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Abstract

Background Patients with dementia experience problems ranging from mild to severe impairments in
daily life activities. In Uganda, like in most other low and middle-income countries, families are a
cornerstone in providing care to patients with dementia. Serving as a caregiver for a person with
Alzheimer’s disease is a physically, emotionally and financially demanding role, that is associated with
increased stress, depression, fatigue, and financial strain. These have often resulted in elder abuse or
neglect of the patients. Currently, data on psychosocial supports available to caregivers of patients with
dementia in Uganda is not available.

Methods We conducted a qualitative assessment of the psychosocial supports available to caregivers of
patients with Alzheimer's disease and related dementias in southwestern Uganda, including the content
of the formal and informal support interventions and by whom they are delivered.

Results Medical practitioners provide educational support on the diagnosis and prognosis of dementia,
but may not provide emotional support in the form of counseling to caregivers of patients with dementia.
Caregivers in Southwestern Uganda, receive unstructured emotional and instrumental support from
sources outside of the medical system such as family and community, which leave the Caregivers in
confusion.

Conclusions The medical care system offers some information about the clinical presentation of
Alzheimer’s disease but little or no psychosocial support to the Caregivers of patients with the disease.
This has implications for how families and Caregivers cope with the day-to-day care of patients with
Alzheimer’s disease in Uganda and calls for institutionalization of structured psychosocial support for
Caregivers to improve the care given to Alzheimer’s patients.

Background

Dementia is a clinical syndrome characterized neurodegeneration that causes irreversible decline
in cognitive functioning. The most common cause of dementia is Alzheimer's Disease (1). More than 35
million people over the age of 60 are living with dementia worldwide and 62% of them resides in low and
middle-income countries (LMICs), and is expected to rise to 66% by 2030 (2). In sub-Saharan Africa, 2.13
million people experience dementia, including 4.5% of individuals over the age of 60 in East sub-Saharan
Africa (3). As this prevalence is expected to rise 65.7 million by 2030, this rapid growth in prevalence will

place higher demands on dementia care in this region(4).

Individuals with Alzheimer's disease and related dementias (ADRD) experience impairments in

memory, communication, attention, reasoning, judgment, and visual perception as well as changes in
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mood and personality that limit their ability to function independently(5). The behavioral and
neuropsychiatric problems associated with dementia (e.g., anger, worry, wandering and delusions) in
combination with the affected individual’s daily care needs (feeding, dressing, bathing) place a high
burden on informal caregivers, such as family members, friends, paid in-home assistance (6-8).
Accordingly, these caregivers experience high level of chronic stress and depressive and anxiety disorders,
which can in turn exacerbate the behavioral and psychological symptoms of dementia (9-12). Therefore,
the implementation of effective ADRD caregiver support interventions is central to reducing caregiver

burden and behavioral symptoms among patients.

To date, the vast majority of this research on caregiver burden in ADRD has been conducted in
high-income countries. An emerging body of research from LMICs suggests that informal caregivers in
LMICs also experience emotional distress associated with managing their loved one's daily care routines
and challenging behavioral symptoms (13-15). Caregiver burden and associated distress in LMICs is also
compounded by lack of social support and shortage of formal specialized medical care for people with
ADRD (16-19). Given the projected rapid increase in ADRD prevalence in sub-Saharan Africa, enhancing

support for caregivers of persons with ADRD in this region is of urgent importance (8).

In high income-countries interventions for caregivers of people with ADRD that target enhancing
caregivers’ knowledge about the disease, and skills for managing challenging behavioral symptoms have
been shown to reduce caregiver depression and improve patient neuropsychiatric symptoms (20, 21).
Similarly interventions targeting caregiver dementia knowledge and behavior management skills have
been shown to reduce skills, reduce caregiver burden and distress in India and Russia (22, 23). However,
there is a paucity of data on caregiver interventions in sub-Saharan Africa. A recent review of qualitative
studies from sub-Saharan Africa, including studies from South Africa, Tanzania, Nigeria, Ghana, and
Congo revealed that caregiving for people with dementia is a collective responsibility among family
members and that families often utilized biomedical and non-biomedical treatment approaches such as
traditional healers(24, 25). Caregivers also descried a desire for further education on dementia from the
treating medical providers, and expressed need for greater emotional and financial support to meet their

