Research Article

International Journal of Alzheimer's Disease Research

Enablers and Barriers to Utilisation of Available Formal Support by
Institutionalised Individuals with Alzheimer’s Disease and Related Dementias
in Rural South Western Uganda: A Qualitative Descriptive Study

Vallence Niyonzima'’, Samuel Maling', Zeina Chemali®

!Mbarara University of Science and Technology, P.O.BOX
1410, Mbarara, Uganda

’Harvard Medical School, Massachusetts General Hospital,
15 Parkman Street WACC 815, Boston, MA 02114

*Corresponding author
Vallence Niyonzima, Mbarara University of Science and Technology,
P.0.BOX 1410, Mbarara, Uganda.

Submitted: 16 Sep 2022; Accepted: 26 Sep 2022; Published: 28 Feb 2023

Citation: Niyonzima, V., Maling, S., Chemali, Z. (2023). Enablers and Barriers to Utilisation of Available Formal Support by
Institutionalised Individuals with Alzheimer s Disease and Related Dementias in Rural South Western Uganda: A Qualitative

Descriptive Study. Int J Alzheimers Dis Res, 1(1), 07-13.

Abstract

Background: The world’s population is ageing resulting in a larger number of people living with dementia.
Prevalence of dementia for persons aged above 60 years is expected to increase. There is paucity of information
regarding formal support available for institutionalised individuals with AD/ADRD, enablers and barriers to
its utilisation particularly South Western Uganda. Therefore, this study, filling this knowledge gap, sought to
assess formal support available for individuals with AD/ADRD, enablers and barriers to its utilisation in rural
communities in South Western Uganda.

Methods: This study was conducted in two nongovernmental community-based facilities for the elderly in South
Western Uganda employing a qualitative cross-sectional study design. Purposive sampling was used to recruit
caretakers of individuals with Alzheimer s disease and related dementias. A total of 28 in depth interviews and 6
key informant interviews were conducted.

Results: Three arching themes emerged: 1) Formal support services available, 2) Enablers and 3) Barriers to
the utilisation of the formal support services in institutionalised patients with AD/ADRD in rural communities
in South Western Uganda.

Conclusion: These findings highlight the importance of formal care in the long-term care of individuals with
AD/ADRD. There is a dire need to equip caretakers involved in the care of patients with AD/ADRD with the
required skill set and include formal support services in the mainstream primary health care to make the services

accessible.
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Background

Owing to increasing life-expectancy and declining death rate,
the world’s population is aging [1]. The increased longevity has
resulted in larger number of people living with non-communi-
cable diseases, including dementia. Prevalence of dementia for
those aged 60 years and above is 5-7% and is expected to keep
increasing [2, 3]. Furthermore, it is reported that 58% of indi-
viduals with dementia currently live in low and middle income
countries (LMIC). This number is expected to rise to 71% by
2050 [4, 5].

Uganda is a developing country with a population of about for-
ty five million people of whom approximately 4.6% is over 60
years [6, 7]. A study in Uganda found that 13.2% of all elder-

ly patients above 60 years of age admitted on non-psychiatric
wards had dementia [8]. According to Ugandan traditions, the
elderly is used to living with their families, and therefore the
number of established institutions that provide care to elderly
patients with dementia is limited.

Dementia describes a continuum of psychological, cognitive and
behavioural manifestations such as loss of memory, problems
with reasoning and communication, and personality changes
impairing a person’s functional abilities in a number of domains
including activities of daily living (ADLs) [5]. Alzheimer’s dis-
ease (AD) is a progressive degenerative disease of the central
nervous system. Individuals who have the moderate and se-
vere forms of the disease often require a higher level of care by
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trained personnel [9, 10].

Most studies focussing on care of individuals with AD/ADRD
and resource utilisation have been conducted in high resource
settings [3, 8]. The resources needed to care for a patient with
Alzheimer’s disease depends on the stage of the disease. For
example in the mild- moderate stages of Alzheimer’s disease,
adult day care may be adequate while severe forms require a
high level of care in nursing homes [11, 12]. In addition, a large
proportion of people with AD/ADRD have not been formally di-
agnosed in LMIC [13]. Culturally, in Uganda, symptoms of AD/
ADRD are considered part of the normal process of aging and
the belief among caregivers and other family members is that
nothing can be done in the formal health care sector for persons
with AD/ADRD; greatly affecting health seeking behaviours
[14, 15].

