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Abstract

This study was designed to explore how Alzheimeaigivers use Facebook support groups.
Specifically it describes what kinds of activitiegregivers engage in when in Facebook support group
explores the motivation behind participation, aethds perceived advantages and disadvantages of th
groups. Whether Facebook support groups are cassideprimary and accurate source of disease
information was also explored.

The study was qualitative in nature and consisté&@Daaregiver interviews, conducted via
phone and Skype. Guided by uses and gratificatitewy (Katz, Blumler & Gurevitch, 1974), the
study employed six research questions to fully egthe experiences of caregivers in Facebook
support groups. Generally speaking, the study ifleathe primary theme of community, and three
subthemes including context, advice and emoticglabse/support. There were also significant fingling
on the primacy and accuracy of information. Thditgtiio more fully understand these themes in the
context of the caregiver experience will provideltie care professionals with a foundation on which
they can build effective ways to tap existing Famdbsupport groups and bolster support as the

Alzheimer’s epidemic grows exponentially betweewramd 2050.
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Chapter 1 - Introduction

A greater number of people are becoming affectéld dementia with current estimates
at 35.6 million globally, though by 2050 this numksexpected to triple (World Health
Organization and Alzheimer’s Disease InternatioB@l,3). Alzheimer’s disease is one of the
primary forms of dementia, and in the United Stafese it is the sixth leading cause of death
among all adults, presently affecting 5.3 millicgople (Alzheimer’s Association, 2015). As
baby boomers age in the U.S., the threat posedzhefner’s disease is expected to grow to as
many as 16 million people by the year 2050 (TheBl&iler, 2011).

Due to the expense of health care, the inadequasyceal security funding and the
practice of keeping the elderly at home as longassible, the responsibility of caring for those
with Alzheimer’s often falls to family. In 2010 falpmembers and other unpaid caregivers
provided $202 billion in care for those with Alzhegr's and other forms of dementia (Theis &
Bleiler, 2011). With the projected growth in thenmiber of those afflicted by Alzheimer's, it is
likely that familial caregiving will continue to ld@e norm. The need to ensure that these familial
caregivers receive proper training and have anwatecsupport network will become more than
evident, particularly since the caregiving expetehas a great emotional and psychological toll
(Beinart, Weinman, Wade & Brady, 2012; Knickman 8e8, 2002), and even more so in the
case of adult children providing care (Diwan, Hoaigh& Sachs, 2004).

Support groups are one way to provide both thetdiealth-related information and
emotional support to this audience. For some thptigite can be barriers to participation in
face-to-face groups. Research has detailed chaleingluding the inability to find reliable
transportation to meetings, difficulty making titweparticipate, a perceived lack of

confidentiality, or not knowing of existing groufBiegel, Shafran & Johnsen, 2004). Tanis, Das



and Fortgens-Sillman (2011) also found that caexgiare often reluctant to admit they need
help and that they have trouble leaving their caegrgven for short periods of time. The virtual
nature of online groups gives participants theitgitib take part when they have time, to get
information when they most need it, to respond @fifel support to others at their convenience,
and do so with relative anonymity thanks to the potar screen (Colvin, Chenoweth, Bold &
Harding, 2004). Social media platforms like Facdbbave great potential to help familial
caregivers meet the challenges they face by pnoyisocial community. Also, use of Facebook
by those aged 50 and older is on the rise at degreste compared to other age groups (Madden,
2010). This statistic is notable as the averagec&ff@ose providing care to the elderly is 48-
years-old, according to the National Alliance far€&giving (2009).

Research has also tied social media usage to emb#ad social well-being, aligning
with some of the potential needs of Alzheimer'segawers. The Pew Research Center’s Internet
and American Life Project found that making friermtdsrelated with feelings of social support,
and that updating one’s status was connected liodseof emotional support (Hampton, Goulet,
Marlow & Rainie, 2012). The act of writing, in geag has also been historically tied to positive
emotional outcomes (Pennebaker, 1997). Health canuation is also increasingly taking place
online and via social media, which is why sociaWwaking sites like Facebook have become a
virtual breeding ground for online support groupd aformation related to health (National
Research Corporation, 2011; Fox & Jones, 2009).

Given that the online environment is becoming mofieential in the realm of health,
and the fact that the caregiving demographic maaly active, this venue would seem a natural

place to provide support and information to a grthat will increasingly need both.



Problem Statement

As baby boomers age, more families will be facethwhe dilemma of providing care for their
ailing elders. Because of the devastating impaétioieimer’s disease and the increasing demand on
families (Beinart, et al., 2012; Schulz & Marti@g)04), more caregivers will turn to the interned an
social media for health information and emotionglEort. However, there is limited understanding of
how Alzheimer’s caregivers use Facebook suppormgpwhat compels them to participate, and
whether the accuracy of information presented @s¢hgroups matters.

This purpose of this study is to examine how Alrinei's caregivers use Facebook support
groups. It describes what kinds of activities carexg engaged in as part of Facebook support groups
explores what motivates caregivers to take patiengroups, and details the perceived advantagks an
disadvantages of the groups. Whether Facebook sugoaips are considered a primary and accurate
source of disease information is also explored.

Support groups, whether online or off line, canasch community based on common
experience, as well as an information resourceiéT@hal., 2011). Content wise, studies have plarse
the activity taking place in these groups into gatees including experience sharing, advice onatiee
management and network-building, in addition to nwercial promotion and pure health education
(Greene, Choudry, Kilabuk & Shrank, 2010; HelleocBoforte & Cook, 1997). The benefits of story
sharing online are also many (Gooding, et al., 2@idbland & Wyke, 2012), though these sometimes
very personal stories are often shared via opefopta. Alzheimer’s support groups hosted via social
media offer both social support and health inforomgtand the opportunity to tap into the experéiad
experiences of others to become a better caregwmther by dealing with the emotional toll or by
training on the latest methods of care. Overafleagchers agree that positive outcomes result from

social support. The sharing and educational ralésoe-to-face support groups clearly have a



psychological, if not a resulting physical impam, health and health care (Uchino, Uno & Holt-
Lunstad, 1999; Spiegel, Bloom, Kraemer & GotthEd89; Goodwin, et al., 2001; Ziebland & Wyke,
2012, Beinart, et al., 2012). This is why it isisgortant to study the needs of caregivers and how
social media support group participation might ifyahem.

However, social media support groups are also Iarganonitored by trained health officials or
medical experts. Also judging the quality of infaton, prolific though it may be, can be problerati
since social media users are both consumers andigers of information. How well group participants
understand the openness of online groups alsosvdelgending on a number of demographic factors —
like age, education, gender, and cultural backgiquninson, Reips, Buchanan & Paine Schofield,
2010), in addition to health literacy considerasiolm fact after assessing health literacy levé|saod
caregivers for seniors, Lindquist, Jain, Tam, Maaind Baker (2010) found that health literacy was
inadequate in around 40 percent of cases, an@shatresult these individuals typically made more
errors when performing duties like giving mediciBestock and Steptoe (2012) also noted that doctors
often overestimate the health literacy of theiigras and caregivers. If health care professioma4o
effectively tap into these groups, they must ad@wt both offer support and information within this
context.

Through the lens of uses and gratifications th€kiatz, et al., 1974; Urista, Dong & Day, 2009),
this study clearly describes how a subset of thhegt@ang population uses Facebook support, what
motivates them to take part and what participaloaks like, what they see as the plusses and ngnuse
of the groups, and whether they consider infornmasioared to be accurate. Uses and gratifications
theory is an audience-focused theory that deals hatv an active audience chooses the most
satisfactory gratification source(s). The theorkgnswn for focusing on what people do with medm, a

opposed to how media affect them. With a growinghber of online support groups related to



Alzheimer’s, it is important to understand whataeare being gratified, why users decide to joaséh
groups, and what they perceive as the benefitaicgpation. Knowing this information will assist
health care professionals and communicators adadlo&yat whether and how this medium may be

employed to improve health outcomes for Alzheimpdsients and caregivers.

Justification

With the aging of the baby boomers, the pure nurobpeople in the U.S. suffering from
Alzheimer’s disease is expected to more than thyl@050 (Theis & Bleiler, 2011). Combine that with
the prohibitive cost of health care (Alzheimer’ssAsiation, 2015) and the cultural practice of kagpi
the elderly in their homes as long as possible,aladgely unpaid and overworked class of familial
caregivers emerges. In the face of this trend thaewill levy a psychological toll (Knickman & Ske
2002; Beinart, et al., 2012), a deeper understgnalifnow social media support groups benefit
caregivers will help health care professionals tgvenore effective online support for caregivers.

Though there is literature touting the benefitsatial media for health and calling for hesitant
health professionals to jump on the social medradbagon (Hawn, 2009; McNab, 2009), how those in
the health care industry can tap into the orgaciiwity that is already happening on social media
platforms like Facebook has been largely ignoramadystanding more deeply what motivates social
media support group participation, and how it eeslglaregivers to better perform their duties hasoye
be explored in detail in the literature. Given therent state and anticipated growth of Alzheimer’s
disease, doctors, nurses, psychologists, counsatarsther medical and psychological professionals
could use Facebook to provide the latest and gsemtlrmation about Alzheimer’s. However, to do
this well, one must clearly understand the neeasgivers and how they are being met in this genu
Out of this study, the researcher will provide tieagkre practitioners and communicators with angfro

foundation on which to build best practices on howngage with Facebook support groups to improve



health related outcomes for those afflicted witkhdimer’'s and those who care for them.