family member’s needs (3).
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To date, there are no data available on ADRD caregiver support interventions in Uganda. Given the
limited availability of specialty mental health care in Uganda, it is essential to investigate what formal
and informal support services are currently being utilized by caregivers of people with ADRD.
Understanding the support interventions currently utilized in rural Uganda will inform the adaptation and
integration of evidence-based caregiver support interventions in ADRD care in this setting. Therefore, this
study aimed to characterize the formal and informal supports utilized by caregivers of patients with
dementia in southwestern Uganda, including by whom the support is provided and the content of the

formal and informal support provided.

Methods

Study setting and sampling

Participants were recruited from Mbarara Regional Referral Hospital (MRRH), Kabale Regional
Referral Hospitals (KRRH), and Kampala International Teaching Hospital (KIUTH) in Southwestern
Uganda. These institutions offer specialized Psychiatric services to Southwestern Uganda, together
serving a catchment of 8,874,862 people, 14% of which are over 60 years of age (26). Though caregiver
support for dementia is delivered locally within Parish-based health centers, participants were recruited
from the regional referral hospitals to leverage the diagnostic expertise of psychiatric staff at the regional

referral hospitals for the identification of dementia.

Caregivers of people with dementia were purposively sampled from the outpatient psychiatry clinics of
MRRH, KRRH and KIUTH. Due to methodological limitations at these sites, a clinical diagnosis of
Alzheimer’s disease it not made at these sites. Patients are instead diagnosed with dementia, which is
classified as HIV-related or non-HIV-related. Non-HIV-related dementia is considered to be possible ADRD.
The caregivers of the patients diagnosed with dementia were identified by the treating clinician and then
approached by study staff who introduced the study and explained the study purpose and objectives.
Upon expressing interest in the study, study staff scheduled an appointment to obtain informed consent
and complete the interview at the convenience of the caregiver. Participants were eligible if they were: 1)
caring for someone with a diagnosis of dementia aged 60 years and above, 2) had taken care of the
person for more than six months, 3) self-identified as the primary caregiver, 4) was a family member or
friend of the patient, and 5) was 18 years and above. Caregivers of people with HIV-related dementia were
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excluded. Written informed consent was obtained from each participant. Participants who could not read
and write documented their consent with a thumbprint in the presence of a witness. The interviews with
the caregivers were conducted at a private location, often in their homes, and at a time convenient for the

caregiver.
Interview procedures

An in-depth interview guide was developed to explore the dementia caregiver support services
available in rural southwestern Uganda, including the type of services utilized by caregivers and by whom
the services are provided. The questions included (a) what kind of counseling services is available for you
as a care-giver of a patient with Alzheimer’s disease in South Western Uganda? (b) Who usually gives the
counseling? What is done during counseling? What do you think of these activities? (c) What kind of
information is provided during counseling (d) What other sources of counseling services are available for
you as a caregiver of a patient with Alzheimer’s disease in Southwestern Uganda? (e) What resources at
family and community level do you access that help you to care for the patients with dementia? The
interview guides were translated into Runyankore—Rukiga, the local language, and back translated into
English to ensure that the message was correctly translated. The interview guides were first piloted with
four caregivers of patients with dementia at MRRH and iteratively revised. In-depth interviews were then
conducted in Runyankore—Rukiga by the lead author and two trained research assistants between
December 2018 and January 2019. Interviews lasted between 30-75 minutes and were audio recorded. In-

depth interviews were conducted until thematic saturation was reached.
Data management and analysis

In-depth interviews were translated from Runyankore—Rukiga into English and transcribed by the
research assistants, and checked by CA against the audio recordings for correctness of information.
Thematic content analysis was used to analyze the data (27). CA reviewed transcripts and audio
recordings, and developed a codebook based on emerging themes. CA and ESO double coded 29% of
transcripts compared their findings, and discussed and harmonized their differences until consistency in
coding was achieved. The remaining interview transcripts were coded by CA independently. Data analysis
was conducted using qualitative data analysis software, ATLAS.ti version 7 (28). The research team (CA,

GZR and CO) discussed the thematic coding in the codebook, the results of the analysis in Atlas .ti and
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came up with final major themes as caregiver support services and services utilized beyond the medical

care system.