Dementia is one of the conditions that contribute to care depen-
dency among elderly people [15]. Individuals with AD/ADRD
have a variety of needs as a result of this care dependency [16].
Support for patients with AD/ADRD including formal support
become increasingly necessary as the condition progresses [13].
However, studies have found that individuals with dementia
and their caretakers underutilize formal care [17]. In addition,
there is paucity of information regarding formal support avail-
able for institutionalised individuals with AD/ADRD, enablers
and barriers to its utilisation particularly South Western Uganda.
Therefore, this study, filling this knowledge gap, sought to as-
sess formal support available for individuals with AD/ADRD,
enablers and barriers to its utilisation in rural communities in
South Western Uganda (SWU).

Methods

This study aimed at assessing formal support available for indi-
viduals with AD/ADRD, enablers and barriers to its utilisation in
rural communities in South Western Uganda. The study utilized
a qualitative descriptive study design.

Setting

This study was conducted in two nongovernmental commu-
nity-based facilities for the elderly in South Western Uganda:
Reach One Touch One Ministries (ROTOM) and St Ignatius
home for the elderly. South Western Uganda is comprised of a
number of ethnic groups including the Banyankole, Bakiga and
Bafumbira. The main economic activities in this region are peas-
ant farming and cattle keeping. According to Ugandan traditions,
the elderly is used to living with their families, and therefore the
number of established institutions that provide care to elderly
patients with dementia is limited.

Reach One, Touch One Ministries [ROTOM] located in Mu-
hanga, Rukiga district- ROTOM is a non-denominational Chris-
tian ministry dedicated to meeting the spiritual, social, physical
and psychological needs of the elderly and their dependents so
they may live dignified, independent and hopeful lives. It oper-
ates mainly as an outpatient facility where patients with symp-
toms of dementia and other illnesses are managed at the facility
and thereafter go back to their community. The facility also has
an outreach programs to bring services closer to the people.

St. Ignatius home; Founded by Mbarara Arch Diocese, is a res-
idential facility for the elderly nuns and other religious people
serving Ibanda catholic parish and caters for not only the phys-
ical and social needs of elderly, but also their spiritual needs as
well.

Participants and Sampling

The study involved caregivers of patients aged 60 years and
above and the service providers from the selected facilities.
Purposive sampling was employed to recruit participants for the
study in each of the rehabilitation centres. A total of 28 in depth
interviews and 6 key informant interviews were conducted.

We included caregivers who had lived with individuals with
dementia aged 60 years and above for at least 6 months. An
arbitrary period of 6 months was considered sufficient for the
caregivers to have a clear understanding of the formal support
services that the patients had received from these facilities. The
study excluded caregivers of known HIV positive patients with
dementia and those with dementia secondary to severe physical
illness or recent history of head injury because they need a dif-
ferent care package.

Pilot Testing

A pilot study was conducted prior to the main study. This was
a mini study conducted to ensure comprehension and accura-
cy of the interview guide. Any irregularities raised in the in-
terview guide were adjusted based on the feedback before the
main study. The semi-structured interview guide was pre-tested
on 3 caretakers of individuals with Alzheimer’s disease and two
service providers at St. Paul’s Family for the elderly located in
Ruti, Mbarara district for clarity to increase credibility of the
study. Gaps identified in the data collection tool were corrected
before proceeding with the data collection process, for instance,
emphasizing participant’s barriers and enablers to utilization of
formal support services.

Data Collection Procedure

Key informant interviews were conducted for the service pro-
viders in the facilities to get an in depth understanding of the
services they provide to individuals with AD/ADRD and the
barriers to utilisation of the formal support services.

Using the interview guide, the researcher and the research as-
sistants (RAs) conducted the interviews in Runyankole Rukiga,
the local language mainly spoken South Western Uganda and an
audio recorder was used to record the responses after seeking
consent from participants to record their voices. Each interview
lasted about 25-30 minutes. In order to facilitate participation
and ensure participants' privacy and confidentiality, interviews
were held in a private place where the subjects’ responses could
not be heard and only the interviewer and the RA were privy to
the patients’ stories.

Data Analysis

Data analysis was done concurrently with data collection using
thematic content analysis based on emerging themes. It was
done in three phases, pre-analysis, material exploration, and re-
sult treatment. In pre-analysis, the researcher transcribed all of
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the interviews immediately after completing them. Thereafter,
thematic analysis of the data was done using the highlighting
approach. The researcher identified and organized significant
statements and commonalities into themes representing import-
ant aspects of the formal support available and barriers to its
utilisation immediately after each interview. Emergent themes
were documented.

Rigor of Research

This was achieved by translation and back translation of the data
collection tools, conducting a pilot study before the main study,
use of purposive sampling to select information rich cases and
use of direct quotes from the participants to enable readers to
judge the final themes. The interviews took up to one hour to
build a trusting relationship which allowed participants to have
enough confidence and trust in the researcher and enough time
to describe formal support available, enablers and barriers to its
utilisation. Furthermore, an interview guide was used to collect
information related to the research question and was developed
based on the literature and the local context.

