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Abstract

from alcohol-induced Korsakoff syndrome (KS).

Background: Korsakoff’'s syndrome (KS) is a debilitating psychoneurological disorder that can occur in adults with
alcohol use disorder (AUD). People with KS experience a sudden onset of symptoms including confabulation,
anterograde and retrograde amnesias, apathy, issues with vision and gait, and lack of insight. Frequently an adult child
of the parent with alcohol-induced KS becomes the caregiver, regardless of the status or quality of the relationship with
their parent. While there is a rich literature base in the areas of adult children of parents with AUD and caregiving,
there are no studies that have explored the experiences of adult children caring for a parent with alcohol-induced KS.
This study aimed to explore the experiences of adult children who provide care for a parent or parental figure suffering

Methods: This study used a generic qualitative approach with thematic analysis using both in person and web-based
video interview methods and field notes to address this gap in the literature. Eight individuals participated in the study,
men (n=2) and women (n=6), with participants ranging in age from 31 to 43 years (average age 37 years).

Results: Five themes emerged: addiction and the adult child, experiencing caregiver burden, experiencing a variety of
emotions, professional healthcare experiences, and observations of symptoms. These themes emerged over seven
anchor events in their caregiving experiences: interactions with their parent pre-diagnosis, parent’'s medical
emergency, hospitalization, diagnosis, housing, legal, and financial.

Conclusion: The results provide a foundation for future research in the areas of KS, caregiving, and adult children of
parents with AUD. They also provide a basis to inform the development of interventions with this population and
demonstrate a need for more awareness of KS among healthcare professionals.
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Background

Korsakoff’s syndrome (KS) is a permanent psychoneurological
syndrome caused by thiamine depletion, most commonly as a
result of alcohol use disorder (AUD) [1]. It is often discussed in
combination with Wernicke’s encephalopathy (WE) as
Wernicke-Korsakoff syndrome (WKS). Wernicke’s
encephalopathy is the initial acute stage of brain swelling; if
thiamine is quickly restored, recovery is possible [2]. If left
unrecognized and untreated it can be fatal or result in KS [1].
Symptoms of KS include anterograde and retrograde amnesia,
confabulation, apathy, social impairment, nystagmus, and
impaired gait. It has a sudden onset, typically between the ages
of 45-60. As most cases are misdiagnosed, there is some debate
if it is always preceded by an episode of Wernicke’s
encephalopathy [3,4]. Those diagnosed with KS are usually
unable to live independently but may not be aware of or have
insight regarding their condition. Therefore, they may be
confused and resistant when the adult child takes responsibility
for aspects of their life such as housing, healthcare, finances, and
legal matters as their informal caregiver. Caregivers are at risk
for lower measures of various aspects of physical health, mental
health, and overall wellbeing [5-9]. Wood and Tirone [10]
suggested there may be additional challenges for those caring for
someone with an addiction-related disorder such as confusing
caregiving with enabling, experiencing consequences from the
care recipient when trying to engage in self-care, and increased
social isolation due to stigma and the care recipient’s specific
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behaviors. Family members of a person with an addiction-related
disorder reported that there is little to no access to specialized
services to support them as most treatment programs only offer
resources within the context of treating the family member with
addiction. These family members also report more physical
ailments and prescription medication use [11]. Those caring for
a family member affected by a mental health or addiction-related
diagnosis reported higher levels of stress, fatigue, anxiety,
depression, isolation, and resentment [12]. Hodges and Copello
[13] noted that adult children caring for an adult with problem
drinking behaviors experienced significant interpersonal conflict
with the care recipient. It remains to be explored if this would be
true of adult children who care for a parent with alcohol-induced
KS. A study of adults diagnosed with KS in the Netherlands
found that 26% of the participants were being cared for by an
adult child [14]. Beyond the basic demographic information, no
other information about KS caregivers has been collected;
therefore, healthcare professionals generalize the needs of
caregivers of other chronic illnesses (like dementia). While there
may be similarities, this generalization has no foundation in the
literature and does not take into account the unique and chaotic
nature and dynamics of families affected by AUD. These
families may experience further stigma and marginalization
when seeking healthcare services [3]. The purpose of this study
was to gain an understanding of the experience of adult children
who care for a parent or parental figure with alcohol-induced KS.

