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Abstract

Background: Socia media data provide a valuable opportunity to explore the effects that Alzheimer disease (AD) has on care
partners, including the aspects of providing care that have the greatest impacts on their lives and well-being and their priorities
for their loved ones’ treatment.

Objective: The objective of thissocial mediareview wasto gaininsight into theimpact of caring for someonewith AD, focusing
particularly onimpacts on psychol ogical and emotional well-being, socia functioning, daily life and ability to work, health-related
quality of life, social functioning, and relationships.

Methods: We reviewed social media posts from 4 sources—YouTube (Google), Alzheimer's Association, Alzheimer Society
of Canada, and Dementia UK—to gain insightsinto theimpact of AD on care partners. English-language posts uploaded between
May 2011 and May 2021 that discussed the impact of AD on care partners were included and analyzed thematically.

Results: Of the 279 postsidentified, 55 posts, shared by 70 contributors (4 people living with AD and 66 care partners or family
members), met the review criteria. The top 3 reported or observed impacts of AD discussed by contributors were psychological
and emotional well-being (53/70, 76%), socia life and relationships (37/70, 53%), and care partner overall health-related quality
of life (27/70, 39%). An important theme that emerged was the emotional distress and sadness (24/70, 34%) associated with the
care partners’ experience of “living bereavement” or “anticipatory grief.” Contributors also reported impacts on care partners
daily life (9/70, 13%) and work and employment (8/70, 11%). Care partners emotional distress was also exacerbated by loved
ones’ AD-related symptoms (eg, atered behavior and memory loss). Caregiving had long-term consequences for care partners,
including diminished personal well-being, family and personal sacrifices, loss of employment, and unanticipated financial burdens.

Conclusions: Insights from social media emphasized the psychological, emotional, professional, and financial impacts on
individuals providing informal care for a person with AD and the need for improved care partner support. A comprehensive
understanding of care partners experiences is needed to capture the true impact of AD.

(J Med Internet Res 2025;27:€55468) doi: 10.2196/55468
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Introduction

Alzheimer disease (AD) isthe most common form of dementia
[1]. Worldwide, an estimated 55 million people were living
with AD in 2019, and by 2050 a projected 139 million people
will beliving with AD [2]. Common symptoms of AD include
memory impairment, disorientation, |oss of function, and mood
or behavior changes [3]. In the final and most severe stage of
dementia, cognitive and functional abilities are significantly
impaired, resulting in an increasing need for care and support
[4]. Most individuals caring for a person living with AD are
informal care partners (ie, arelative or a friend), and globally
more than 70% of informal care hours are provided by women

[5].

Caring for someone with AD can impact on care partners
health-related quality of life (HRQOL) and emotional well-being
[6-10]. Care partners experience an increased burden and more
distress as AD severity increases [11-14] and may experience
a greater burden than care partners for individuals with other
chronic diseases [15]. Thereis also evidence that care partners
experience greater activity impairment, absenteeism (ie, absence
from work), impairment related to presenteeism (ie, reduced
productivity while at work), and overall work impairment than
individuals who are not care partners [16]. Effective
disease-modifying treatments for AD are beginning to emerge,
representing the potential to address the unmet needs for those
living with AD and their care partners. To inform treatment
goas in AD and fully characterize the potential value of
emerging treatments, it isimportant to understand the practical,
emotional, and financial impacts of the disease, particularly on
loved ones providing informal care.

Previous research has evaluated the indirect cost implications
of providing informal careto peopleliving with AD or evaluated
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the caregiving burden using clinical outcome assessments
[5,6,16,17]. However, these evaluations do not represent the
lived experiences of care partners, the aspects of providing care
that have the greatest impacts on their lives and well-being, or
their prioritiesfor their loved ones' treatment. Social mediadata
provide a valuable opportunity to explore the impacts that AD
has on care partners outside the formal research context. The
objective of this study was to gain insight into the impact of
caring for someonewith AD, with aparticular focus onimpacts
to daily activities, psychological and emotiona well-being,
HRQOL, work and finances, social functioning, and
relationships.