To ensure trustworthiness of the findings, a clear description of
the study site, participants’ characteristics, data collection meth-
ods and analysis processes was done.

Approvals and Ethical Considerations

The research protocol was submitted for approval to Mbarara
University of Science and Technology Research Ethics Commit-
tee (MUST REC) and Uganda National Council for Science and
Technology (UNCST) for approval. We obtained administrative
clearance from the study sites. A written Informed consent was
obtained from those who met the inclusion criteria. Participants
were assured that participation in the study was voluntary and
that they were free to withdraw at any time they wish so. Con-
fidentiality was achieved by assigning participants’ codes, and
providing privacy.

Results

Three arching themes emerged: 1. Formal support services avail-
able 2. Enablers and 3. Barriers to the utilisation of the formal
support services in institutionalised patients with AD/ADRD in
rural communities in South Western Uganda. Under each theme
there several sub themes and they are described below:-

Theme 1: Available Formal Support Services

Participants outlined a number of formal support services pro-
vided by community and faith-based institutions that offer spe-
cialized services to the geriatric population in South Western
Uganda. The formal service offered included nutrition support
services, medical services, physiotherapy and psychosocial sup-
port. Details of each of these services are provided below:

Medical Services

Medical services across the three facilities were provided by
qualified nurses, clinical officers and medical officers. Partici-
pants from the three facilities revealed that they always received
treatment from the facilities. They received a wide variety of
drugs such as analgesics and antibiotics for the different condi-
tions that their clients/patients presented with. In addition, drugs

were always available as evidenced by them excepts below,

“...They give him medicines each time we go to the facility. Even
when they come to the community, they bring different medicines
for him... they even put medicines in his ears because he does
not hear well...”

Key informants confirmed the fact that patient received medical
attention from the facilities. Patients were routinely reviewed
from the facilities and drugs prescribed for them. ROTOM has
a community outreach program, through which patients who
could not easily access the facilities received medical related
services from their respective communities during outreaches.

“...we have medication for every one depending on the condi-
tion. We even have a doctor who comes every month to check
on us and if we have a serious case he is called immediately.
Sometimes the doctors find these patients in their homes during
our outreach program and treat them...’

Physiotherapy

A key informant from one facility stated that they used to have
physiotherapy services for their clients a year ago. The other two
facilities never had physiotherapy services. Physiotherapy was
very useful for the patients who are unable to move on their own
and those who use wheel chairs. However, the facility no longer
provides physiotherapy services because the service provider
left and no one left has the skills needed to deliver physiother-

apy.

“...Regarding physiotherapy, there was a white lady who was
training the nuns, she had materials for lifting, creams for mas-
sage and they had plays (drama) which they used to do and ex-
ercises. We no longer do physiotherapy for our patients because
the white lady left and none of us has physiotherapy skills...’

Nutrition Support Services

The key informants revealed that they provide nutrition support
services to the clients that come to their facilities. These services
were provided by health care workers and ranged from provid-
ing information to the patients and caregivers about benefits of
a balanced diet in some facilities to the actual preparation and
serving of food to patients in other facilities. In addition, some
facilities provided food stuffs such as maize flour, sugar, among
others to the patients and their families.

‘... First of all, they get nutrition services like breakfast, lunch
and supper. We prepare for them all the meals and we make sure
we give them a balanced diet including fruits, vegetables and
others...’

... We are given food stuffs like maize floor, beans, and others to
prepare from home. They used to give us prepared food at the
facility, but nowadays they no longer provide it to patients and
their caregivers. These days they teach you how to prepare food
and which food to prepare for the patients...’

Psychosocial Support
Participants reported that they and the patients received psycho-
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social support services from the facilities such as counselling
and prayer. This kind of support was provided by trained coun-
sellors and spiritual leaders and included formal counselling
and spiritual support. Only one facility however had a qualified
counsellor who was providing formal counselling services.

‘... Whenever he would refuse to take treatment, people (Health
workers and spiritual leader from ROTOM) would come and
talk to him and he accepts to take treatment...’

‘... We have a counsellor who has been here for those who can
talk to her but we also have priests who come to visit our pa-
tients for spiritual encouragement and prayer when things are
not going on well but there is a lot to do for them...’