Methods

Study design

This study was conducted using a generic qualitative
methodology with thematic analysis as described by Percy et al.
[15]. The generic approach was the most appropriate qualitative
approach for this research study because it explores the content
of the experiences of the participants as well as their thoughts and
reflections on these experiences. This approach can be useful
when conducting initial studies with populations that are
underrepresented and is specifically indicated to expand the
research base due to the wide range of needs and situations of
adult children’s caregivers [13,16].

Participant Selection and Recruitment

A purposeful, maximum variation, saturation sampling was used.
Inclusion criteria: age 18 years or over; caring for a parent or
parental

Table 1: Participant demographic information

figure who has alcohol-induced KS, and living in the United
States. Potential participants who may have experienced extreme
distress or exacerbation of untreated symptoms of mental health
disorders when discussing caring for their parent were excluded.
Recruitment was through advertising in a Facebook group for
those affected by KS, a Facebook group dedicated to adult
children of parents with AUD, and on the Family Caregiver
Alliance’s graduate research registry. The recruitment protocol
was amended in response to the COVID-19 event and stay-at-
home orders. The sample was composed of eight adults; six of
the participants were female, two were male, and the ages ranged
from 31-43 (average age was 37 years). The demographics of the
participants are presented in Table 1.

Data Collection and Analysis

All interviews were conducted by the principal investigator. The
first five interviews were conducted in-person in public locations
that offered private space to protect confidentiality in a location
that was convenient to the participant. Due to the COVID-19
pandemic and subsequent orders to stay home, the remaining
interviews were conducted online through a secure web-based
video portal. A series of open-ended questions were asked to
guide participants in describing their experiences caring for their
parent with KS. Field notes were taken to record any significant
behaviors of the participants. The interviews lasted
approximately one hour each, were recorded with a digital audio
recorder and transcribed into Microsoft Word. The field notes
were summarized for each participant and included with each
transcribed interview. QSR NVivo 12 was used to assist in the
analysis. The data were analyzed through the process of
inductive analysis as described by Percy et al. [15]. The data from
each interview were analyzed individually to identify patterns.
The patterns from each interview were then combined across all
interviews and streamlined into the themes discussed below.

Researcher-Designed Guiding Interview Questions

The following prompts were used in the interviews:

1. Please share with me what it was like to grow up in your home.
2. Please walk me through how your parent came to be diagnosed
with Korsakoff’s syndrome.

3. Please share with me how your life changed after your parent’s
diagnosis.

4. 1 am wondering, given your experiences with your parent,
what have been the most challenging aspects of caregiving?

Participant | Gender | Age (years) Marital Status | Children | Highest Education Completed | SES Parent
1 F 37 Y High School Middle | Father
2 F 43 P Y Doctorate Middle | Mother
3 M 34 S N College, no degree Middle | Father
4 F 35 M Y Masters Upper Mother
5 F 40 M Y Professional Degree Middle | Mother
6 F 42 P Y Masters Middle | Father
7 M 31 M N Bachelors Middle | Father
8 F 37 M Y Doctorate Upper Mother

Note. SES = socioeconomic status. Marital Status: M = married, P = partnered, S = single. All participants identified as White, non-Hispanic, Latino, or Spanish.
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Results

This study yielded a substantial amount of rich data about the
experiences of adult children caring for a parent with alcohol-
induced KS. Five themes emerged from the data: addiction and
the adult child, experiencing caregiver burden, experiencing a
variety of emotions, professional healthcare experiences, and
observations of symptoms. Across these themes, 23
psychological experiences were identified across seven anchor
events. The full tables of meaning units and sub themes can be
requested from the corresponding author.