Methods

We conducted an iterative pragmatic review of publicly
available socia posts shared on global platforms (eg, YouTube
[Google]), aswell as advocacy websites and independent blogs
and forums of interest, with relevant data on the care partner
experience of AD.

Data | dentification and Collection

The following parameters were used to guide the manual
identification and collection of social media data:

1. Daterange: A historical search of social media posts sourced
from May 2011 to May 2021.

2. Language: English language only.
3. Media types: YouTube, news blogs, patient organizations,
forums, and comments.

4. Different combinations of keywords were used to optimize
the approach for identifying social media posts relevant to the
project objectives. Key search terms and potential search
strategies are presented in Table 1.

Table 1. Social mediareview key search terms and potential search strategies.

Concept Key search terms

Example potential search strategy 2

Care partner experi-

ence “wife”, “story”, “journey”, “narrative’, “experience’, “diary”,
“blog”, “forum”
ADP “Alzheimer*”, “dementia’, “senil€”, “mild cognitive impair-

ment”, “early onset dementia’, “ cognitive dysfunction”, “neu-
rocognitive disorder”, “ cognitiveimpairment”, “memory clinic’

Impact of AD on
care partner
worries’, “expense’, “expensive’, “cost”

“caregiver”, “ care-partner”, “carer”, “family*”, “husband”,

“impact”, “burden”, “effect”, “quality of life”, “family life”,
“family activities’, “relationships’, “health”, “money”, “money

(caregiver OR care-partner OR carer OR family OR husband
ORwife) AND (story OR journey OR narrative OR experience
OR diary OR blog OR forum)

(Alzheimer* OR dementia OR senile OR mild cognitive im-
pairment OR early onset dementia OR cognitive dysfunction
OR neurocognitive disorder OR cognitive impairment)

(impact OR burden OR effect OR quality of life OR family
life OR family activities OR relationships)

3300l ean operators were used where supported by search function.
BAD: Alzheimer disease.

In addition to YouTube, a total of 6 advocacy websites were
identified as containing potentially relevant data; the terms and
conditions of each website were reviewed. Only publicly
accessiblevideos and commentswere reviewed from YouTube;
that is, no videosthat required logging into YouTube or required
the researcher to subscribe were collated. Each of the advocacy
websites was contacted to ask for permission to include the data
posted on their website in the review. In total, 3 advocacy
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websites granted permission, and 3 either refused permission
or were unresponsive to the request. Only advocacy websites
that granted permission to be included in the
review—Alzheimer's Association, Alzheimer Society of
Canada, and Dementia UK—were accessed.

The target population for review included people with a
self-reported diagnosis of AD and care partners or family
members of peoplewith aself-reported diagnosisof AD. Video
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footage and discussion blogs were manually reviewed by
experienced qualitative researchers to determine eligibility for

Textbox 1. Social media post inclusion criteria.

Frederiksen et d

inclusion in the review. The prespecified eligibility criteriafor
the social media posts are presented in Textbox 1.

«  Thecontributor has a self-reported diagnosis of mild cognitive impairment or dementia due to Alzheimer disease (AD) or is a self-reported carer
or care partner or afamily member of someone with mild cognitive impairment or dementia due to AD.

. At thetime of the post, the contributor was an adult (aged 18 years or older). Where age was not reported, the contributor’s adult status was

researcher-determined based on post content and video images.

«  Thepostisrelevant to the contributor’s experience of caring for someone with AD, including theimpact of their AD treatments or management.

« Postsarein the English language.
«  Post was uploaded between May 2011 and May 2021.