Thesis Organization
Following this introduction, the thesis is orgamiZeto four consecutive chapters. Chapter 2
is a comprehensive review of the relevant litetand includes the theoretical framework and
proposed research questions. Chapter 3 detailseti@odology around qualitative interviews and
describes the study’s participant pool, methodaofigle recruitment, in addition to study design and
data collection and analysis. Chapter 4 descritestudy’s key findings and Chapter 5 includes a
thorough discussion of the study’s conclusionsgtoral and theoretical implications, plus

recommendations for future research and limitations



Chapter 2 - Review of the Literature

This review of literature addresses the prevalafiddzheimer’s disease, the burden
placed on familial caregivers, use of the inteared social media for health information and
emotional support, in addition to information a@ay in the online space. This chapter also
describes the theoretical framework of the studyictvis guided by uses and gratifications

theory (Katz, et al., 1974).

The Growing Alzheimer’'s Epidemic

Every 67 seconds someone in the U.S. develops e disease and two-thirds of
those afflicted are women (Alzheimer’s Associati2@15). As American baby boomers grow
older, the threat posed by Alzheimer’s diseasaeeted to grow to as many as 16 million by
2050. This drastic increase is related to not tméysheer number of baby boomers, but also the
number of life-extending medical advances made theetast half a century (Theis & Bleiler,
2011).

Alzheimer’s disease is the most common form of eleta, accounting for up to 80
percent of dementia cases in the U.S. Alzheimessase typically starts with memory loss and
confusion concerning recent events, but instedzbofg the occasional bout of forgetfulness the
symptoms persist (Alzheimer’s Association, 201%)o3e with Alzheimer’s disease may ask
guestions repeatedly, struggle with the concepinod, and may forget the names of everyday
things and people that should be familiar to thi&tayo Clinic, 2014). The development and
progression of the disease varies from individaahtividual, but it can also result in
depression, personality changes, sleeping relatetle, loss of inhibitions and mood changes.

The root cause of these symptoms is damage tahandietath of neurons in the brain. Research



has connected the disease’s onset with the develapoh protein plaques and twisted proteins
in the brain. Age, family history, genetics, edimatand one’s mental and social activity are all
risk factors for the disease (National InstituteAging, 2012).

At the core of the Alzheimer’s crisis is the fétat though clinical medical research has
enabled Americans to live longer, the health caf@structure needed to support a certain
quality of life has not kept up. The economic strai Alzheimer’s disease on the U.S. economy
and health care system is also significant. In 28ldkg, Medicaid spending on Alzheimer’s and
other dementias was expected to be $41 billionnfeays supporting overall health care, plus
hospice and long-term care were also projectetirtdodo $1 trillion in 2050 for those with
Alzheimer’s disease, up from an estimated $22ohilin 2015. What these figures don’t include
is the 18 billion hours of unpaid care providednmjlions of family members in the U.S.

(Alzheimer’s Association, 2015).

In addition to the financial impact, the emotioaatl psychological strain experienced by
familial caregivers is costly. More than paid cavegs, familial caregivers experience severe legéls
emotional stress and depression (Beinart, et@L22Diwan, et al., 2004; Knickman & Snell, 2002),
which can impact their physical and emotional Healhis also ultimately impacts their ability torea
properly for their loved ones. Due to the devastpimpact of Alzheimer’s disease and the increasing
demands placed on family, ensuring that caregiaexroperly trained and have adequate support is
emerging as a critical issue. Having the latestioadéhformation in addition to effective coping
mechanisms will enable caregivers to better detll thie challenges of caring for a deterioratingifgm

member.

Online Health Communication and Social Media

Eng (2001) provides an accessible definition ofatheas “the use of emerging information and



communication technology, especially the interteetmprove or enable health and health care” (p. 1)
Research has supported many times over the nétadrihte internet is a popular place to seek health
information (Eysenbach, 2003). Fox (2011), in martr, noted that 80 percent of users turn to the
internet for health information and that activitgsvthird only to emailing and search engine use. Of
those seeking information on chronic conditionsrertban a quarter of internet users have seeradr re
about someone else’s health-related experiencd@pércent tried to locate others with a similar
condition (Fox & Duggan, 2013). Individuals seefommation on a variety of afflictions and believe
that what they find is as good, or better, thanrnmiation received from trained medical providens. |
addition, many go online to seek second opiniong)at share the information with their doctors and
are motivated to do so because they believe tloetiods are too busy (Diaz, et al., 2002).

For social media specifically, a 2011 survey byNational Research Corporation revealed that
one in five Americans used social media specifyci health care information. Facebook was
reportedly the most popular platform, followed bguTube, Twitter, MySpace and Foursquare. Though
respondents in that survey said hospital websitre wtill the most reliable source of health
information, one in four claimed that social medias “likely” or “very likely” to influence their halth
care decisions (NRC, 2011). Work by Duggan and I5(2014) supported this trend, showing that 71
percent of online adults use Facebook, though 4&pe of that same research pool reported using two
or more of the five social media sites examinedeebook, Twitter, Instagram, Pinterest and LinkedIn

Social media is being used more and more for hegltitation according to Gorham, Carter,
Nowrouzi, McLean and Guimond (2012). Web 2.0 hasitad the ability to not only share information
widely, but to have others interact with and shaessages, in addition to creating new and unique
content. For health communicators, it is no loreggyugh to disseminate information to the masses —

one must establish a meaningful dialogue. The H&atimmunicator’s Social Media Toolkit from the



Centers for Disease Control (2011b) notes thabsowedia has expanded the reach of health
information and is a powerful tool that has crediszhder access to up-to-the-minute scientifically
backed health information. McNab (2009) descrilmeses media for health as instant and without
borders, stating plainly that it has the powerdead information “faster than any influenza virgs’
566). Social media for health, however, isn’t witha negative side.

When examining the types of health information edaand behaviors within social media
groups, researchers have found experience sharthgraup support makes up the majority of health-
related activity (CVS Caremark/Harvard, 2010; Geeest al., 2010). Advertising was next in line, mnos
notably testimonials endorsing unofficial produat&l remedies. Greene and colleagues dissected the
content of diabetes-related Facebook support grioipgour types of user behavior: promotion,
support, recruitment for research, and queries tabanttraditional forms of disease management. This
research also acknowledged the sometimes quesksonature of online health information and the lack
of organized regulation. This study also revealed sensitive information not likely to be sharathw
medical professionals was imparted in the Facelsapkort groups they studied. Unequal access to
computers and inadequate levels of health and tdogical literacy can also impact one’s abilityget
to, seek out and discern whether health informatidime is helpful or potentially hurtful. This wghy
Collins and Lewis (2013) argue that health carevigiers should provide a list of vetted online hiealt
resources to their patients.

Public health agencies in the U.S. have tacklesipghoblem by investing heavily in their own
interactive presences. For instance, the Natiorsitute of Health’s National Library of Medicine
offers a mobile version of MedlinePlus (http://mdteeplus.gov), marketed as “Trusted Health
Information for You.” Users may interact with Mea#iPlus using a wide variety of channels including

RSS feeds, weekly podcasts, Twitter, and others. AIDS.gov website, managed by the U.S.

10



Department of Health and Human Services, also festa variety of interactive options
(www.aids.gov). Corporations have also realizedwhlee of mHealth — or mobile health — and are
developing apps intended to engage audiences anitlpra service, though there are both challenges
and promise when it comes to mobile technologyteipital to better public health via broad applicati
(Istepanian, Jovanov & Zhang, 2004).

Beyond basic access, the way in which the inforoma presented is also important. This is
particularly true when it comes to cultural consad®ns and one’s ability to understand and use the
information provided (Talsma, 2012). For mobiletfdems in particular, applications can be a popular
and effective way to engage health care consuriarther, this has been recognized by the
marketplace. Research2Guidance, a market researctettimated in 2010 that 500 million people —
one in every five worldwide — will be using healtine apps of some sort by 2015 (Mikalajunaite, 2010)
Smartphones also bring users closer to their oslaogal networks, providing increased access withou
physical boundaries. In 2012, comScore reportedRaeebook’s mobile app was the second most
popular download in the U.S. for smartphones (Ramgka 2012). Being that 85 percent of U.S. adults
own a cell phone and that 45 percent own smartghdhese statistics are highly relevant, especially
since searches for health information are becommicigasingly more mobile (Fox & Duggan, 2013).

Health information consumers will be further attemcby technology’s ability to
personalize the user experience and provide irtteraat a consumer’s fingertips (Cline &

Haynes, 2001; Neuhauser & Kreps, 2003). Not ordytlese powerful marketing concepts, they
are key characteristics of successful social mel@itiorms (Boyd & Elison, 2008). Information
presented as personally relevant is more likeipflaence behavior, the ultimate goal of many if

not all health communication campaigns (Kreuteryéta Olevitch, & Brennan, 2000).
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The Digital and Literacy Divides

When online the search for health-related infororats one of the most popular past
times, with 80 percent of internet users taking flaysenbach, 2003; Fox, 2011). However,
access to the hardware used to search the inismet equal, nor is the capacity to understand
and use the information. When considering how tmeemploy the online venue as a
communication tool, one must account for both axe@sl literacy levels.