Theme 1: Addiction and the Adult Child

The participants shared stories and examples of their parent’s
addiction-related behavior; all but two of the participants
described childhood memories affected by AUD. All participants
described parentification (e.g. ‘I’'m her parent right now’; ‘it’s a
weird process becoming the parent to your parent’). The
participants described conflict with other family members related
to their parent, confronting their parent about their AUD before
the onset of KS, and expecting their parent to have another
alcohol-related health issue, such as cirrhosis, cancer, or kidney
failure. As they were not aware of KS before their parents’
diagnoses, the participants did not anticipate having to care for
memory or behavioral issues. The perception that addiction is a
choice extended to behaviors related to KS and led some to
question the nature of their relationship with their parent as an
adult child. Participants discussed how the KS diagnosis further
impacted their relationship (‘it’s learning how to have a
relationship with a sober person that can’t remember anything”).
Participants who had distanced themselves from their parent due
to their AUD suddenly became involved in their parents’ lives
after the KS diagnosis and experienced conflict when trying to
navigate the dynamics of their relationship (‘I’ve thought of her
as a black hole for a long time, sort of like to get anywhere near
is to get sucked into the darkness”).

Theme 2: Experiencing Caregiver Burden

Participants’ descriptions of caregiver burden included feeling
that they had no choice in becoming their parent’s caregiver,
feeling unsupported, going against their parent’s wants, housing
issues, questioning their efforts, self-sacrifice, and tasks. This
theme illustrated both the psychological burden as well as the
burden of completing time-consuming tasks to care for their
parent. The participants who did not want to re-engage with their
parent acknowledge that they legally had a choice, but they were
not comfortable with their parent becoming a ward of the state,
creating a moral or ethical conflict. Many described how their
parent had alienated partners and other family members, leaving
the participants to make decisions about their parent’s healthcare,
financial, housing, and legal matters on their own, often knowing
that they were going against their parent’s wants or plans for their
life before the KS diagnosis. Two participants shared that they
were representing their parent in their parent’s divorce
proceedings. Housing issues emerged as a significant concern for
all participants. A person with KS cannot live independently, and
with the sudden onset, there is little time to transition from
independent living to assisted living or living with family. Only
one participant found a placement for their parent that could
adapt to the unique needs of a person with KS. Others shared

being denied by assisted living arrangements, or losing
placements due to their parent’s behavior or finances.
Participants questioned if their efforts on behalf of their parent
were making a difference, often within the context of not fully
understanding the diagnosis and treatment options. Participants
expressed a desire to help their parent, but also a fear that if their
parent recovered, they would resume drinking. All participants
discussed sacrificing their energy, emotional wellbeing and
resources to care for their parent. Issues such as balancing caring
for their parent as well as their own partners and children were
discussed, as well as the impact of crossing previously set
boundaries for engagement with their parent.

Theme 3: Experiencing a Variety of Emotions

A wide range of emotions was described by participants
throughout the interviews. Of the 22 emotions uncovered in the
interviews, 17 were presented as painful or unresolved for the
participants. The complexity of the participants’ emotional
experiences impacted their relationships with their parent and
other family members. The participants also demonstrated
detachment and empty-chair processing during the interviews.

Theme 4: Professional Healthcare Experiences

A significant part of the adult child caregivers’ experiences was
interacting with healthcare professionals. They shared the
common experiences of their parent experiencing a healthcare
crisis that involved the onset of KS, hospitalization,
recommendation of supervised care, and managing follow-up
care. When discussing their interactions with healthcare
professionals, six subthemes emerged: the term alcoholic
dementia, healthcare resources, lack of information,
misdiagnosis, positive experiences, and stigma. Most of the
participants struggled with finding professional support and
guidance from physicians.

Theme 5: Observations of Symptoms

Participants discussed a variety of physical, emotional, and
cognitive symptoms they saw in their parent with alcohol-
induced KS. Most of them were observed during their parent’s
medical emergency or after diagnosis when the caregivers had
more interaction with their parent. The caregivers identified 21
symptoms, with no prior knowledge of KS they could not
determine which symptoms were indicative of the onset of KS
and which were related to chronic alcohol use or co-occurring
diagnoses.