Data Extraction

The social media posts (ie, videos and comments posted on
YouTube and patient stories posted on the 3 selected advocacy
websites) were reviewed manually by experienced qualitative
researchers, and relevant social media data were extracted and
recorded within a Microsoft Excel spreadsheet for analysis.
Each post, blog, video, or comment included in the review was
given a unique source identification number, and each
contributor was assigned a unique contributor identifier. An
initial deductive approach used a top-level coding framework
to organize the extracted social mediadata by key themes, such
as symptoms, disease history, HRQOL impacts, and treatment
experience. Throughout the data extraction process, theresearch
team met regularly to review and reflect on the data extracted.
These points of researcher reflection included cross-checking
contributor characteristics to ensure that any contributors who
had posted across multiple platforms had not been double
counted and only new information had been extracted in the
second record, as well as atopline quality review of the data
extracted. These sessions also alowed for the researchers to
harmonize on the data extraction process.

Data Analysis

Once al the socid media data had been extracted and
categorized using the top-level framework, the data were
reviewed qualitatively by 2 researchers (RC and RM). A
reflexive thematic analysis[18] of the aggregated social media
data extracted from the posts was conducted, in which atheme
was described as content that captured data relevant to the
research objectives. Specifically, a deductive approach was
initially used to code the social media data to address the study
objectives, and descriptive codes were used to capture the
concepts of interest. The coded data were then inductively
analyzed within and across each category, with new codes added
as concepts emerged from the data. This* bottom-up” approach
is synergetic with the unsolicited and unregulated nature of
social media data, as the approach allows the data to direct the
analysis and the identification of new and important findings
not predetermined by the research scope. Concepts were then
used to generate patternsin the way that care partners described
their experiences and perceptions related to looking after
someone with AD. Patterns that emerged within and acrossthe
datawere used to devel op themes, with care partner experiences
and perceptions summarized within each key theme.

https://www.jmir.org/2025/1/e55468

The analysis approach and findings were reviewed by a third
independent researcher (LD), and the interpretation of the social
media data and the identification of themes and concepts were
discussed to ensure the confirmability of the results. Once the
themesand concepts were agreed, where appropriate, descriptive
summaries were accompanied by frequency counts (and
percentages) of the number of contributors discussing a specific
theme.

Demographic information (eg, gender and age) was extracted,
along with any accompanying disease information, where
available. Notably, because social media data exist outside the
research context, key demographic and diagnostic characteristics
were not always available for contributors.

Ethical Consider ations

This study was submitted to RTI International’s institutional
review board committees for ethical approval and was
determined not to constitute research involving human
participants (STUDY 00022118). No informed consent was
obtained, asthe dataanalyzed in the study are publicly available.
No personally identifiable information was included in the
analyses. M odified quotations (supporting statements) are used
toillustrate the key themes that emerged from the social media
data. Modified quotations are used to ensure that the anonymity
of the contributor is maintained, and their identity is protected.
There were no participantsto be compensated, asthis study did
not constitute research involving human participants.

Results

Post and Contributor Characteristics

Of the 279 socia media posts identified, 55 met the review
criteria (21 blog posts, 21 videos, and 13 comments) (Figure
1); the remaining posts were excluded from the review because
they did not meet the criteriafor inclusion (eg, no relevant data
included within the post, outside the prespecified date range).
The 55 posts were shared by 70 contributors (4 people living
with AD and 66 care partners or family members) who discussed
self-reported or observed impacts of AD on care partners and
family members. Table 2 provides the gender and age of
contributors by contributor type (ie, care partner or family
member and person living with AD) and for the total sample.
Contributor age at the time of the social media post was not
widely available; 90% (63/70) of contributors did not report
their age in the social media post.
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Figure 1. Social mediapost identification flow chart. AD: Alzheimer disease.
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Total posts identified
n=279

Posts excluded n=145
Mot within date range

Post title or blurb reviewed
n=279 Duplicate post
No relevant data

Posts excluded n=79

Not patient/caregiver reported

Full review Mot AD
n=134 Duplicate post
No relevant data

Mot within date range

Total posts included in social media review
n=55

Table 2. Summary of social media contributor sample characteristics (the target population for review included care partners or family members of
people with a self-reported diagnosis of Alzheimer disease; however, some contributors were individual s with Alzheimer disease who commented on

care partners’ experiences. These posts were included in the review. Percentages are based on nonmissing data).