When it comes to access, there are documentedridispan computer ownership
between Caucasians and African Americans, and o{@bbons, 2005; Lenhart, 2003). Though
technological access is central to the digitalabvGibbons, 2005; Spooner & Rainie, 2000),
that access is rapidly changing with the availabdf mobile hardware. In 2011, Livingston
found that African Americans’ use of the mobilesimtet was growing at a rate faster than any
other ethnic group, and that access to phonesmatbile internet capabilities was on the rise for
Hispanics/Latinos. That study noted that 6 peroéhtispanics/Latinos and African Americans,
compared to 1 percent of Caucasians, reported singethe web from a cell phone and had no
other internet service at home (Livingston, 20This isn’t surprising since of those owning cell
phones in the U.S., nearly 65 percent now havenateapable smartphones (Nielsen, 2013).

Access aside, the ability of individuals to intexfpand use the health information they
find to improve their health is another key factbhis concept is also known as health literacy
and is defined by the CDC (2011a) as the “degreehioh an individual has the capacity to
obtain, communicate, process, and understand baalth information and services to make
appropriate health decisions.” Though technologbés people to efficiently connect, interact
with and create health information, this does neamthat all can decode and utilize it equally.

The usage piece is often referred to as functibealth literacy, defined as one’s ability to apply

12



the skills of literacy to health related tasks afdrmation (Nutbeam, 2000; Parker, Baker,
Williams & Nurss, 1995).

Like with technological access, education, incoeel, language and culture, are the
most often cited influences on one’s ability toeetively utilize health information (Cashen,
Dykes & Gerber, 2004). According to the 2003 Nagiohssessment of Adult Literacy, those
who could benefit most from health interventionenfdon’t have the capacity to understand the
information. That study uncovered that only 20 patof adults with low literacy got health
information from the internet, compared to 60 peteeith high literacy (Baur, 2008). Likewise,
children from lower income homes, and whose pareat® a high school diploma or less
education are far less likely to use a computdintbhealth information (Brodie, et al., 2000). In
a study of whether patients used a diabetes-foquateht portal, African Americans, Latinos
and Filipinos were less likely to use the portalyaere those with lower education levels (Sarker,
Schillinger, Lopez & Stone, 2010).

For caregivers specifically, functional healthrgtey is central to providing excellent
care. In assessing health literacy levels of parégivers for seniors, Lindquist and colleagues
(2010) found that health literacy was inadequateraund 40 percent of cases, and that these
individuals typically made more errors when dispegsnedication. This study, in addition to
work by Bostock and Steptoe (2012), note that deatften overestimate the health literacy of
their patients and caregivers. Presumably, thesgis@rs have received more formal training
than a familial caregiver.

Bodie and Dutta (2008) argue that one’s abilitynterpret health information and take
action can also be influenced by how messagesggeted and tailored. Further, knowledge and

understanding can be increased depending on homéeksages are delivered. To meet the needs
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of those with lower health literacy, Sarker et(2D10) called for more visual website design, in
addition to highlighting the need to consider sbarad cultural barriers, and to develop targeted
messaging. As the U.S. becomes more diverse, siiedies also highlight the importance of
accounting for demographic factors and culturdiedénces when presenting health information
on the internet. According to the U.S. Census’ssiteb73 percent of the population was
Caucasian on 2010, down from 75 percent in the 2080 Census. The number of African
Americans also grew from 12.3 percent to 13 peraehile the Hispanic/Latino population grew
from 12.5 to 15 percent of the U.S. population vigan 2007 and 2012, the poverty rate also
grew to 15 percent, from 12.5, and overall educaiwoels are on the rise (www.census.gov).
All of these factors have been tied to the aboityndividuals to locate, interpret and use health
information. Therefore, cultural, social and ecomofactors should be considered when
developing the best ways to accomplish health comication within the context of social

media.

Strategic Use of Support Groups in Health Communicion

Research has documented the positive impact ofostigpup participation on physical,
emotional and psychological health. Improved plajdi@alth and longer life for patients has
been linked to participation in face-to-face supgooups (Uchino, et al., 1999). Positive
correlations between social support and the aliityope (Baum, 2004; DuPertuis, Aldwin &
Bosse, 2001) and an increased ability to managerphited to illness have also been found
(Goodwin, et al., 2001). Pector (2012) cited Irvimlom’s major therapeutic factors related to
online support groups, claiming that group paratign brings about “hope, universality,
cohesiveness, catharsis, information attainmetgrpersonal learning, and helping others” (p.

20), adding that these benefits can be realizeld ingterson and online. Lepore, Buzaglo,
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Lieberman, Golant and Davey (2011) also found p@sftsychological effects related to the act
of providing support to others. In other words tiggvants seeking relief felt better because they
were also able to support others. Overall, reseaschgree that positive outcomes can result
from social support, but whether how the audiesanigaged makes a difference has yet to be
fully defined by the literature.

In addition to the emotional rewards of supportugrparticipation, such groups can also be a
critical information resource. Heller et al. (1991@w support groups as a venue within which theska
information about a disease is presented, partigidance face-to-face support groups are often
facilitated by trained moderators. For Barak, BbiNissim and Suler (2008), information and
knowledge acquisition is a key aspect of particiggnpowerment, which they argue is the ultimate
purpose of support group participation. Other emgravg aspects of online support group participation
noted by Barak and colleagues include catharsigvkitang about experience, the recognition and
validation of emotion, and increased feelings dbbging. The immediacy of social media, therefore,
should be attractive when it comes to sharingakest health information on Alzheimer’s disease and
care.

Despite the many benefits of support groups, thegealso barriers that deter participation. Face-
to-face groups are designed to provide a safe @mvient where people facing similar issues can share
their experiences and gain knowledge in an eftohtdlp them cope with the challenges of the sibuati
at hand. A study of face-to-face support groupsraag to those caring for mentally ill family menmbe
noted many of the above benefits, in addition twibes (Tanis, et al., 2011). Primarily, those g
dealt with lack of time and access. Tanis and aglles also noted that caregivers were conflictedtab
leaving their charges, even temporarily, and thahany cases they were often reluctant to admit tha

they needed support. Because online groups atelitey have the potential to provide access and
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interaction when convenient for the end user, threctly removing some of the most significant
barriers to participation. Similarly, Urista andleagues (2009) found the ability to respond tatpos
comments, and questions at a convenient time \basefit noted by young adults when asked why they
used social networking sites. Other noted benefitsmline support groups include anonymity provided
by the computer screen (Colvin, et al., 2004) dredability to write about one’s experience, whies h
proven cathartic effects (Barak, et al., 2008; Rbaker, 1997). The ability to share of oneselhese
groups can also lead to what Barak and colleagalethe disinhibition effect, where one is able to
create a sense of intimacy and bonding more readilygroup members.

Though anonymity is an often cited benefit of oalsupport groups, it can also be troublesome.
Among the limitations of online support groups, te¢2012) lists the possible misinterpretation of
comments due to the lack of physical cues. Theilihato effectively intervene in a crisis was also
noted as a limitation. Other potential downsidedrasised elsewhere in this thesis include limitedss
for those without a computer, smartphone or thétabo afford paid internet service, and the impatc
health and technological literacy on one’s abilidyeap the benefits of available emotional and
informational support.

Some research has explored the kinds of activitieghich online support group participants
engage. Support groups, whether online or off law¢ as a social community, as well as an inforomati
resource (Tanis, et al., 2011). Content relatedissuhave identified experience sharing, advice on
disease management and network-building takingeplathese groups, in addition to commercial
promotions and health education (Greene, et alQ28eller, et al., 1997).

Alzheimer’s support groups hosted via social medier both social support and health
information, both of which have great potentiaetapower caregivers. The study examines how and

why caregivers use Facebook support groups ankirnids of activities they take part in, in addititm
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the reported advantages and disadvantages, anoléhaf information accuracy.

Accuracy of Online Health Information

When seeking information online, determining howuaate it is can sometimes be a challenge,
particularly on social media platforms. Due to tiadure of social media, where users are both
information consumers and producers, individuadsfarced to make judgements about what is and isn’t
accurate and these judgements are influenced leyadactors. Literature to date has broadly exachin
what influences perceived credibility.

Greer (2003) examined how online news was judgeding that how closely the information
was affiliated with a recognizable news brand wag Kther influential characteristics identifiedreve
spelling, grammar, URL, professional visual preagoh, perceived bias, plus source authority
indicators like credentials, contact informatiormamrrency of information posted. Other indicatoks
authenticity included how individuals heard abostta, such as from friends or family, how higlvas
ranked by search engines, and whether it appeateel backed by an authority (e.g. by a university).
Greer’s study stopped short, however, of examimfgrmation consumption and accuracy. Diaz, et al.,
(2002) identified university or medical society aporship as key factors indicating source relighili
while Lederman, Fan, Smith and Chang (2014) claithatishort of a source’s authority, those seeking
health information online will seek out corroboaoetifor scientific information and look for consessu
regarding others’ experiences. In Diaz and colleagstudy (2002), patients reported that they
considered the information they found more reliabgy after discussing it with their physician. Mor
than one study called for physicians to identifpg@nline sources for health information (Collins &
Lewis, 2013; Diaz, et al., 2002; Hawn, 2009), cadaig that patient use of these outlets was inblata

On social media platforms, determining what is aatuor reliable is complicated by the

fact that users also create or share existing narfiéanagin and Metzger (2011) studied how

17



information presented via user-generated Wikipederceived compared to Encyclopedia
Britannica, in addition to a lesser-known onlineiopedia. While they found that credibility
lies in the “idea of expert-generated (or vettemh)tent” (p. 371), user-generated content was

deemed as credible under certain circumstances.