Results

Participant characteristics

A total of thirty-four interviews were conducted across the three hospitals in southwestern Uganda.
Of the caregivers, daughters comprised about one-third (32.4%); most were married (64.7%), and slightly
over one-third were aged between 44-53 years (35.3%). Only 5 caregivers (14.7%) had no formal

education, while the majority was of Anglican religious faith (61.8%). Most of caregivers had been caring

for the person with dementia for 5 years or more (70.6%) (see Table 1).

Table 1 Characteristics of study participants
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Participant characteristics Freq. | %
Age 24-33 6 17.6
34-43 6 17.6
44-53 12 35.3
54-63 6 17.6
64 and above 4 11.8
Relationship to the patient Daughter 11 32.4
Daughter in law 7 20.6
Son 7 20.6
Wife 5 14.7
Grandson 1 2.9
Niece 2 5.9
Friend 1 2.9
Marital Status Widowed 2 5.9
Married 22 64.7
Single 7 20.6
Divorced/separated | 3 8.8
Education Level None 5 14.7
Primary 9 26.5
Secondary 10 294
Tertiary 10 20.4
Religion Anglican 21 61.8
Catholic 8 23.5
Islam 3 8.8
Pentecostal 2 59
Duration of the patient with dementia symptoms (years) | Less than 5 10 29.4
5-10 13 38.2
Above 10 11 32.4
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Caregiver support services

Dementia caregiver support services in southwestern Uganda were structured into two major
themes 1) medical supports utilized, and 2) supports beyond the medical care system. Discussion of
medical supports highlighted information support provided by medical providers, as well as the limits of
these support services. Discussion of supports beyond the medical care system included themes of
emotional and instrumental support provided by religious leaders, the local community, and family

members.

Educational support Participants reported receiving guidance from health professionals, who were
typically the nurses and physicians from the patient’s care. Guidance was often focused on symptoms of
the disease and prognosis. Participants were told the importance of treating comorbid conditions, several
management modalities and referral for specialized management of dementia. However, when
discussing support services provided within the medical care system, the information given did not

include reference to emotional support experienced as they care for their family member with dementia.

“The only counseling, | have received, is from the doctors in-charge of psychiatry about the

prognosis of the disease” 49 year old female Caregiver.

“It's basically concerning my patient, annoyed, over reactionary, paranoid i.e. how to be patient with
her and not being rude. And telling me how patients with dementia behave such as beating people
and over reacting. So knowing all that helped me to take good care of her.” 47 year old male

Caregiver

Limits of medical support Most of the participants reported not receiving emotional guidance on
how to manage patients with dementia. They either reported that they did not know where to get

counseling from or that such service is nonexistent.

“I don't get any counseling. | don’t even know where they are, because there are no establishea
institutions for me to go for counseling. | am lucky that my wife is a counselor. She worked with

AIDS information center so when we get time we sit together and talk and we counsel each other..
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besides that, | am also a trained counselor in my course. | did adult and community education
because when we were dealing with old people, we would counsel them so | would counsel them’

65 year old male Caregiver.

The participants highlighted the need for formal counseling services within the health system to

better prepare caregivers on how to manage people with dementia.

Participants often noted that they did not know about the disease and in the absence of
professional guidance turned to non-professional sources such as guidance from community members,

family, and the internet.