Experiences by Anchor Events

The participants described both the internal and external anchor
experiences of caring for their parent with alcohol-induced KS.
Figure 1 shows the psychological experiences described by the
participants during each event in their care experience. The
anchor events are listed in chronological order, and the
psychological experiences are listed in the order they emerged
during the anchor events. The next level of organization is by
number of anchor points affected, then the impact on the
caregiver (increasing in valence within each time point).
Participants described their relationship with their parent before
diagnosis and shared a wide variety of emotions. This event is
referred to in Figure 1 as Interactions with Parent Pre-Diagnosis.
The participants described a medical or psychiatric emergency
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that led to at least one hospitalization and then diagnosis. Some
participants described more than one hospitalization experience
with their parent. After the parent was diagnosed, participants
discussed the process of finding housing for their parent. The
housing process was typically connected to the parent’s
discharge from the hospital, as they could not return to living
independently, and due to the sudden onset of the illness, no prior
arrangements had been made. The housing process often
triggered involvement in their parents’ legal and financial affairs.
The experiences of the adult children caring for their parent with

KS can also be interpreted by the number of emotions expressed
at each event. Participants shared the greatest number of
emotions when discussing their interactions with their parent pre-
diagnosis, followed closely by their discussion of their parent’s
diagnosis of KS. The next event was handling their parents’
housing situations. Participants described fewer emotions when
discussing their experiences with their parents’ hospitalizations,
and the same number of emotions when describing the events of
the medical emergency, legal, and financial issues.

Experiences Interactions Parent’s Hospitalization Diagnosis Housing Legal Financial
with Parent Medical
Pre-Diagnosis Emergency
Conflict with Self | Conflict with Self
Frustration Frustration
Overwhelmed Owverwhelmed
Victimization Victimization e— Victimization Victimization
Resignation Resignation e—) Resignation
Sadness Sadness Sadness
Pride Pride Pride —————
Anger Anger Anger ANZET —
Disbelief Disbelief Disbelief ——
Empathy Empathy Empathy s—
Resentment Resentment Resentment Resentment
Gratitude Gratitude Gratitude
Embarrassment Embarrassment
Regret Regret
Love Love
Resilience Resilience
Fear Fear Fear Fear
Surprise Surprise Surprise
Lack of Choice Lack of Choice Lack of choice
Anxiety Anxiety
Stigma Stigma Stigma
Guilt Guilt  —
Helpless Helpless Helpless

Figure 1. Psychological experiences by order of occurrence, number of anchor points affected, and impact on caregiver (negative to positive) across anchor events. In general,

legal issues preceded financial, but this may vary by individual situation.

Discussion

This study revealed seven caregiving anchor events and five
themes that combined to make up the experiences of the adult
child caring for a parent with alcohol-induced KS. The
caregiving anchor events can loosely be chronological, keeping
in mind that some may experience multiple hospitalizations and
the caregivers may encounter the housing, legal, and financial
issues at various times during their caregiving experiences. These
events are a logical progression of what is involved caring for a
parent with KS in the United States, and the themes further
illustrate the degree of caregiver burden, both in emotional
experiences and tasks. Regardless of age of onset of the parent’s
AUD, the adult child was affected by their parent’s addiction-
related behaviors. This led to a range of experiences, such as
having to care for their parent, trying to minimize the severity of
the impact of their behavior, confronting their parent,
experiencing conflict with other family members, perceiving
their parent’s behaviors as a choice, and ultimately questioning
their relationship with their parent.  Existing literature
demonstrated that parental AUD can have a profound effect on
the child [17-20], but there is little to show how this relationship
evolves as the child becomes an adult and takes on a caregiving
role to their parent. The adult child re-engaged in their parent’s
care after the diagnosis of KS. Participants encountered
healthcare professionals with little or no awareness or knowledge
of the diagnosis. Many symptoms of WE and KS are similar to
acute alcohol withdrawal [4, 21]; participants reported their
parent was misdiagnosed and stigmatized.