Characteristics Contributor type Total contributor sample (N=70)
Person with AD? (n=4b) Care partner or family
member (n=66b)
Self-reported gender, n (%)
Women 2(50) 40 (68) 42 (67)
Men 2 (50) 19 (32) 21 (33)
Missing o 7¢ 7¢
Age at social media post, n (%)
<65 years 1(100) 4(67) 5(71)
>65 years 0(0) 2(33) 2(29)
Missing 3 60° 63°
Age range (reported sample) 57 21-73 21-73

3AD: Alzheimer disease.

bThe contributor who self-identified as both a person living with Alzheimer disease and a care partner isincluded in the care partner or family member

contributor cohort.

Percentages are based on nonmissing data.
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Impact of AD on Care Partners

A range of impacts of AD on care partners and family members
was discussed in the social media posts shared by the 70
contributors. The 3 most frequently reported or observed impacts
of AD on care partners and family members were noted in
relation to care partners' psychological and emotional well-being

Frederiksen et al

(53/70, 76%), their social life and relationships (37/70, 53%),
and their overall HRQOL (27/70, 39%). Contributors also
reported impacts on care partners' daily life (9/70, 13%), work
and employment (8/70, 11%), and physical health (5/70, 7%).
Thekey impacts of caring for someonewith AD on care partners
and family members that emerged from the social media data
are summarized in Figure 2.

Figure2. Key impacts of Alzheimer disease on care partners and family members reported by a person living with Alzheimer disease, care partner, or
family member (n=70). AD: Alzheimer disease; ADL: activity of daily living; QOL: quality of life.

Psychological and emotional impact

n=53 (76%)

Social life and relationships
n=37 (53%)

Key issues

« Sadness, distress, grief, and
dread

= Guilt and regret

« Shock
« Worry, concern, and anxiety « Stress
« Fear « Embarrassment
« Frustration « Loneliness
- Relief « Duty
« Anger - Patience

“This got [care partner] down at times, you know, having to
deal with it one way or another. the way [the person with
AD] and the condition treat [care partner]”

“That [AD progression] is the scariest thing in the world for
[care partner], because you're essentially losing your
mother. But [care partner] still have to walk beside [the
person with AD]”

Overall QOL

n=27 (39%)

Key issues

= Patient needs and care are the main pricrity in care
partner life; responsibility of caregiving; unpredictability
of AD symptoms

« Deviation from anticipated life plans; adaptations to
accommodate patient needs

“[Care partner commented that they were] that [caregiver]
for my Mom & [care partner is] now that for [their] Dad. It's
not how [the care partner] planned [their] life”

“[Care partner] dedicated 10 years of [their] life to learn
everything [they] could about caring for [person with AD]
and about Alzheimer’s.”

- J

Daily life

=9 (13%)

Key issues
- Impacted relationships with partner, family, friends
- Family support
« Family dynamics and behaviors

+ Unable to participate in social activities; missing out
on life events

“[Care partner commented that they and the patient had] a
lot of support and then distance from some [friends and
family). [Care partner commented that their] circle
becomes smaller but for many reasons”

“[Care partner's] Father used to take care of everything for
[the person with AD] and now he can't because of his
Alzheimer's. [Care partner is] an only child, so it's up to
[care partner] to take care of them [mother and father with
AD]. [Care partner has] a family of [their] own as well, a
husband and two sons. It can be really hard some days.”

Work and employment

n=8 (11%)

Key issues
= Impaired or altered work life (eg, reduced hours,
flexible work environment)

« Unable to work (eg, career break, incompatible career
options

“Often, [care partner works] nighttime in the office and
then the day time is spent with [care partner] trying to
do things.”

“[Care partner] left [their] job two years ago when [their]
Father was diagnosed with Alzheimer’s.”

-

.