Theoretical Framework

Uses and Gratifications Theory

How web-based venues are used to deliver onlinkhheéormation and why individuals
seek it there is best explained by uses and gratiifins theory (Katz, et al., 1974). Contrary to
the notion that media influences the masses, ltkigry focuses on an active media consumer
who is motivated to engage with media, and whopaaiscular needs gratified as a result.
Briefly, the theory is “concerned with: (1) the sd@nd psychological origins of (2) needs,
which generate (3) expectations of (4) the massarwdother sources, which lead to (5)
differential patterns of media exposure (or engag@nn other activities), resulting in (6) need
gratifications and (7) other consequences, perhagsily unintended ones” (Katz, et al., 1974, p.
510). Specific media are intentionally chosen Hov@ry particular needs and the various
mediums compete to become the top gratificatiomcso(Katz. et al., 1974).

This study concerns itself with how Alzheimer’'segivers use Facebook support groups.
It describes what kinds of activities caregiveiksetpart in when engaged in Facebook support
groups, explores what motivates caregivers to pakein the groups, in addition to detailing the
perceived advantages and disadvantages of thegrang the role of information accuracy.

Much of the early uses and gratifications researad developed with news media in
mind, particularly of the print variety. The bodfwork then expanded to television and other

media types (Katz, et al., 1974; von Feilitzen,£20almgreen, Wenner & Rosengren, 1985).
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Given the participatory nature of social media -evehthose using it are both consuming and
producing content — studying why and how this veisuesed by Alzheimer’s caregivers, what
needs are fulfilled as a result, and the functibgratified needs is a compelling application.

Urista et al. (2009) used this theory to examitg woung adults used MySpace and
Facebook and found efficient and convenient compatimn, popularity, and relationship
formation among the top motivators. The ability $ocial media users to repost existing online
content (i.e. citation) can facilitate interpersoc@mmunication about various health topics, in
addition to making such information seem more MallelaGorham, et al., (2012) noted the ability
to create a timeless dialogue via social mediackhllows those online to use social media to
cater to specific needs.

Palmgreen et al. (1985) drew a distinction on ttadifgications side of the theory, noting
the difference between gratifications sought aradifigations obtained. This distinction has been
recently applied in comparing the use of Facebakus instant messaging (Quan-Haase &
Young, 2010), with a focus on which characteristitparticular online mediums motivate
individuals to choose and, ultimately, reinforcattbhhoice. Motivators identified by Quan-Haase
and Young (2010) that apply to online support grpagicipation by Alzheimer’s caregivers
include: the ability to share problems, sociabiéityd social information. This is directly in line
with Katz and colleagues’ (1974) original resedtdt examined how the gratifications of one
media source set it apart from others. Other rebdaas looked into how social media use is also
driven by emotional and habitual need (Wang, Tolve& Solloway, 2012), further supporting
the notion that the reasons for participation cdagdconnected to the specialized needs of

Alzheimer’s caregivers for quick and convenientesscto both information and social support.
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Von Feilitzen (2004) developed functional group® iwhich gratifications could be
categorized: entertainment and emotional; inforama#ind cognitive; social; non-social and
escapist; and mode of consumption. These grougiaiged the researcher’s coding of survey
participant’s responses on questions delving in&ifications sought and received from group
participation. Due to the ability of Facebook teilitate customized interaction, they are also
well-equipped to meet an individual’s particulaedet practically any point in time. This is true
regardless of what kind of gratification an indiwva is seeking. In the case of Facebook- based
support groups for Alzheimer’s caregivers, userslog on to look for information and ask
guestions (information), can view or contributeryrstories and inspirational content
(entertainment), can share their own experiencdgaychological struggles (personal identity)
and receive emotional support or offer supporttteers (social support and escapism). They can
also do so at any time, which ties into von Feslita functional group of mode of consumption
(2004). Via uses and gratifications theory, thiglgtanalyzes the reported functions of social
media participation for Alzheimer’s caregiversanidition to what gratifications motivate

participation.

Research Questions

This study employs the following six research questto fully explore the experiences
of Alzheimer’s caregivers in Facebook support geoap it relates to the key components of uses
and gratifications theory — needs, uses and gratifins — in addition to describing whether
Facebook support groups are perceived as an ae@ndtprimary source for health information
related to the disease.

RQu: What motivates Alzheimer’s caregivers to seekaodttake part in Facebook

support groups?
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RQ: What kinds of activities do caregivers participat when in Facebook support
groups?

RQ: What are the benefits of Facebook support grdap&lzheimer’s caregivers?

RQ:: What are the perceived disadvantages of Facebapkort groups for Alzheimer’s

caregivers?

R@: Are Facebook support groups considered by caexgito be a primary source for
information about Alzheimer’s disease?

R@s: Is the information presented in these groups eeed to be accurate?
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Chapter 3 - Methodology

This overarching purpose of this study is to depeldhorough understanding of why
Alzheimer’s caregivers take part in Facebook supgaups and to more fully describe their
experiences with group participation. Uses andfgrations theory (Katz, et al., 1974) was
employed for this analysis.

This chapter details the study’s approach to ansgeéhne six research questions outlined
at the end of Chapter 2. It describes why a quaigapproach was deemed appropriate,
followed by a detailed description of sample rettngint, interview design, data collection and

analysis.

Qualitative Approach

Typically, studies in the health communicationdimeehoose either a quantitative or
gualitative approach to collecting data. Both hthadr strengths and weaknesses. Quantitative
studies collect numerical data that can be stediyi analyzed to indicate trends and correlations
to answer hypotheses, while qualitative studiekecbbbjects like words and images that can be
analyzed to indicate “the diversity of ideas” opaaticular topic or research question (Creswell
& Plano Clark, 2007, p. 6). For this study of Alzher’s caregivers a qualitative approach was
chosen in order to explain more deeply the fullexigntial context of the study’s subjects in
their own words. Because there is little researckacebook support group usage, there were
also many basic questions to be answered. Accotdibgdlof and Taylor (2010), qualitative
approaches are also often employed and are efeftinhealth communications research.

Chesebro and Borisoff (2007) outline five commaostared elements of all types of

gualitative research. Incorporated into this stadiésign are “natural setting,” “researcher as
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participant,” “subject-based communication” and ‘agmatism” of the approach (p. 9). Since
the environment in which the subjects interactnbn@ and via Facebook, subjects were
recruited from this space for phone interviewsutitovideo interviews were conducted when
possible. This was to preserve that natural settsnguch as possible. Dillman, Smyth and
Christian (2009) also argue that the online verlosva researchers to recruit participants from a
wider geographical range. The researcher’s limgtgokrience as an Alzheimer’s caregiver also
gave her valuable insight, which also allowed lbeli¢lve more deeply into some topics during

interviews.

Sample Description and Recruitment Method

Research participants were recruited from Facelapkort groups and pages focused on
caregiving for Alzheimer’s patients. The researgbared the online support groups or liked
group pages to gain access. Private messages evér® group and page organizers to ask
permission to recruit. Once approved, recruitmeessages were posted. The message included
pertinent study details as well as a sentence dheutsearcher’s personal experience with
Alzheimer’s. The latter was included to gain crddipwithin the group. The participation target
was 20 and entry into a drawing for a $100 Amazftrcgrd was offered in exchange for study

participation.

Caregiver demographics

In November and December of 2014, 20 caregiverniige's were conducted by phone
or Skype; 18 of the interviews were ultimately gaad. The interview pool’'s demographic
characteristics were as follows:

All were women.
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The vast majority (83 percent) were Caucasian.
The average age was 50.2, with a range of 32 {eé6s old.
All completed at least a high school level educstisith 28 percent also
earning an associate’s degree and 34 percent haoingleted a bachelor’'s
degree or higher.
Five study participants had some sort of formakimgy or caregiving
education, or had worked in a nursing home priaraiang for their loved one.
The group hailed from 14 U.S. states including énia, Arkansas, California,
Florida, lllinois, Kansas, Michigan, New York, NbrDakota, Ohio
Pennsylvania, South Carolina, Texas, and Virgianal the federal district of
Washington, D.C.

The characteristics of this interview pool falllime with national caregiver

demographics provided by the Family Caregiver Alta (2012).

Caregiving situation

Just over half of those interviewed (10 particigaprovide care for their mother; this
was by far the most common arrangement. Two ppéits care for grandparents, two for a
spouse or partner, and three cared for a fatherdif.e. father, father-in-law, and stepfather).
All provided care for a member of their immediaaenfly, though this was not a requirement of
inclusion in the study. This was not surprisingegivthat the vast majority of U.S. caregivers —
83 percent — are familial caregivers (Family Caregilliance, 2012).

In addition, the average duration of care was 8a&y, with a range from 6 months to 10
years at the time interviews were conducted. Sixtdghose interviewed were providing care at

that time and two had provided care in the pasheis charge had recently passed away.
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Living arrangements were also probed. Of the 18gypants interviewed, 10 lived with
their charge to provide around-the-clock care, Weein their own home or in the ward’s. In
four cases the patient lived in their own home i caregiver coming in to provide care or
otherwise coordinating care with paid aides. Tmeaiaing four patients either lived in nursing

homes or assisted living facilities.