Those with KS may also have complex medical needs but poor
insight into their diagnoses and levels of functioning, requiring
more support from both formal and informal caregivers [22].
There is a paucity of studies to inform professional or informal
caregivers as to how to care for a person with KS, leaving
individuals to navigate this difficult situation on their own [23].
Participants felt they had no choice in taking on a caregiving role
and received little or no support from other family members. The
adult child may be the only person willing to become a caregiver
due to the negative impact of AUD on family and social
relationships; this perceived lack of choice may lead to higher
levels of stress [24-25]. Caregivers of those with addiction-
related disorders often have a smaller social network, fewer
resources to care for their family member, and less ability to
prioritize their own self-care [26]. Participants described a
variety of tasks that addressed their parent’s housing, medical,
legal, and financial needs; in performing these tasks they often
had to make decisions that they felt their parents would not have
wanted them to make. People with KS do not have insight into
their abilities, so they think nothing is wrong. Therefore, they
frequently resist changes with housing, financial matters, and
legal status. Since communication skills are not affected, others
may perceive the person as having full capacity, causing legal or
ethical complications [27-28]. All participants shared that they
did not have enough information or resources to make caregiving
decisions, and described the various ways in which they sacrifice
the needs of their own families and wellbeing to care for their
parents. Participants recognized that it was normal to care for a
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parent as they aged, but they did not expect to be caring for their
parent in middle age, or when they were also juggling the
demands of raising their own families. Caregivers shared a wide
range of emotions and described several of their parents’
symptoms. Caregivers of those affected by AUD could be at
higher risk for significant levels of stress, depression, anxiety,
resentment, and isolation [12-13]. Three experiences were
consistent across all caregiving events and occurred with other
emotions: conflict with self, frustration, and feeling
overwhelmed. Anger was discussed pre-diagnosis, at diagnosis,
and when discussing legal and financial issues. Participants
described feeling like they did not have a choice during
hospitalization and when managing housing, legal, and financial
issues; these are the caregiving events that are task oriented.
Therefore, caregivers experienced both the task-oriented and
emotional aspects of caregiver burden as described by Pearlin et
al. [29]. Participants expressed resentment pre-diagnosis, at
diagnosis, and when discussing legal matters, consistent with
experiences of adult children of parents with AUD [30]. It is
logical that participants would express resentment during the
events that are directly related to the parent’s AUD when the
adult child views the addiction as a choice, especially when those
events resulted in the caregiver taking on personal legal matters
such as divorce. The participants described experiencing stigma;
it has been established that stigma can have a significantly
negative impact on caregivers and is a common issue among
those caring for someone with an addiction-related disorder [12,
31-32]. Lack of their own awareness contributed to experiencing
surprise at the medical emergency and diagnosis, as many
expressed that they were unaware of the diagnosis prior to their
parent’s experiences and that they expected other health issues
instead. While most of the experiences and emotions discussed
were presented as negative or painful, a few positive emotions
were expressed. Participants expressed love for their parent and
resilience during the pre-diagnosis event. Gratitude was also
expressed pre-diagnosis and again during diagnosis; participants
were grateful that their parent’s situations were not life-
threatening or more severe. Participants expressed pride pre-
diagnosis, during hospitalization and diagnosis events.
Participants were proud of their ability to advocate for their
parent and proud of the rehabilitative progress their parent made
after receiving care. The positive aspects of caregiving should
not be overlooked by future researchers on this topic, as it could
inform strengths-based interventions for clinicians.

Implications

This study added knowledge to the areas of adult children of
parents with AUD, KS, and caregiving. The findings of this study
elaborated on the knowledge of the multigenerational impact of
alcohol use disorder. If the parent develops KS, it could
potentially re-engage the adult child who may have intentionally
distanced themselves. The parent’s AUD is now affecting both
the adult child and the adult child’s own family and children [33].
There is a lack of consensus in the current literature regarding
specific diagnostic criteria for KS [3]. One common statement is
that KS is the result of untreated episodes of WE caused by
chronic alcohol use. In this study the participants shared a variety
of timelines of their parent’s alcohol use; while six participants
discussed memories of their parents drinking excessively since
their childhood, two participants stated their parents had only

developed AUD a few years before their KS diagnosis.
Participants also described a wide range of symptoms they
observed at the time of their parent’s medical emergency and
diagnosis; this information could further inform the
conceptualization of the syndrome. The caregivers’ descriptions
of their parent’s symptoms were consistent with the existing
literature on KS. The generally accepted list of symptoms
includes irregular eye movements, apathy, anterograde amnesia,
retrograde amnesia, ataxia, confabulation, neuropathy, lack of
insight and disorientation to time and place; onset may or may
not occur after an episode of WE [3-4,34-36]. The participants
described symptoms more commonly associated with acute
alcohol withdrawal or post-acute withdrawal syndrome,
indicating an opportunity for education and support as they care
for their parent. The most confounding symptom for caregivers
was the lack of insight of their parent, as this complicated
facilitating healthcare, housing, and legal decisions. Caregivers
often had to decide to go against their parent’s expressed wishes
in order to secure housing or make healthcare decisions, a
phenomenon that van den Hooff and Goossensen [37] referred to
as “imposing care” (p. 71).