Physical health
n=5 (7%)

Key issues
« Focus on patient care (eg, help with
patient's ADLs)

+ Challenges to care partners’ daily activities
(eg, minimal time for own needs)

“[Care partner commented that] You've got to take on every |
role to the point of where [they are] feeding [person with
AD], and you know wiping [person with AD]'s bum.”

hittps://www.j mir.org/2025/1/e55468
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Key issues
« Deterioration and diminished care partner health
(illness, hospitalization)

+ Prioritization of care partner's own health and
well-being

“[Care partner] didn’t really pay attention to [their own]
health like [they] should have, and [care partner] got
very, very sick. [Care partner] ended up in the hospital
for 45 days.”
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Emotional and Social | mpacts

Care partner or family member contributors discussed a range
of emotions experienced in relation to caring for someone with
AD. Contributors noted feelings of frustration, concern, and
fear inrelation to the progressive symptoms of AD (eg, memory
loss and delusions) and subsequent changes in behavior (eg,
repetitive questions and aggression). The behavioral symptoms
of people living with AD had a substantial impact on care
partners and family members; 6 out of 70 (9%) care partner or
family member contributors reported that the person living with
AD had become aggressive and displayed violent behavior
toward them. Furthermore, 1 contributor noted the need for
patience when caring for someone with AD, and another
highlighted that the primary care partner experiencewasalonely
existence regardless of support from family and friends.

The most profound impact on the psychological and emotional
well-being of care partners and family members was the
emotional distress and sadness (24/70, 34%) associated with
the phenomenon of “living bereavement” or “anticipatory grief,”
that is, grieving the loss of a person even before their physical
body dies [19]. The deterioration of the memories and
personhood for the person living with AD was atraumatic and
heartbreaking experiencefor care partnersand family members,
who had to witness the gradual loss of their loved one. Severa
contributors noted that, while the person living with AD was
still alive, they were grieving their loss due to the significant
changesin the person’s mental health aswell astheir cognitive
and physical functioning. Thiswas particularly salient for care
partners and family members of people with early-onset AD,
who “lost” their loved one earlier than anticipated; one family
member described feeling that his mother had been “missing”
for most of hislife. Thefinal stagesof AD wereaso distressing
for care partners and family members, who described the person
living with AD as a “shell” that was simply waiting to “shut
down.” Their loved one's death presented care partners and
family members with contrasting emotions—relief that their
duty of care was now complete but sadness because the last
vestiges of the person were gone. One care partner noted that
the grief they experienced once their loved one had died was
different from the “living grief” they had endured while the
person had been aive.

Over 50% of the contributors (37/70, 53%) noted that caring
for someone with AD had an impact on the socid life and
relationships of the care partner or family member. The impact
of AD on the relationship between the care partner and the
person living with AD was discussed by 9 out of 70 (13%) care
partners or family member contributors, specifically the strain
on or deterioration of this relationship. For care partners of
parentswith AD, thisentailed aloss of their parental relationship
and its associated support system, whereas for care partners of
spouses with AD, this meant the loss of intimacy with their
partner. Another key theme was the impact of care
responsibilities on the relationshi ps between the care partner or
family member and their wider family (9/70, 13%). The duty
of carefor the person living with AD took precedencein family
life; contributors noted that they would haveto “sacrifice” their
own family needsto accommodatetheir care partner obligations.
However, care partner or family member contributors stressed

https://www.jmir.org/2025/1/e55468
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the importance of family support (8/70, 11%) for the care
partner, particularly shared family responsibility for care for
the person living with AD, which helped to strengthen familial
bonds. Changes in family dynamics were another component
that emerged from the social mediadatain relation to theimpact
of AD on the sociad life and relationships of care partners and
family members (6/70, 9%). Care partners and family members
experienced a role change within the family unit, and family
members were expected to assume additional responsibilities
to adjust to the new family “norm.” Care partners and family
members discussed the impact that their care responsibilities
had ontheir social life (2/70, 3%). One care partner commented
on changes to their relationships with friends; although some
friends provided support, othersdid not; ultimately, their social
circle decreased in size.

