findings bring to light the needs of caregivers for both
informational and emotional support in various aspects, which
can inform support interventions and servicesto meet the needs
of the population. For example, addressing financial issues
through clear guidance on managing assets and applying for
power of attorney could benefit caregivers.

Caregivers of people with Alzheimer disease and related
dementia discussed more about the medical and behavioral
issues of their care recipients, such as duration of medical care,
sleep, and incontinence. This underscores the need for targeted
support interventions, such as education and training sessions
on Alzheimer disease and related dementia-specific caregiving
skills. In addition, the frequent expression of negative emotions,
especially among caregivers of people with Alzheimer disease
and related dementia, suggests the importance of emotional
health interventions. OSCs such as Reddit can serve as a
valuable forum for caregivers to share experiences and gain
emotional support from their peers. To foster this, OSC
moderators should encourage open sharing and facilitate
supportive interactions among caregivers.

Limitations and Future Works

Thiswork has several limitations. First, wefocused on thetopic
distribution and emotional expression acrossinformal caregivers
of general older adults and people with Alzheimer disease and
related dementia, while not examining other caregiver
populations. A potential direction for subsequent studiesis to
compare the challenges faced by informal caregivers of older
adults with different diseases, such as stroke and diabetes, in a
more nuanced manner. This can provide stronger evidence for
how specific caregiving contexts, such as the health status of
the care recipients, shape caregivers experiences. Second, this
study only investigated the characteristics of informal
caregivers communication patterns on Reddit, a platform
dominated by users from the United States. According to
previous studies, informal caregivers of older adults also use
other OSC platforms, such as Facebook groups and
CaringBridge. Future studies could compare topics and emotions
expressed by informal caregivers across platforms to enhance
our understanding of the role of different OSCs in supporting
informal caregivers.

Third, web-based community users may differ from the broader
population of informal caregivers in terms of socioeconomic
status and media literacy. Therefore, the findings of this study
cannot be generalized to all informal caregivers. Thislimitation
stems from the study’s specific focus on understanding how
caregivers use OSCs to share challenges and emotions. Future
research could address this by including nonusers of OSCs and
comparing their experienceswith those of OSC users, providing
a more comprehensive understanding of informal caregivers
experiences across diverse contexts. Fourth, the research
methods of this study only allowed us to have a general
understanding of informal caregivers challenges and feelings.
Although we adopted qualitative approaches to analyze themes
and meanings of representative poststo complement the results

JMed Internet Res 2025 | vol. 27 | €54847 | p. 15
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

of computer-assisted text analysis, we dtill cannot infer
caregivers perceived stress and their actual emotional
well-being  status. Future research could combine
computer-assisted text analysis with other methods, such as
interviews or surveys, to have a more comprehensive
understanding of caregivers experiences and needs.

Conclusions

In this study, we examined web-based discussions among
informal caregivers of general older adults and people with
Alzheimer disease and related dementia on Reddit, including
their challenges and emotional expressions and their

Huang et a

relationships. Informal caregivers discussed a wide range of
caregiving-related challenges on Reddit but they varied across
caregiving contexts. Caregivers web-based messages aso
indicate ahighlevel of negative emotions, including fear, anger,
and sadness. In addition, caregivers expressed distinct emotions
in response to various challenges, depending on the nature of
these challenges. Taken together, this study elucidated informal
caregivers actual problems and needs in different caregiving
contexts, thereby providing suggestionsfor health practitioners
and policy makers to develop more targeted support
interventions.
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