Healthcare Professionals

This study provided several insights that could be useful for
healthcare providers and addiction professionals. The caregivers
described relationships with their parents and other family
members as being characterized by conflict and a wide range of
complex emotions that included resentment, embarrassment, and
victimization. As quality of relationship between caregiver and
care recipient can be a protective factor against caregiver burden,
it is likely that this population would be at a high risk for
caregiver burden or other stress-related problems [38]. Those
with AUD or KS may exhibit several mood symptoms or
disruptive or embarrassing behaviors which may lead to
significant symptoms of depression or burden in the caregiver
[39-40]. Some with KS may have stopped drinking just prior to
their diagnosis or as a result of their diagnosis. A supportive
family is vital to coordinating the multidisciplinary team that is
needed to support stabilization and partial recovery for those with
KS, but in many cases the family members not prepared to
engage as quickly as would benefit the person with KS [41].
Caregivers may become hopeful that they can reconnect with or
repair their relationship with a sober parent; however, the
cognitive and affective symptoms of Korsakoff’s syndrome may
prevent this, causing further distress to the adult child [42]. Like
caregivers of dementia, caregivers of KS may experience pre-
death grief and would benefit from professional support to
process this experience [43]. Mental health professionals
working with caregivers should be aware that issues related to
being raised by a parent with AUD are further complicated by
caring for a person with a sudden onset of KS and who may have
co-occurring medical or psychiatric diagnoses. Each of these
factors alone would be clinically significant [44-46]; this
research shows the potential complexity of psychological
experiences across caregiving events when these factors
combine. Caregivers may present as detached and could benefit
from a clinical interview style that is closer to information
gathering at first than focusing on the individual’s potential
psychopathology [47]. The initial information gathering process
could be therapeutic in a way that is less direct, but still revealing
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about the caregiver’s needs. The age of onset complicated the
housing issue for many; their parents were not old enough for
age-related financial benefits and most memory care assisted
living facilities are designed for older residents. Korsakoft’s
syndrome by itself does not affect longevity. In a study of
patients with alcohol-induced KS, half of the participants died
within eight years of diagnosis, mostly due to cancer or serious
bacterial infections [48]. Caregivers will need case management
services to assist with longer-term financial planning for their
parent as well as support to help them manage their parent’s
needs as well as the needs of their own young families. The
findings highlight the need for increased awareness of KS. If an
episode of WE is treated quickly it can prevent the onset of KS
and provide an opportunity to educate the person and their family
[4]. However, it is often mistaken for acute alcohol withdrawal
or other diagnoses unrelated to addiction, and the opportunity for
prevention is missed. It is often assumed that permanent brain
damage is the result of years of chronic alcohol use; while some
cognitive effects have been attributed to usage over time, the
amnestic symptoms of Korsakoff’s syndrome can occur acutely
when alcohol is consumed while malnourished [49]. Even when
diagnosed correctly and timely, caregivers are still unable to find
accurate information, leaving them questioning if their efforts are
making a difference or worth their time and sacrifice.

Research

This study demonstrated the challenges with recruiting this
population. There is no central organization dedicated to KS with
a network of patients, researchers, and care providers, so
recruitment for this study was done primarily through social
media. While it has been an effective recruitment tool for many
other psychological or medical studies, it presents privacy
concerns and eliminates potential participants who are not on
social media [50]. There is a demand among this population to
be heard; the researchers received many inquiries from those did
not qualify because they had a relationship other than adult child,
their care recipient’s KS was not due to alcohol, or they were not
in the United States, presenting avenues for future studies. There
is a need for further research to build from this data to create
future qualitative, quantitative, or mixed-methods studies; first
qualitative to uncover new conceptualizations about addiction-
related phenomenon, then quantitative to study the relationships
among them [51].