Impact on Daily Life and Ability to Work

Out of 70, 9 (13%) contributors commented on the detrimental
impacts on care partners and family members daily lives
because of the responsibility of caring for a person living with
AD. Direct responsibility for the self-care needs of the person
living with AD (eg, feeding, bathing, and toileting) was noted
by 5 (7%) contributors, whereas 1 (1%) contributor commented
that they provided assistance to the person living with AD to
enable the individual to perform their own daily activities.
Contributors also reflected on the challenges experienced by
care partners and family members to perform their own daily
activities (2/70, 3%), including interference resulting from the
person living with AD’s cognitive symptoms (eg, forgetting
where they had moved objects) or the minimal time available
for care partners and family members to focus on their own
needs.

Contributors commented on the disruption that caring for a
person living with AD had on their ability to work (8/70, 11%).
Half of these contributors (n=4) noted that they had to stop
working or were unable to work because of their care partner
duties. For others (n=4), it necessitated achangeto the structure
of their work life, such asreduced working hours, working from
home, less work-related travel, and flexible working hours to
accommodate the care needs of the person living with AD.
Although some employers were able to accommodate the need
for aflexible work-life approach, this was not always possible.
Care partners noted that there were limited career choices that
would permit the flexibility needed to provide care.

Impact on Well-Being and HRQOL

The stress or burden of caring for a person living with AD was
attributed to a deterioration in the care partners own physical
health (3/70, 4%). The prioritization of the person living with
AD’s well-being resulted in cases of care partner illness,
hospitalizations, and diminished well-being (2/70, 3%).
However, 2 care partners out of 70 (3%) recognized the
importance of prioritizing their own health, aswell asthe health
of the person living with AD, and made positive lifestyle
changes (eg, increased exercise and reduced alcohol
consumption) to maintain and improve their physical health.
This positive approach was considered by 1 care partner out of
70 (1%) to be the most effective plan to provide long-term care
for her husband.

JMed Internet Res 2025 | vol. 27 | €55468 | p. 6
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Carepartners and family member contributors' overall HRQOL
and anticipated future life plans were hindered by their
responsibility asacare partner and the needs of the person living
with AD. Care partner and family member contributors (9/70,
13%) noted that the responsibility of caring for a person living
with AD was multifaceted as it required balancing their care
responsibilitieswith their family rolesand obligations, arranging
additional support or devel oping acontingency planif they were
incapacitated for any reason, and handling the logistical duties
associated with the person living with AD’s end of life (eg,
reviewing wills, insurance policies, and mortgages). Caring for
the needs of the person living with AD became the main priority
in the care partner’s life (6/70, 9%) and, according to some
contributors, required complete dedication “24 hours, 7 days a
week.” Furthermore, 1 care partner contributor noted that she
had dedicated 10 years of her life to self-education on AD and
caring for her partner. However, the progressive nature of AD
and the unpredictability of AD symptoms (6/70, 9%) meant that
care partners had to continuously adapt to the changes in the
behavior and symptoms of the person living with AD. The need
to adapt to the person living with AD’s circumstance was
highlighted by 4 contributors out of 70 (6%), who noted that
they had made significant changesto their lives (eg, relocation
and renovation of existing home) to accommodate the needs of
the person living with AD. Ultimately, providing care for
someone with AD had long-term consequences on the lives of
care partnersand family members; out of 70, 4 (6%) contributors
discussed how their lives had deviated from their anticipated
life path (eg, career change and moving back in with parent).