Theme 2: Enablers to Utilisation of Formal Support Services
Participants outlined a number of enablers for utilisation of the
formal support services provided by community and faith-based
institutions that offered specialized services to the geriatric pop-
ulation in South Western Uganda. The enabling factors were
grouped as patient related, caregiver related and institutional
related enablers. Details of each of these factors are provided
below,

Patient Related Enablers

Participants reported that a number of factors enabled their pa-
tients to use the formal support services in the different facili-
ties. These factors included knowledge of the existence of the
services, perceived need of the services, perceived usefulness
of the services and the belief that these services would improve
quality of life for the patients. Most of the participants reported
that when patients’ quality of life and mood improved, they were
encouraged to continue using the services.

‘... She was treated from somewhere and her condition failed to
improve so they referred us to this facility where she got better ...
Patient always wants to go there; the services have greatly im-
proved his quality of life...”

Participants reported that the services their patients received
helped to improve the health status of the patients and their
quality of life. They further reported that the services are readily
available and free of charge.

... The services my patient receives are important... very import-
ant because we can t afford, you find you don't have any single
coin and they help us get transport and drugs, it’s very import-
ant...

Caregiver Related Enablers

Participants reported that patients are able to utilise the formal
support services because of a strong social support system. The
family members support the care of the patient and mobilise re-
sources needed for continuity of the care as shown in the ex-
cerpts below,

“...The family members have been helpful...they mobilise re-
sources needed to care for our mother...’

Furthermore, caregivers find it easy to take patients to the differ-
ent facilities, because the supplies are always available, health
workers are available and willing to attend to the patients. This
greatly reduces the waiting time.

‘... When you reach the facility, health workers immediately take
care of the patient... you do not spend a lot of time waiting for
them...’

Institutional Enablers

Participants identified institutional related enablers that allow
their patients to freely utilise the formal support services pro-
vided in these facilities. These ranged from the availability of
free services, creation of awareness in the community about the
availability of services and conducting outreaches and home vis-
its to bring the services closer to the people.

“...The services are given to us free of charge... You only need
transport to take the patient to the facility. Sometimes they
(Health workers) give you transport back home...’

“...The whole community around Muhanga is aware of the ser-
vices ROTOM provides so it is easy for you to take your patient
there when he/she falls sick...’

Theme 3: Barriers to Utilisation of Formal Support Services
This theme describes the barriers to utilisation of formal support
services in rural communities in South Western Uganda. The
theme emerged from 3 thematic categories and these are patient
related barriers, care giver related barriers and institutional bar-
riers.

Patient Related Barriers

Participants reported a number of patient related barriers that
influence utilisation of formal support services. Sometimes, the
patients refused the services while other times, the patients will
want a specific person to provide the service. If that specific per-
son is not around, then they prefer to cancel or miss the service.

“...There are like two or three sister cannot allow those without
veils to touch them that is also a challenge and we don 't wish it
to be like that they are our mothers...I saw one she refused food
whenever you would go there to bath or dress her she would re-
fuse and close the door and later alone they took the key and you
would find her in the corridor or compound completely naked...’

Participants further reported that patients misplace their belong-
ings and accuse caregivers of stealing them. This makes the car-
ing role tiresome and difficult.

... Taking care of my grandmother is very hard...you can't do
anything for her and she appreciates. When something gets mis-
placed she will say it's me who has stolen it and yet she forgot
where she placed it...

Caregiver Related Barriers

A number of caregiver related barriers were identified. Partici-
pants reported caregiver burden. They mentioned that the care-
giver role is very demanding and does not allow them to do any
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other activity. This is demonstrated by the quote below,

“...First of all, I get tired I wake up at Sam and the way you have
looked at them they all have to bath, dress and then clean the
whole house go for mass...This is a lot of work and we are very
few here...’

Some participants reported that memory loss is part of the nor-
mal process of aging and would not take their elderly persons to
seek care since it is considered normal. This is derived from the
community’s perception.

“...The patient is very old and the community thinks this is part
of the normal process of aging and therefore no need of seeking
care...’

Furthermore, participants reported lack of social support from
the rest of the family members. The role of caring for the elderly
patient with dementia is normally left with a few family mem-
bers which is challenging.

.t is a bit challenging for me... the other family members are
not directly involved in her care... the work is too much for me...

Institutional Barriers

Participants identified a number of institutional related barriers
to utilisation of formal support services. Access to facilities and
financial resources were top barriers. Most of the participants
noted that the facilities are far and getting there with appropriate
transport is a huge challenge. At times, the family does not have
the money to cater for transport. Having said that, it could also
be particularly challenging to get transport even when the mon-
ey is available to pay for the trip.

... The facility is a bit far from home so I have to get a car or
boda boda to take her if there is any problem and that requires
money for transport which may not be available.... Transport is
a big problem in case the patient falls sick in the night like 3am
it’s not easy to get someone to take you to the facility even when
you have the money...