Study Design

This study utilized an interview guide built arounses and gratifications theory (Katz, et
al., 1974). The guide was constructed to ensure iederview covered the same key topics,
while also allowing the interviewer to probe deejplyp what motivates caregivers to use the
Facebook groups and what they get out of the traiose taking place within the groups. The
researcher ordered the guide so that the flow wem#h and logical (see Appendix A for the
full guide).

To describe how Alzheimer’s caregivers use Facelsoplport groups, the study
employed six research questions to determine wéadsmotivate caregiver participation in
Facebook support groups, what kinds of activite®givers take part in, and the perceived
advantages and disadvantages related to groupipatibn. Questions were also asked about
whether the Facebook support groups were considepeitnary and accurate source for health

information related to Alzheimer’s disease.

Procedures

Following approval by Kansas State University'stilasional Review Board (IRB) for
research involving human subjects, private messsggdang permission to recruit were sent to
the organizers of active Facebook support grouggpages focused on Alzheimer’s caregivers.

Once permission was granted an initial recruitnmessage was posted, followed by a reminder
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message roughly a week later. The researcher vimsaatecruit 20 participants exclusively

from the Facebook support groups. Consent forme wavided via email and interviewees
consented to be interviewed by either email or &kybEach interview was also recorded after
permission was granted by each interviewee. Autie tvere then transcribed for analysis. Of
the 20 interviews, 18 were viable; two files hachtaical issues. To maintain confidentiality,

only participant initials were used in the trangttans and were eliminated after responses were
sorted. Demographic data were also kept in a sepspaeadsheet. Following transcription, the

audio files were to be destroyed.

Data Collection

Survey instrument

Data were gathered during interviews conducteghli@ne or Skype, using an interview
guide built around uses and gratifications the#atg, et al., 1974). The guide consisted of 31
content-related prompts and four qualifying prompiféer the qualifying questions, the guide
walked through the individual’s caregiving expedensupport mechanisms employed, the
specifics of Facebook participation and healthrimi@tion, wrapping up with demographic
guestions (see Appendix A for the full interviewidg). In order to gain the richest data, a
majority of the questions asked were open-endedigih some closed-ended questions were also

utilized. Typical interviews were 30-45 minutes.

Motivation for participating in Facebook support giups
The motivation behind participation in social mesligoport groups is related to how

useful they are to the participant, or put anotixgy: what needs they are attempting to gratify.
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After all, a very active user of media is centmalises and gratifications theory (Katz, et al.,
1974).

First, participants were asked to indicate whichpgut mechanisms they took part in
outside of Facebook. The list included: one-on-cméanseling, face-to-face support groups,
formal caregiving or nursing training, print-bagedterials including newsletters and books,
online articles, blogs and website subscriptions, @nline support groups including, but not
limited to, social media. This question was desibteeget a broad idea of how many
mechanisms caregivers used, which is indicativ@odonly which venues they prefer but what
level of support they might be searching for. Samyl, they were also asked to describe their
day-to-day support network, so as to ascertain imoxeh external support they already had.
Interviewees were also asked to detail why thaygdithe groups and what they expected prior
to joining. These questions lay the groundworkuinederstanding the nature of the needs
caregivers are seeking to gratify via support grosg, in addition to beginning to explore how

they utilize the groups to satisfy their needs.

Interactivity within Facebook support groups

Several prompts were employed to examine whatskafdctivities caregivers were
taking part in and how they were utilizing both thedium of Facebook and the support groups
themselves. Study participants were asked broamllythey used the groups, in addition to how
the information found in groups was used. Spetdithe mechanics of the Facebook platform,
they were also asked what they did when in thegda.g. read items, liked others’ content,

commented, or posted content). Frequency of usealsagrobed.
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Perceived advantages and disadvantages of Facelsoplport groups

Aside from the needs of a given caregiver and tag they reportedly use Facebook
support groups, whether they are actually satidfyedroup participation and return to use the
group again are relevant questions. Repeated uglelwalicate a conscious choice is being
made by an active audience, a la uses and gratisatheory (Katz, et al., 1974).

The researcher probed both gratifications sougtitgaatifications received by asking
which of the support mechanisms employed werefbegformation about Alzheimer’s
disease. A similar question was asked with regaehtotional support. Group participants were
also asked to cite the most important thing thegireed out of group participation and explain
why it was significant. General advantages andd¥igatages of the groups were also detailed.
This line of inquiry allowed for a detailed anakysif the types of gratifications which will shed

more light on motivation.

Participant perceptions regarding information accacy

When considering social media support groups anae/through which to share the
latest in Alzheimer’s information, the degree toiethgroup members trust information
presented in this venue could be highly relevahtse interviewed were first asked where they
went for truthful and accurate information abouti#dimer’s disease. Regarding Facebook
support groups and primary care doctors, studygyaaints were then asked to rank truthfulness
and reliability on a 1 to 10 scale, with 10 beihg highest possible ranking. They were also
asked to what degree they verified information tfeeynd about Alzheimer’s disease. These
guestions were designed to gauge where Facebopbkigroups lie on the hierarchy of needs

gratification.
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Data Analysis

Though initial themes emerged during the transiompprocess, the data were sorted by
interview question so a line by line analysis cdoddconducted. Using grounded theory as a
guide, open coding was employed to determine becasejories of meaning, while axial coding
was used to identify any significant relationshye$ween categories. Excerpts were pulled from
the transcriptions to illustrate the key themes sutldl themes resulting from the analysis (Dutta
& Basu, 2007; Glaser, 1978; Lindlof & Taylor, 20185 needed, the data were subjected to
analysis using NVivo software. The resulting analysd discussion is covered in Chapters 4

and Chapter 5 of this thesis.
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Chapter 4 - Results

This purpose of this study was to develop a deapémore meaningful understanding of why
Alzheimer’s caregivers take part in Facebook supgaups, and to more fully describe their
experiences with Facebook group participation. Tésearch is descriptive in nature and was designed
to explore what motivates caregivers to take paRacebook support groups, to understand how
Facebook support groups are used, in additiontenlohg the perceived advantages and disadvantages
of the groups. Whether caregivers consider Facebopgort groups to be a primary and accurate
source of disease information was also probed.

The primary theme that emerged from this study eeasgivers’ desire for community based on
common experience. Subthemes that emerged incthéeability to gain context on the caregiving
experience, the seeking of and provision of advioe heed for emotional release and support. There

were also meaningful results related to informapamacy and accuracy.

Common Experience and Community
Both the literature and this study’s own data &ftbat geriatric caregiving, particularly
for homebound Alzheimer’s patients, can be a loa@ly challenging experience (Beinart, et al.,
2012; Diwan, et al., 2004; Schulz & Matrtire, 2008herefore, belonging to and engaging with a
community of others who have similar experiencebra@eds can be comforting. It's also a

documented benefit of support groups.

Bringing Context to the Caregiving Situation
Of those interviewed, seven mentioned that thaaelbook groups provide them with a

needed frame of reference for their own caregi@xgerience.
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You don't feel like you are the only one going thgh some of those things. You're

like ‘I don’t have it so bad,” and you read otharsd you're like ‘Why are you

whining?’ It's just kind of a support system to gbat | am pretty lucky because

we are not that far into it.

Caregivers consistently reported that they werefoded by the idea that they weren’t
alone and that they could compare experiences p@reipant described the feeling this way:
“It's like ‘Wow, people are going through the sathmg.” Another summed it up succinctly
when she said the groupeminds me that I'm human and that | know whatféeling is okay,
and that I'm not alone.” This was reinforced bytarowho said “knowing we’re all in the same
boat, that it's not just me” was the most importdunig she gleaned from group participation.

Caregiving is a lonely, lonely job. You give, givgive and have very little time

for a relationship, so it made me see that | amunajue. There are other people

who feel lonely, and who get depressed ... other lpefgeling the way | was

feeling, isolated.

Others said that the Facebook support groups helpedt their experience: “It gives you
a base to locate is this normal, is that normal.”

This context, of course, is developed through groteraction. When it came to the
motivations for group participation, some simplyetthey needed an outlet: “When you get to
the end of your rope and you're already banging yaad against the front door, you need
somebody to talk to.” Others took that a step fréxpressing interest in only connecting with
those who would intimately understand what theyeaging through. One study participant said

she couldn’t just talk to anyone — she needed éxpezd caregivers so that:
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When | say | resented his presence they aren’ggoithink I'm a horrible person.

They're going to get it and they aren’t going tth tee that | have to get rid of him,

or that | can’t do it. They’ll talk me through istead of out of it.

Another caregiver said “For me personally it's #igrmation and guidance that other
people who have ‘been there, done that, got thét-scan offer.” Another said she sought out
the Facebook groups because she was looking fgmol@ of people who would finally get what
| had been trying to say to other people who'veenéeen in this situation.” Of the caregivers
who had day-to-day, in person support from neaayilfy or friends, several noted that those
individuals didn’t always fully appreciate the demda of caregiving, nor did they understand
why the loved one shouldn’t be placed in a nursioghe or assisted care facility. One caregiver
addressed the latter notion this way: “(This i®) tight thing to do. He literally has no one else
... If I didn't do this he would be in a county hoared he's not bad enough to be in any facility
right now.”

Facebook support groups were also described lifglane” and as a place where

caregivers could get a glimpse of what's next @it charge as the disease progresses.