CarePartners Experiences of AD Treatment and
M anagement

Care partners and family member contributors discussed
treatment hopes or expectations (3/70, 4%). The potential
development of a cure for AD was appealing for contributors,
aswasthe potential for anovel treatment that could slow disease
progression. In addition, 2 care partner contributors commented
on the importance of involving the person living with AD in
treatment decisions. Contributors discussions pertaining to
decision-making in AD management focused predominantly
on the factors that premeditated the decision by care partners
and family members as to whether the person living with AD
required formal full-timemedical careat inpatient carefacilities
(6/70, 9%). Key factors discussed in the difficult decision to
transfer an individual with AD from informal “at-home care”
toformal “inpatient care” included crisisevents or therealization
that the needs of the person living with AD and the disease
progression could be accommodated only with inpatient facility
care (4/70, 6%).

Among the 13 contributors out of 70 (19%) who commented
on the burden on care partners and family members associated
with AD treatments or management, three key themes emerged,
such as (1) limited support for care partners (6/70, 9%), (2)
financial challenges (5/70, 7%), and (3) travel burden (3/70,
4%). Contributors commented on the challenges associated with
navigating different services and hedth care systems (eg,
difficulties accessing treatments or management options and
benefits); 3 contributors (4%) lamented the absence of asingle
point of contact for assistance with access to treatment or

https://www.jmir.org/2025/1/e55468
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management information and support. For these contributors,
the process of navigating the health care system was
time-consuming and created additional stress for themselves
and the wider family. This process was further complicated by
the contributor-perceived limited support for the diverse
population of people living with AD, such as
non—English-speaking individuals, people with early-onset AD,
and people with AD who live in rural areas. Difficulties
experienced with navigating or accessing AD-specific care
services were also a factor contributing to the substantial
financia responsibility assumed by care partners and family
members. Contributors noted that they had not anticipated or
planned for the high costs associated with the care needs of a
person livingwith AD (ie, full-time care, memory carefacilities,
and assisted living). Furthermore, 1 care partner highlighted the
difficult choice between becoming a full-time carer for the
person living with AD and having the ability to meet that
person’s financial needs. Another aspect of the burden of AD
treatment or management on care partnerswasthe considerable
time commitment required to accompany the person living with
AD to their frequent medical appointments.

Discussion

Principal Findings

The social media data collected in this study yielded insights
into theimpact to care partnersand family membersof providing
care for people living with AD and the management of the
disease. While positive elements associated with providing care
for aperson living with AD were discussed in the social media
data, the posts emphasized in particular the concept of “living
bereavement” or “anticipatory grief” for care partners and with
that the need for improved coping strategies and interventions
to enable care partners to better manage this phenomenon.
Anticipatory grief permeatesthe experience of the care partner,
which can involve decades of providing care for the person
living with AD [19]. Accordingly, previous research has
highlighted that it isimportant to consider anticipatory grief in
conceptual models of care partner burden to help clarify how
different stressors influence individual care partner outcomes
and to enhance the understanding of the care partner experience
[20].

Care partners and family members candid posts aso
highlighted the psychological, social, and financial impairments
associated with becoming a care partner. Contributors reflected
on therole of caring for aperson living with AD as afull-time
commitment and responsibility in which the needs of the person
living with AD were often prioritized to the detriment of the
care partner’sown needs, family life, and well-being. Providing
care could also result in potentially daunting financial challenges
and concerns.

Care partners’ treatment hopes and expectations, as expressed
in the sociad media posts, focused predominantly on the
possibility of a curative treatment in the future but also on the
immediate need for treatmentsthat could slow or prevent disease
progression. Care decisions focused principally on the difficult
and often distressing determination by care partners or family
members that the person living with AD was now at a stage

JMed Internet Res 2025 | vol. 27 | €55468 | p. 7
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

where they would benefit from formal full-time medical care
at an inpatient care facility. AD treatments and management
strategies had a substantial burden on care partners and family
members; contributors noted limited support available for care
partners and the financial and travel challenges associated with
the management and treatment needs of a person living with
AD.