Discussion

The aim of this study was to assess the formal support available
for individuals with AD/ADRD, enablers and barriers to its util-
isation in rural communities in South Western Uganda (SWU).
Medical services, nutrition support services, psychosocial sup-
port and physiotherapy services were identified as the available
formal support services. The enablers and barriers were classi-
fied as patient related, caregiver related and institutional factors.

This study identified medical services, nutrition support ser-
vices, psychosocial support and physiotherapy service as the
formal support services that were readily available for patients
in the three community and faith-based facilities that care for
the geriatric population with dementia in south western Uganda.
This is similar to the findings of Levesque, Harris who reported
availability of counselling services, nutrition services and med-
ical services for the patients with dementia and their caregivers
in a tertiary hospital in Iran [18].

A number of enablers and barriers that influence utilisation of
these services were identified. Because these facilities were faith
based, respondents had a positive belief that these services were
beneficial to their patients and this motivated them to always
encourage the patients to use the services. In addition, respon-
dents reported improvement in the clinical status of their pa-
tients when they used these services from the facilities. This is
consistent with findings of Jett who reported that some African—
American participants had a notion that cognitive impairment
was an ‘act of God’ or a supernatural intervention hence such
patients resorted to God when they started experiencing signs of
impaired cognition [19].

Some participants perceived memory loss as part of the normal
process of aging and would not take their elderly persons to seek
care since it is considered normal. This is the community per-
ception about ageing for most people in south Western Uganda.
This is in agreement with the findings of Adelman, Blanchard
who reported that carers and those without direct care giving
experience recognised dementia symptoms, such as memory
loss, disorientation and loss of functional abilities among the el-
derly persons but these were not interpreted as being part of an
illness but rather were thought to be part of the normal ageing
process [20]. On the contrary however findings by La Fontaine,
Ahuja did not suggest dementia symptoms as part of the natural
consequence of ageing [21]. The difference in the two findings
can be attributed to the participants involved in the studies. The
former involved informal caregivers while the later involved
formal caregivers for dementia. Attribution of cognitive decline
to the normal process of aging has been cited as a major barri-
er for utilisation of formal support services by individuals with
dementia [22].

Our study demonstrated that most of the patients with dementia
had family support which enabled them to use the formal care
services in the community faith-based organisations. The study
further established that physical family support was particularly
provided by daughters-in-law and grandchildren. In the initial
stages of the disease, the support required is related to house-
work or home maintenance, but later as functional disabilities
increase and restrict the parent’s everyday activities, she or he
may need personal care. According to the African culture, it is
the responsibility of the children and their grandchildren to take
care of their ageing parents [23, 24]. A few participants how-
ever reported lack of family support which makes it harder for
patients to access and use these services from these facilities.
According to Banerjee, Samsi family carers are the most import-
ant source of dementia care among people who are less likely
to access health or social services [25]. The elder care has tru-
ly suffered with the changes in family dynamics, young couple
leaving to urban settings or the increased number of women not
only working but also working for more hours and years as well
as the rising demand for a flexible labor force, all resulting in
less free time, longer commuting and greater residential sepa-
ration distances between family members [26]. While more and
more people are in need of care, the number of care-givers is not
increasing at a comparable rate, hence negatively affecting the
care of the elderly persons with AD/ADRD.
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Conclusion

This study found that medical services, nutrition support ser-
vices, psychosocial support and physiotherapy service as the for-
mal support services available for patients in the two community
and faith-based facilities that care for the geriatric population
with dementia in south western Uganda. A number of enablers
and barriers influenced the utilisation of these formal support
services. These results further highlight the importance of for-
mal care in the long-term care of individuals with AD/ADRD.

There is a dire need to equip caretakers involved in the care of
patients with AD/ADRD with the required skill set since the
family members provide most of the care. As much as more re-
search is needed in this field, the authors press for the immediate
and urgent need to have the formal support services included in
the minimum health care package for the elderly persons and
made available at all primary health care levels to increase ac-
cessibility of these services to the general population. Of course,
this goes without saying that the need is dire to fund such pro-
grams and train the qualified personnel to run them.

List of Abbreviations

AD Alzheimer’s disease

ADLs Activities of Daily Living

ADRD Alzheimer’s disease and Related Dementias
AIDS  Acquired Immunodeficiency Syndrome
HIV Human Immune Virus

LMIC Low and Middle Income countries

MUST Mbarara University of Science and Technology
RA Research assistants

REC  Research Ethics Committee

SWU  South Western Uganda

UDHS Uganda Demographic Health Survey

WHO  World Health Organisation
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