“Well it would be good if there were systems and counseling services that could prepare caretakers
psychologically probably, we dont know much about the disease itself.” 47 year old male

Caregiver

“Maybe when the doctor told me about the problem, | went to internet and googled. So there is that
part concerning how the people of Alzheimer's diseases are nursed. So | got it from the internet
through googling because the doctors had told me that there is no treatment. And on internet |
found out that when a patient feeds on coconut oil or put it on bread or food it helps. And | tried it

and | got it from internet, so that it could help her” 49 year old female Caregiver
Support utilized beyond the medical care system

Participants reported receiving “emotional support”, as well as “instrumental support” to care for
their loved one from sources outside of the medical system, including their religious communities, family

and other community members.
Emotional support

Participants described receiving support from religious leaders including pastors, sheikhs, and
priests, and members of their religious community. This support typically took the form of emotional
support provided through discussions about personal experiences, prayer, songs, and Holy Communion
that was noted to improve the subjective mood and well-being of patients and caregivers. The emotional

support was in the form of encouragement and advice on how to accept living with people with dementia.

Page 9/18



This support primarily occur during social encounters and religious services as evidenced by the quotes

below

“Some people come from church and visit us and we become happy for the whole day, praying ana
singing and he feels good. And others come to check on [him] and they talk to him... even
community members, family members, and other relatives check on us and when he looks at them,

he stops thinking a lot” 56 year old female Caregiver.

“Service!ll Taking my patient to church to socialize with the rest, and sharing with others helps us

to remain active other than being lonely back home"39 year old female Caregiver

Instrumental support

The guidance from community members also included instrumental support, such as informational
guidance on how to care as well as physical care for a loved one with dementia. However, this support at

times contained conflicting advice which was confusing.

“You as a person you can look at things where by one person tells you to go for prayers and
another one tells you to see a doctor, then herbalists when you consider what your doctor tells you,
you decide on your own which route to follow and sometimes do not know the right or the wrong

side to take your patient” 39 year old female caregiver.

Participants also reported receiving instrumental support in the form of food and money from community
members and family. They described that they highly valued this support as they were unable to grow

their own crops due to time spent caring for their loved one with dementia.

“May be when its a harvesting season, when a person is coming to check on you, she may bring
for you a cup of porridge, beans because sometimes, | can fail to plant anything because of my
patient. And | can’t even plant a cup of beans or millet. So whoever comes to check on you, she
comes with a cup of flour or beans. That's the only help we get from the community”39 year old

female Caregiver
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“We call family members and we sit and talk about where to get medicine like selling her piece ot
land because medicine is expensive, so we talk about the way forward. She has other children but
they are in their homes so when we don't have medicines, they try to get it for her.” 33 year old

female Caregiver

Discussion

The socio-demographic characteristics of caregivers varied by age, gender, religious affiliations, marital
status and relationship to the patient. Participants in this study were widely varied demographically with
a diversity of lived experiences in different contexts and duration of caregiving hence one would expect
the participants to have enough information on the psychosocial support available for caregivers of

Patients with Alzheimer’s disease and related dementias in South western Uganda.

Participants in this study were mainly females either daughters, wives or daughters in law. Caregiving of
patients with dementia in low and middle income countries is most commonly by middle-aged mothers
who are married or cohabiting, have completed some or all of primary school, and are self-employed,

farmers, or unskilled laborers similar to the results of this study (29).

In this qualitative study of psychosocial support available to caregivers of patients with dementia
in south western Uganda, we found that medical providers often provide diagnostics and prognostic
guidance to caregivers. However, caregivers noted an absence of dementia counseling services within the
medical system. Many caregivers expressed a need for further guidance on patient care and behavior
management strategies. They reported often turning to non-medical sources for this information, as well

as emotional and instrumental support.

These findings are consistent with other studies from sub-Saharan Africa finding that caregiver
support and patient care for dementia is often obtained outside of the formal medical care system, such
as religious and traditional healers and community supports, though caregivers are eager to gain more
biomedical guidance (30-32). These findings differ from treatment recommendation from high-income

countries, that promote the delivery of dementia caregiver support interventions targeting dementia
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education, behaviour management strategies, communication skills, and caregiver coping skills within

the biomedical care system (20, 33).