To Receive and Give Advice
In addition to providing a broader context for midual caregiving experiences,
caregivers’ need for advice was also gratified tpug participation. For instance, reasons cited
for joining support groups included the searchiidormation or new ideas they hadn't tried.
The terms “advice,” “hints,” “ideas” and “informat” were used frequently during interviews.
One caregiver explained it this way: “I would us®r advice, great hints, what you do if they
say ‘No.” What you do if they get agitated. Thera'®t of people that do offer very sound

advice.” Another said the information provided bhpde who had been caregiving longer was
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“priceless” because of their broader experiencezxeMhan one interviewee mentioned that the
groups were best for practical advice: “It's a g@tace to see how other loved ones have
reacted to things ... (and it) is kind of a good w@ayudge some things, though by no means am
| learning truthful medical stuff.” A majority ofategivers said they use the groups for
information or new ideas on how to care for théiarge. The most popular way caregivers
participated in groups was by reading informat@ncurating it for later use.

Aside from receiving advice, others noted the bigmef providing advice and helping
their fellow caregivers. Many of those interviewsadd that they’ve made friends in the groups
and said they spend time supporting others. Otather, one caregiver said: “I am not dwelling
on my situation ... just wanting to help, and th&#dpful when you're outside your own day-to-
day drama and possibly helping someone elseuktsrjot all about you, right?” One caregiver
took it as far as to say that she used the group oo helping others rather than helping herself:
“I've probably used it, honestly, more for ... givitigem advice, or help, or emotional support
than | do for myself.” Notably, there are documerbenefits for those offering support as well
as those benefiting from the support (Lepore,.efalll). Another caregiver equated group
participation to listening to her cohorts: “I ddéod of listening, which benefits me and the person
who's making the post. It's kind of like collectinglon't know, little nuggets of wisdom and
putting them in a basket for later.”

Caregivers also wanted to protect their commuidtyne addressed bad advice shared in their
groups, going as far as to suggest that group aganshould regularly monitor the groups for bad
information: “I've seen some people get themselaeslittle bit of a bind because you can’t trust
Facebook to provide you with the best legal infaiora” This level of concern is indicative of thegh

value caregivers place in this organically growmaaunity of common experience.
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The Need for Emotional Release and Support

With a sense of community also comes a certain @veomfort and security. These
concepts were particularly relevant for caregivetated to emotional release. Several caregivers
mentioned that they were looking for a place tottar “vent,” with some mentioning the need
to do so privately so as to avoid family drama. ©@aeegiver described an experience she had
when she first joined her open Facebook supporigro

When | first posted | posted a big long story ofmgothings that | was going

through and | was complaining about my family ie fhost not helping me, not

stepping up ... within two minutes of posting it mtygme is ringing off the hook

because, when you post in an open group everytfoogost goes directly into

your newsfeed for all your friends to read ... Ifasvever referring someone to a

support group like that | would suggest that thegklfor a closed group if they

don't want everybody to know their business.

She went on to relay that she then sent the graagerator a request to close the group.
The moderator quickly obliged and hadn’t realizZeel flull consequences of an open group.
Another interviewee stressed both the communityamdidentiality concepts: “It's kind of like
AA (Alcoholics Anonymous), except we're dealing widld people.”

Some negative aspects of emotional support weoedidsussed when those interviewed
were asked about the disadvantages of Facebookiuyppups. Issues cited included the
negative or rude attitudes of some group membdris. @rompted at least two study participants
to suggest that these groups needed an officiabnatat to set the emotional tone: “Someone
should really be monitoring these comments becgoseare speaking to people who are in very

sensitive situations, and when you're a caregineryou’re stressed out it takes one thing to
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push you over the edge.” Another caregiver lameritatlink sometimes people don’t think
before they start typing and one thing could redfiynage someone who'’s already in a tough
place.”

Despite concerns about privacy and negativityggaers still reported that Facebook
support groups were the best for emotional suppbiise interviewed were asked to describe
what kinds of support mechanisms they used asegyjiv@r. The interviewer provided six
categories to guide the conversation: one-on-oppat, face-to-face support groups, formal
caregiving or nursing training, print-based maitsrianline resources or Facebook support
groups. Most caregivers utilized more than onédnesé support mechanisms. In the interest of
determining which was most meaningful, they weked4o choose the best mechanism for

emotional support. The results are summarized bieTa

Table 1:

Best Support Mechanisms for Emotional Support
Support Mechanism Responses Percentages
One-on-One 2 13%
Traditional Support Groups 1 6%
Formal Caregiving/Nursing Training 0 0%
Print-based Materials 1 6%
Online Resources 1 6%
Facebook Support Groups 11 69%
Totals 16 100%
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As shown in Table 1, Facebook support groups weperted to be the best emotional
support mechanism by nearly 70 percent of respdad@me of those interviewed said she chose
the Facebook support group because:

| feel it is a place | can go to be validated, ymow with my feelings and my

experiences and my knowledge. | never thought aibdst way until it came out

of my mouth, but that's basically what it boils dote.

Another said “without a doubt” the Facebook page whe best for emotional support.
She went on to relay a recent experience:

A week ago | had been up and was dealing with sesees with my Mom. | had

seen her and it was a very poor visit for me wehih the nursing home. | left and

| got on my phone and | posted, ‘You know, | juaténthis disease. | hate that it's

stolen my mother and replaced her with a womanishaean and nasty, and | hate

the way | sometimes respond to this new woman.ef&twas a) flood of support
within a matter of minutes that was responding spady to my post, to my
concerns, and giving me encouragement and suppamermission to be human.

Other support mechanisms didn’t rank anywhereeclog-acebook as being best for

emotional support.

Facebook as a Primary Information Source
Access to information about the disease can imgra&lzheimer’s caregiver’s ability to
provide proper and effective care. Information coloé made available within a community of
common experience and, better yet, it may have beted by practical experience. However,
whether caregivers considered the groups to be@d, gzcurate source of information needed to

be explored.
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To determine how Facebook support groups were tawken compared to other
sources of information, caregivers were asked whfdhe list of six support mechanisms they

believed was best for information. The resultssaanmmarized in Table 2.

Table 2:

Best Support Mechanisms for Information
Support Mechanism Responses Percentages
One-on-One 0 0%
Traditional Support Groups 1 6%
Formal Caregiving/Nursing Training 2 12%
Print-based Materials 2 12%
Online Resources 5 29%
Facebook Support Groups 7 41%
Totals 17 100%

Of the six mechanisms considered, Facebook wed pibst often as the primary way to
get information, with online resources ranked aelsecond. The two combined made up 70
percent of caregiver responses.

One caregiver cited Facebook’s accessibility, desxy it as “quick and handy to get to.
| always have my phone and | can get online arahlgo look things up.” Another noted the
asynchroneity of Facebook as a benefit:

If | get up at 3 o'clock in the morning, someonealways up. There's always

somebody online ... it's like calling your girlfriengh and you got that somebody's

going to tell you something, and if they’re notyqu better believe by 6 or 7 you're

going to get more hits, more posts about whatewuestipn that you post, no matter
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what time it is. | like that and | can post and efdre you know it you've got about

ten people chiming in.

Another cited the attractiveness of informationegty more experienced caregivers
when describing her participation in a specificétamok group, the Alzheimer’'s Reading Room:

It felt like | was speaking with someone who re&ihew what | was going through,

who gave helpful hints. He attached different hideite papers and | really liked

the guy. He would attach different links to his wié and you'd be able to read

different links on Alzheimer’s ... and he was an Adiher’s caregiver and wasn’t

someone just preaching, he was someone who unddrstosed a lot of the hints

he suggested.

The need for information also motivated caregiverseek out and join Facebook support
groups: “l just hoped to get information to help omelerstand her condition and how to deal with it,”
said one caregiver. Some described the Facebogodugroups as a starting place for information and
said they relied on subsequent research or practicalidate what they found.

Several also mentioned that it was a place to ardlsave information for future use. For
example one participant stated: “I'm there to séatvother people tell them. I'm saving that
information for a future time.” Another reportétiweed through just to try to find something that
might be pertain to us or to know in the futurd. meed something this would be somewhere | could

turn.”

Facebook as an Accurate Information Source
Second to whether Facebook support groups weredawad a primary information
source, was whether they considered the informatiesented to be truthful. To determine this,

caregivers rated two scenarios for information emcyion a 1 to 10 scale, with 10 being the
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most accurate. The first scenario was informati@s@nted in their Facebook support group; the
second was information presented by their Alzhesneaitient’s primary care doctor.

Information presented by a doctor was considerdyl shightly more accurate (average
ranking of 8.17) than that presented in a Facelsogiort group (average ranking of 7.14). This
assessment was not without any challenges, howweeall rated both the group and doctor,
which was taken into consideration upon calculatiregaverages. Also, some participants rated
both the primary care physician and neurologisth\wome arguing that the neurologist was
really primary given the stage of the disease tray/their charge were dealing with. The
interviewer allowed study participants to choosechidoctor to rate and if they insisted on
ranking both, an average was calculated.

While there was little discussion offered on whgge interviewed rated Facebook in the
above manner, there was extensive discussion sutirogithe role of the doctor. Overall ratings
were high for doctors, presumably based on thedtica¢ education and expertise. Most of the
concerns noted had to do with lack of adequate witie doctors and poor bedside manner. One
caregiver described a recent visit to the doctor:

He asked me ‘Does he (her charge) ever hallucihAia? | said ‘Oh yes, yes he

has.” And he said ‘How?’ and | said, ‘Oh, | kindwish | had written it down. I'm

not sure.” He threw his pen in like disgust downtba desk ... | didn't have the

information at the ready and it disgusted him bsealcouldn't come up with

anything.