Findings from the socia media review are broadly consistent
with the published evidence on the experiences of care partners
in AD. Notably, studies conducted in the United States, Brazil,
China, and Japan have found that care partners of people living
with AD experience depression, anxiety, and high levels of
stress [7-10]. For example, a study evaluating the experiences
of 125 US care partners and 60 demographically similar control
participants (non—care partners) found care partnersmorelikely
than control participants to experience clinically significant
depression (40% vs 5%), and 26% of care partners used
antidepressants [7]. Our results provide additional and unique
insights into the individual contributor experiences underlying
the emotiona impacts of providing informal care for a loved
onewith AD.

Of note, it has been estimated that time spent providing informal
care for people with AD amounted to 82 billion hoursin 2015,
equivalent to more than 40 million full-time workers, and this
number is projected to increase to the equivalent of 65 million
full-time workers by 2030 [5]. Further, a majority of informal
care partners in AD are women [5], who may experience
disproportionate impacts to their professiona lives and
opportunities asthey managetheir careresponsibilities. Insights
from social media contributors complement this evidence by
providing rich data on care partners’ lived experiences and the
impacts they experience beyond time spent caregiving and
indirect impactsto their work productivity.

Care partner contributors also expressed frustrations with
navigating the health care system, in particular with the lack of
asingle point of contact for accessto treatment. This consistent
unmet need for people living with AD and their care partners
is well-recognized in the AD community. Improving the AD
care journey for individuals living with AD and their care
partners was a strategic recommendation in the Alzheimer's
Disease International’s 2022 World Alzheimer’'s Report, but
implementation is still limited in many countries[2].

The emergence of novel therapies offersthe promise of slowing
or halting disease progression for people living with AD. To
comprehensively evaluate the value of novel therapies, it is
critical to first document the magnitude of the societal impact
of AD; however, the qualitative experiences and perspectives
of informal care partnersin AD have been underrecognized and
can be challenging to measure viatraditional research methods.
Insights from this social media review, which is underpinned
by published evidence on the care partner experience, provide
unsolicited insights into care partners experiences with the
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practical, emotional, and financial challenges they face, and
provide directions for future research to explore these impacts
through formal research channels. Ultimately, asthe therapeutic
landscape evolves, the perspectives of care partners, aswell as
people living with AD, should be integrated into value
assessment frameworksin AD [21].

This social media review provides a unique approach to
exploring the experiences and challenges associated with caring
for people living with AD potentially not captured through
traditional research methods. Nonetheless, limitations of the
methodology are noted. First, social media data are not driven
by any specific research question or objective; thus, they exist
outsidetheformal research context. Thereisan inherent reliance
on contributor self-identification and self-reported diagnoses
that are not verifiable. Social media data were retrospectively
collected from posts in the public domain; information
pertaining to contributor demographic characteristics, location
information and access to care, and the clinical characteristics
of their loved one with AD or the level of insight about their
disease was not consistently available. Limitations of sample
size must be considered; some of the themes identified from
the social posts are based on a small number of contributors,
and the degree to which the theme is relevant to the wider
populations of people living with AD and care partners could
be chalenged. Different platforms are used by different
demographic groups, and there is a potential bias toward
populationswho are more likely to use the specific sites sel ected
for the review, more likely to reside in the included countries,
or more likely to be engaged and proficient with digital
technologies. Furthermore, only English-language posts were
reviewed. Finaly, there is the potential for self-selection and
publication bias.

Conclusions

The candid socia media posts from 70 contributors provide
valuable insights on the responsibilities and complications of
caring for someone with AD, as well as the shortcomings of
current AD programs to sufficiently support care partners in
successfully balancing the dichotomy of their caregiving role
and their own personal needs. It iscritical to understand thetrue
impact on care partners of providing informal care—including
difficulties with their health and well-being, emotional and
social functioning, and professional lives—and the unmet needs
that they face. With this understanding, we may begin to define
AD care models to support care partners as they navigate the
AD care journey with their loved one. Furthermore,
characterizing the care partner experience positions the AD
research community to define and measure therapeutic goals
for novel treatments that not only allow people living with AD
to maintain their cognitive functioning and daily activities but
also enable care partners to balance their informal care
responsibilities with their well-being and professional
responsibilities.
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