In our study caregivers in Southwestern Uganda receive emotional and instrumental support for
their ailing patient with dementia from sources outside of the medical system These supports were most
often obtained from one€'s religious community, social network, and on€e's own family. In a similar study
in Ghana, Caregivers reported facing financial burden, social exclusion, emotional challenges ,
depression, and inadequate time for other social responsibilities and that the responsibilities around
caregiving were mostly shared among close relatives(18). This is consistent with cultural values to care
for on€'s family and community. Ideally, members of a lineage are expected to provide each other with
instrumental and material resources and expect to receive emotional, economic, and social security.
Though families offer a holistic approach to the needs of older people living with dementia, health and
social policies offer inadequate scaffolding to support their work (34). With families becoming smaller,
communities and society in general are important source of emotional and instrumental support for
caregivers (35). In a study on Unmet Needs, Caregivers of patients who were referred to a dementia care
program reported high levels of strain, low confidence in their ability to manage caregiving and access
help, and frequently felt that they did not have a healthcare professional to help them with dementia-
related problems (36). The unique nature and prolonged duration of these needs directly influences the
palliative care services and supports required by these family caregivers(37). The emotional and
instrumental support for caregivers of patients with Alzheimer's disease and related dementia should
entail resources like long term care insurance, provider care benefits, disability benefits for someone with
dementia and social pensions as well as (1) physical, emotional, and psychological needs; (2)
information and decisional support needs; and (3) instrumental support needs (38). Since acceptance,
optimism, positive communication patterns, family connectedness, spirituality, social support, economic
resources and the effective management of symptoms helps families adapt to the burdens of dementia

care(39).

Most caregivers lack knowledge of the services or they perceive that services are too expensive.
This is because care receivers present too many behavioural and emotional problems (40). Caregivers
need to know that any unusual behavior in their aging family member is caused by disease, not by

“craziness” or “meanness,” and that they need new ways of responding to the person’s cognitive abilities
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decline (41) . In addition, caregivers need the right information, resources and training. The information
needs to include understanding the characteristics and course of disease and what resources are
available to the families along with training on how to care for people with dementia and how to prevent
or deal with the patients’ challenging behaviour (38). Health-care providers need to emphasize to
caregivers of patients with ADRD the importance of maintaining their own physical and mental health so

that they can continue to provide care for their loved one (42).

Several drawbacks were reported as a result of caregivers receiving support outside of the medical
systems. Caregivers were told several conflicting messages that varied from individual to individual
depending on the experience of whoever visits or shares with them. The individuals who offered this
emotional and instrumental support were untrained and only relied on their lived experience or their social
and spiritual expertise. The caregivers were faced with many conflicting messages that posed a big
problem on which information or message to apply or not as they care for their ailing family member.
This also runs the risk of misinformation when caregivers take medical advice from community members
rather than trained medical professionals. Generally, family caregivers in low-income countries confront
barriers in obtaining needed information about behavioral symptom management including but not
limited to timely access to information, access to information that is tailored or specific to caregiver's
needs and contexts and usable information that directly informs on how caregivers' manage

behaviors(43).

The findings in our study therefore show that there is no psychosocial support given to
Caregivers of patients with Alzheimer’s disease in South-Western Uganda. Thus, greater resources for
support need to be included within the medical system such as an extensive counseling package that is
detailed and tailored towards the needs of the caregivers of patients with dementia that is designed and
availed to all health workers at all levels of the health care system. A formal strong family and
community social support system should also be encouraged to leverage and learn from the strategies

employed by Caregivers as part of their lived experiences.

Limitations Of The Study

This was a qualitative study which provides in-depth insights into the experience of informal
caregivers for patients with dementia in southwestern Uganda. As caregivers were
recruited from hospitals with specialty psychiatry services, the findings of this study may
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not be generalized to caregivers of patients without access to these specialty diagnostic
services

Conclusions

Caregivers of patients with Alzheimer’s disease in southwestern Uganda receive unstructured emotional
and instrumental supports from the community and family members based on individual experiences.
The messages received from different sources are often conflicting, leaving the Caregivers in confusion.
The medical care system offers some information about the clinical presentation of Alzheimer's disease
but little or no psychosocial support to the Caregivers of patients with the disease. This has implications
for how families and Caregivers cope with the day-to-day care of patients with Alzheimer’s disease in
Uganda and calls for institutionalization of structured psychosocial support for Caregivers to improve the

care given to Alzheimer’s patients in low-income countries.
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