Of the whole group interviewed, a majority eithadmeutral attitudes or were positive
toward their doctor. The role of the doctor in soiigorovision is clearly an area for future

research.
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Those interviewed were also asked where they génevent for truthful information
about Alzheimer’s disease. Online resources wergt witen reported and included Alz.org,
internet searches and the Facebook group, thoeglattler was only mentioned by two of those
interviewed. One caregiver said they go to Alz.org:

Because | know that is put out by somebody who lewat they are talking about

... there’s one link, to another link, to anotheklin. you just keep reading the next

thing you know you are reading about something tlsg. It's a helpful tool.

Another interviewee mentioned the timeliness efitiformation provided by the
association in general: “The material that thegien out to the caregivers support group
meetings is the most up to date information inaegeand reality and the stages of Alzheimer’s.
To me, it's proven to be trustworthy.”

Those that mentioned online searches also saydabee careful about the sources they
used. This caregiver’'s sentiments summarized why:

The internet has a lot of BS on it and you havieet@ware of that. | don't think any

of us would 100 percent trust the internet ande#ds even more scrutiny when

you're talking about something that affects ... aldwone.

Multiple caregivers said they look for websiteshked by medical institutions or the
government. Examples given were sites organizetidayo Clinic, WebMD and the National
Institutes of Health. Another said she looks foesiwith a .org in the url or another nonprofit
designation:

(You) get better information from a .org than yowol flom a .net or .com site,

because you're dealing with someone who is theietlgtin the interest of offering

what they can ... you've pretty much devoted yoursethat topic.”
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What was clear from caregiver interviews was thahy use what they can get access to
and cross check between sources, though somedigjuelgment based on experience is
necessary. Some also wait for a consensus to gevelo

There were a lot of people who talked about cocailuiin the Facebook group)

... and | kind of watched those posts for a while aftdr time | could see that it

probably was just a placebo effect, and | didtkelihore research on it and | found

there really is no real basis for it.

This is consistent with a study by that found oalseekers of health information will

actively look for agreement among multiple sourdeierman, et al., 2014).
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Chapter 5 - Discussion, Implications and Conclusion

This purpose of this study is to thoroughly exanihmeuse of Facebook support groups by
Alzheimer’s caregivers. This study’s results ddsefmvhat motivates caregivers to take part in Faglebo
support groups, how the groups are used by camsgias well as exploring the perceived advantages
and disadvantages of the groups. Whether caregioesder Facebook support groups to be a primary
and accurate source of disease information waseaisiored.

This chapter includes a detailed discussion of easbarch question, and the study’s findings
and literature, where relevant. The study’s linnitag and future research is also discussed, pkatigu
since this research produced foundational knowle¢dgewill be useful to future researchers andé¢hos
in the health care profession who are ultimatedpomsible for bolstering support for the growing

caregiving population.

Caregiver Motivation to Participate in Facebook Suport Groups

Uses and gratifications theory (Katz, et al., 198%lains how consumers choose media
outlets and what they get in return. Prior to déstog how media are chosen, however, the needs
of the consumer must be vetted due to their ctililduence on motivation. R{sought to
determine which factors motivate Alzheimer’s cavegs to both seek out and take part in
Facebook support groups.

Overall, those interviewed revealed the need fmwramunity of common experience as
the plight of the Alzheimer’s caregiver is a lonelye. Caregivers reported that the Facebook
community gave them context for their individuapexience, the ability to timelessly receive

and give advice, in addition to and resulting inoéional release and support. The Facebook
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support groups were also considered primary andrateenough to motivate repeated group
participation.

What one expects from joining a social media supg@up, and whether those needs are
met, can also influence participatory behavior. &ding to Katz and colleagues, needs generate
expectations (1974). When caregivers were asked tlvbg expected to gain from Facebook
support groups, six said they didn’t have any etqigms, four said they expected emotional
support, three noted that they were looking focpeal advice, and one noted emotional and
informational expectations equally. In additionyf@f those interviewed only noted whether
their expectations were met, not what they wenelmther they had any prior to group
participation. Three said the groups were too negand caused further emotional distress.
Another was disappointed and a little worried tiat fellow caregivers were not very
knowledgeable about Alzheimer’s disease.

Regardless of expectations, all caregivers intgved continued to participate in the
groups. This is likely due to the many ways thedbaok support groups can be used to gratify
widely varying needs. Facebook users can creatdyaimdividual experience. Caregivers can
take or leave whatever content is most relevarit tieeds and customize the level of interaction.
For example, the caregiver concerned with the kadge of her peers took that as an
opportunity to begin mentoring group members asd eddirected negativity within the group.
Notably, this particular caregiver was among theevexperienced of the group interviewed.
Others wanted to passively sit back and perusexperiences and information provided as they
needed.

Due to the many ways Facebook support can be tisedjverse needs of caregivers can

be met. Consistently gratified needs will causactive user of media to continue using a
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preferred outlet. This is consistent with literatwn the adaptability of social media and its
current role in health (Cline & Haynes, 2001; Gonhat al., 2012), and falls nicely into line
with uses and gratification theory (Katz, et a@74). Though there is ample research on the
benefits of support groups, both on and off linevpus work does not fully examine the
experiences of Alzheimer’s caregivers on Facebdhbls study therefore extends previous lines

of research on the health-related impacts of ematiand informational support via Facebook.

Caregiver Use of Facebook Support Groups

After identifying and fully describing caregivenséeds, the study then turned to how
caregivers use the groups and usage’s link to ngrdi§ication. To examine how Facebook
support groups are used, REmply asked: What kinds of activities do caregsvearticipate in
when in Facebook support groups? Understandingdasegivers use this two-way social
medium should influence how health care professsouidlize Facebook to provide caregiver
support.

The majority of caregivers interviewed said thegd information and experiences
shared, with some even curating content for laarence. One caregiver equated her reading
activity with listening to her cohorts. Commentioig posts and creating posts were the next
most popular activities, with liking reported le&gtquently.

Reading about the experiences of others allonegoaars to passively tap into this
community of common experience and gain perspectiviheir situation. Multiple caregivers
reported that reflecting on others’ situations mtmban thankful and provided them with a look
into the future. This ties directly into the sulerie of context that emerged from the study
overall. Because of the isolation associated watiing for an Alzheimer’s patient, caregivers

said they often wondered if they were providing ltest care possible or if there were other
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ways they could help their charge through dailyéas. By reading Facebook content,
caregivers were gratified by information new tonthend were generally reassured about the
quality of care they provide. Having their doubdsleessed has emotional value and getting new
information has value in the day-to-day practiceariegiving. Both kinds of experiences
perpetuate group participation by gratifying cavegineeds.

Literature on support groups clearly indicates thay are a resource for both emotional
support (Baum, 2004; DuPertius, et al.,, 2001; kepet al., 2011; Pector, 2012) and
information (Heller, et al., 1997), and that grqagsticipation can be an empowering experience
for caregivers (Barak, et al., 2008). Clearly, garers are out to satisfy a mixture of needs
related to their situation, their background angezience, their relationship with their charge,
and other factors. Considering that all caregivaerviewed said the Facebook groups were
useful and emotionally gratifying, though to varyitdegrees, it seems to be one more tool that
can be employed by those in the health care priofesgho are obligated to bolster support. This
is even more compelling given that caregiver demplgics align with the fastest growing group

using Facebook (Madden, 2010; National AllianceGaregiving, 2009).

Advantages of Facebook Groups for Alzheimer’s Caragers

To more deeply explore gratifications, caregiweese asked to describe the pros and
cons of Facebook support groups. While the priotige describes how specific uses resulted in
gratified needs, this question was designed ta@etgivers’ broader perspectives on what they
were getting from the experience. RiQerefore asked: What are the benefits of Facebook
support groups for Alzheimer’s caregivers?

Benefits reported by those interviewed includednieng practical tips from other

caregivers and learning how others cope with thegreing experience. One caregiver with a

45



medical background noted that she still needegbthetical advice, further highlighting the
subtheme of context. Another advantage noted weaalihity to have a readily accessible outlet
for emotional release, another subtheme identifigtlis study. In addition, the ability to access
it at any time was noted and this mention of imratglgratification as an aspect of social media
usage was consistent with work by Urista and cgliea (2009).

Facebook support groups for Alzheimer’s caregiypeovide a way for caregivers to
share their problems, stories, encouragement avideadiith one another, which was consistent
with prior literature on support groups (Baum, 20DdPertuis, et al., 2001; Lepore, et al., 2011;
Pector, 2012). The end goal in all cases was taigeajuality care to their loved one, and to
survive the experience mentally and emotionallyn#&ority of the caregivers interviewed for
this study did not have formal training or expedein nursing or other caregiving activities and,
therefore they needed information and best prastameat the very least to know if what they

were doing was correct.

Disadvantages of Facebook Groups for Alzheimer’'s Gagivers

This study also looks at the reported disadvarstafgroup participation as an indicator
of gratifications not received. R@herefore asked: What are the perceived disadgestaf
Facebook support groups for Alzheimer’s caregivers?