Limitations

Korsakoff’s syndrome is often misdiagnosed or underdiagnosed
[3,52], and there is currently no professional association or
foundation in the United States dedicated to education, treatment
or research. Recruitment was primarily from a social media
group dedicated to Wernicke-Korsakoff syndrome. While social
media has been demonstrated to be an effective recruiting tool to
access rare populations, it also has its limitations, such as privacy
concerns [50, 53]. It is likely that there are other adult children
caring for a parent with alcohol-induced Korsakoff’s syndrome
who are not active on social media or in the group and who are
not connected with the Family Caregiver Alliance. It is also
possible that many in this population were hesitant to come
forward due to fear of or prior negative or stigmatizing
experiences. Even as adults, children of parents affected by
alcohol use disorder may not easily disclose information about

their family due to a need to maintain balance and a perception
of normalcy [54]. While generalization is not the goal of a
qualitative study, it is worth noting that the sample did not
include anyone reporting lower socioeconomic status or a race or
ethnicity other than Caucasian, non-Hispanic, Latino, or Spanish.
Therefore, it is not known if those with a lower SES or different
racial or ethnic backgrounds have different caregiving
experiences. Also, while two of the participants were males, they
were both caring for their fathers, so the mother-son dynamic was
not represented in this study. This study focused on the
experiences of those currently caring for a living parent with
alcohol-induced KS, so another limitation is that topics related to
end of life were not discussed. Due to the COVID-19 pandemic,
the last three interviews were completed over a secure web-based
portal instead of in-person. While video-based online interviews
have become accepted for use in qualitative research, in-person
interviews are still preferred due to the role of non-verbal cues in
communication, possible ethical issues surrounding technology
use and confidentiality, and the ability to create rapport between
the researcher and participant [55]. It is possible that using a web
portal could have affected the level of personal disclosure of the
participants, creating a difference between those interviewed in
person and those interviewed online [56].

Recommendations for Further Research

Any of the events or themes could be explored in more depth or
with a different methodology. The participants in this study
discussed other family members; therefore, more could be done
to explore the adult child’s relationships with other family
members, including the impact on the caregivers’ children.
Another research opportunity could address other caregiver-care
recipient relationships, such as siblings or partners to those with
KS as they would likely have a different perspective. There may
be a difference in subjective caregiver burden between spousal
caregivers and adult children [57-58]. Another avenue to explore
could be adult children of those with KS who did not choose to
take on the caregiving role. This study focused on those living in
the United States (and participants were either in the Midwest or
South), so further research could be done on caregivers in other
geographic areas, as resources and laws that impact caregivers
vary by state and country. This study also demonstrated that more
work is needed to explore the legal implications of autonomy in
those with impaired cognitive functioning, specifically those
who confabulate. This study could only go as far as the
experiences of the participants. While one participant reported
that her parent had been diagnosed approximately seven years
before the interview the other participants reported the time
between diagnosis and interview to range from 3-24 months.
More research is needed to explore how the caregivers’
experiences progress through time or how they experience
caregiving if their parent stabilizes medically and behaviorally.
Another avenue to explore could be caregivers who have
experienced the death of their care recipient, as they could
provide a different perspective on their experiences as well as
information about caring for someone with KS at the end of life.

Conclusion

Adult children of a parent with AUD may suddenly re-engage
with their parent as their caregiver after the parent is diagnosed
with KS. This qualitative study is the first to explore these
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experiences. The themes of addiction and the adult child,
experiencing caregiver burden, experiencing a variety of
emotions, professional healthcare experiences, and observations
of symptoms emerged over seven anchor events in their
caregiving experiences: interactions with their parent pre-
diagnosis, parent’s medical emergency, hospitalization,
diagnosis, housing, legal, and financial. This data provides a
foundation for future research for this underrepresented
population.

Abbreviation

ACE: African Center of Excellence, BTD: Biosensors
Technology Development, IRPM: Innovative Rodent Pest
Management, CDC: Center for Disease Control, CNS: Central
Nervous System, EMJH: Ellinghausen-McCullough-Johnson-
Harris culture medium, IPM: Institute of Pest Management,
MAT: microscopic agglutination test; um: microliter; NBS:
National Bureau of Statistics; OCGS: Office of Chief
Government Statistician; OIE/WOAH: World Organization for
Animal Health; RPM: revolutions per minute, SUA: Sokoine
University of Agriculture; WHO: World Health Organization;
ZALIRI: Zanzibar Livestock Research Institute; ZFDA:
Zanzibar Food and Drug Authority.
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