Caregivers reported that they did not like theatiwg or poor behavior of some group
participants, as well as the presence of misinftiona- though the latter was almost always
described as well intentioned. This reinforces taaiegivers are motivated by what they judge to
be good, solid information and positive emotionglgort. Multiple caregivers also noted the

need for an authority figure to manage those belgavadly and to correct misinformation.
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Uses and gratifications theory holds that the seddndividuals generate expectations of
media, and that through media exposure needs atiéegt or not gratified, which influences
whether the user chooses to stay with the samesaumove on (Katz, et al., 1974). Notably
the caregivers interviewed for this study spentertone and were more forthcoming when it
came to talking about the advantages of groupgaaation versus the disadvantages. One could
conclude that this means they were very much gedtlfy group participation and perceived that
the positive effects far outweighed the negativesorurther, when describing the disadvantages
they had strong opinions on what should be dom®tect the issues they identified. This

illustrates the perceived value of the support gsou

Primacy of Facebook Support Groups as an Informatia Source

For information about Alzheimer’s disease, theeeraultiple sources and many formats
available. But because those caring for Alzheimpatents are socially isolated and pressed for
time, some sources are likely more accessible dbizars. R@ asked whether Facebook was
considered a primary source of information abouth&imer’s disease.

To support this line of inquiry, those interviewadre first asked where they went for
truthful information about Alzheimer’s disease. [@alresources were most often cited, and of
the 14 mentions, two specifically noted Facebogipsut groups first in their responses. This
was not surprising as most caregivers are esdgrtii@minebound with their charges, and the
internet addresses this and many of the documératekrs to traditional support group
participation. Among the barriers noted in literatwere lack of time and caregiver hesitancy to
leave their charges or admit they need supporti§T ahal., 2011). It is one thing to make time,
schedule temporary care for their charge and palgitavel to a face-to-face support group,

and quite another to passively read the experienicethers and any tips they might share. And,
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in fact, reading others’ content was noted as thsetmgratifying activity for caregivers taking

part in Facebook support groups. Because this paissgve reading activity can take place in the
general online space, it was not surprising thiatwanue is a primary source of informational
gratification, and that caregivers returned todhkne space again and again.

Though primary, caregivers did indicate that #gitimacy of their online resources was
important. Several mentioned the Alzheimer’'s Asatien’s official website, and noted that
other reliable sites were endorsed by medicaltutgins, the government or other nonprofit
organizations. This is consistent with literaturehmw internet users judge websites and their
content to be credible (Diaz, et al., 2002; Grgéf3).

In addition, this study pitted more traditionalarmation authorities (i.e. doctors) against
social media to determine how gratifying Facebagbp®rt was to Alzheimer’s caregivers.
Caregivers were asked to rank both informationrgddefrom Facebook groups and that
provided by doctors. Surprisingly, information preted via Facebook came in only slightly
lower than that provided by doctors. This can bglared, in part, by some negative attitudes
toward doctors, as described in Chapter 4. Howeatves clear that the medical profession is
still considered a factual authority when it cortea clinical understanding of the disease.

Though online information sources were noted asgny when it came to Alzheimer’s
information, the Facebook support groups were destmore as a starting place for caregivers
who use many sources to cross check and verify thiegtreceive. This is consistent with
literature showing that the search for health imfation is a primary activity for a great majority
of internet users (Fox, 2011) and that social medecoming more and more influential when

it comes to health (Gorham, et al., 2012; NRC, 2011
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One thing to note: additional exploration is nektteprobe what caregivers consider to
be factual information, and how it differs from ptigal advice and emotional support. When
asked about information during interviews, it whsac that the term meant various things to

caregivers. This may be an area for future studycarification.

Accuracy of Information in Facebook Support Groups

Determining what to believe in the online conteaih be a challenge, particularly on
social media platforms like Facebook where usensbeaas much information producers as they
are consumers. So while Facebook may hold pronsisetaol for health care providers to
connect with caregivers needing support, whethfernmation presented in this venue was
believed to be accurate is a valid question. Tloeegicaregivers were asked to elaborate on their
perceptions of information presented to determihetiver that characteristic was compelling in
some way. R@asked whether information presented in these growgs believed to be
accurate.

Caregivers were first asked whether they verifiddrmation received in the Facebook
groups. Though there were varying definitions oaih meant to verify, the overall response
was a resounding “yes.” Many reported that thegshecked online information in various
ways, which is consistent with literature (Ledermetnal., 2014). Some also said that in the
Facebook support groups they waited for a consenstsvelop over time before deciding if a
piece of information had value.

More than one caregiver took verification to medrether what they learned worked in
practice. This further highlights the need for picad information on dealing with the day-to-day

duties of caregiving. This also ties back into shedy’s subthemes of context and advice.
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Just because the caregiving demographic appebssgart of the fastest growing group
on Facebook is not reason enough to assume thig/toatd work well to provide medical
information to caregivers. Information provided de¢o be relevant and it may be possible that
practical tips are more important in the day-to-dagtext than medical information. That's not
to say that medical facts aren’t important, buyten’t appear to be a primary motivator
driving group participation. This finding will besaful as those in the health care profession
develop best practices to effectively utilize Famsbsupport groups to provide informational
support.

Though this study clearly supported the notiort @motional gratifications were
motivating and perpetuated group participation,sdw@e wasn’t necessarily true for factual
information. Caregivers had a hard time separamgtional support from informational
support. Notably, the receipt of needed informatias emotional benefits. Future studies should
better parse information and emotional gratificaigo that the implications of gratification

levels can be more clearly defined.

Conclusion and Implications

As baby boomers age, more families will be faceithwie burden of providing care for their
ailing elders. Caregivers will turn to the intera@d social media for critical health informatiarmda
emotional support, though until now there has kebmited understanding of how Alzheimer’s
caregivers use Facebook support groups. The pugddbes study is to describe what kinds of actest
caregivers engage in in these groups, explore mbétates caregivers to participate, and detail the
perceived advantages and disadvantages of thegrdilgether Facebook support groups are
considered a primary and accurate source of disefgenation is also discussed.

Caregivers describe Facebook as a highly-valuediaoelssible community. This community
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has reported emotional benefits as well as prdatives, all of which seem to overcome any perceived
disadvantages. Uses and gratifications theory wafilin exploring the varied facets of Facebook
support group participation, particularly whenante to motivation. Clearly, if an individual is geg
what they need from a particular social transagctibay will continue participating. Emotional suppo
and practical advice was reportedly more motivativam factual medical information, which was a
unique finding that also bears further research.

These are all salient points for health care psybesls, who some believe are reluctant to
interact with patients via social media outlete Ikacebook (Hawn, 2009; McNab, 2009). Due to this
criticism, it would appear that this is a perfepportunity for the health care industry to diptas into
the social media waters. There is also some urgenitys given that Alzheimer’s disease is expetted
triple by 2050. It is incumbent on health care pssfonals to plan now how they will engage with
caregivers to provide support and information. Back not only already hosts support-related
activities, the medium overcomes several signifieacessibility barriers unique to this caregiving
population. This reality further emphasizes thedeetake support to the caregivers instead of ngaki
them come to it. A dynamic online community alreaetists — it just needs to be tapped.

Providing an information authority may be one waglth care professionals can tap into these
groups. However due to the presence of some negattivudes toward doctors, the way that they
participate will need to be carefully constructedae of a knowledgeable partner, so that caregiver
participation continues. After all, if gratificahcstops and caregivers feel they are being crécciar

addressed in a condescending manner they could amteanother group or support mechanism.

Recommendations for Future Research

By describing the nature of the Facebook-relatgubegnces of this small sample of

Alzheimer’s caregivers, this study gives healtreqanofessionals a place to begin figuring out hestb
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to use existing Facebook support groups to engdtfpeanwd provide support to this population. Thetnex
logical step is to develop best practices to effett engage with Facebook support groups in a way
that creates meaningful two-way dialogue betweeegraers and health care professionals. This study
provides a theoretical foundation on which to btiidse best practices.

This study was descriptive in nature and, therefiolentified several potential future
lines of inquiry. Already noted was the need tordeleeper into separating emotional and
informational support with the purpose of more diediscerning the impact of gratification
levels on group participation.

Additional areas for future study include:

Whether health literacy impacts caregiver perspeain gratifications received

and influences participation.

- Whether the strength, or quality, of relationshipthin the support groups
influences perceptions of information accuracy.

- Whether length of group membership influences pigdint perception of
gratifications received, and whether that impactgivation.

- More clearly defining the role of the doctor in piding support. Multiple
caregivers criticized the help they received framatdrs. A deeper exploration of
this phenomena will be useful in developing beatpces for tapping Facebook
support groups, but could also have the poterdiahthance overall medical and
emotional support for Alzheimer’s caregivers.

- Whether the themes identified in this study wodslanate on the international

stage. Alzheimer’s is, after all, a global epidemic
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- Whether there would be any differences in gratifases reported when
comparing urban and rural populations.
- What kinds of technological devices are used faebaok support group

participation, and whether there is any influenneerceived gratification.

Study Limitations

Like most studies, this one was not without limdas. Since the data were self-reported
and collected via interview, some of it may be sabye in nature. Also in this study 20
interviews were conducted, only 18 of which werahls due to technical difficulties with two
of the audio recordings. This study was descripdiveg exploratory in nature, and with such a
small sample size cannot be generalized to therexypes of all Alzheimer’s caregivers who use
Facebook. Another limitation was that a majoritytiod interviews were conducted via phone,
when the original intent was to capture video. Mahthe caregivers did not already have video
conferencing capabilities and though the researattempted to coach some interviewees
through installing Skype, requiring video would kdikely reduced participation levels.
Although one of the final interviews was conductét Skype, audio files were transcribed

across the board so as to mitigate any concerng #® consistency of the data.
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Appendix A - Interview Guide
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