
Please cite the Published Version

Nwakasi, CC, de Medeiros, K and Bosun-Arije, FS (2021) “We Are Doing These Things So That
People Will Not Laugh at Us”: Caregivers’ Attitudes About Dementia and Caregiving in Nigeria.
Qualitative Health Research, 31 (8). pp. 1448-1458. ISSN 1049-7323

DOI: https://doi.org/10.1177/10497323211004105

Publisher: Sage

Version: Accepted Version

Downloaded from: https://e-space.mmu.ac.uk/628331/

Usage rights: In Copyright

Additional Information: This is an Author Accepted Manuscript of a paper accepted for publica-
tion in Qualitative Health Research, published by Sage and copyright the authors.

Enquiries:
If you have questions about this document, contact openresearch@mmu.ac.uk. Please in-
clude the URL of the record in e-space. If you believe that your, or a third party’s rights have
been compromised through this document please see our Take Down policy (available from
https://www.mmu.ac.uk/library/using-the-library/policies-and-guidelines)

https://doi.org/10.1177/10497323211004105
https://e-space.mmu.ac.uk/628331/
https://rightsstatements.org/page/InC/1.0/?language=en
mailto:openresearch@mmu.ac.uk
https://www.mmu.ac.uk/library/using-the-library/policies-and-guidelines


Research Article

Introduction

Like most countries, Nigeria is experiencing rapid popu-
lation aging and an increase in the prevalence of 
Alzheimer’s disease (AD) and related dementias (hereaf-
ter referred to as dementia; Ballard et al., 2011; Kalaria 
et al., 2008; Sosa-Ortiz et al., 2012). The pooled preva-
lence of all dementias in Nigeria from 1990 through 2018 
was estimated at 4.9%, with men showing higher rates 
(6.7%) compared with women (3.9%; Adeloye et  al., 
2019). According to George-Carey et al. (2012), demen-
tia prevalence likely doubles every 5 years after age 65, 
which will lead to increases in Nigeria as the population 
ages. In addition, like other Sub-Saharan African (SSA) 
countries, this increasing prevalence is not matched with 
increasing scientific knowledge and awareness about 
dementia (Brooke & Ojo, 2019; Spittel et al., 2019), but 
rather remains grounded in folk or everyday beliefs 
(Kleinman, 1978) coupled with reliance on unpaid care-
givers (Schatz & Seeley, 2015). Subsequently, Nigeria 
also shares some similarities to other SSA countries in 

that dementia carries stigma for people living with 
dementia and their families because some believe that 
dementia is a punishment for transgressions earlier in life 
or is caused by witchcraft (Brooke & Ojo, 2019; Spittel 
et al., 2019; Yusuf & Baiyewu, 2012). To complicate mat-
ters, family members of persons with dementia risk being 
ostracized by others, including other family members, 
because of these beliefs (Adebiyi et al., 2016).

Although there is literature on some of the challenges 
of familial caregiving in Nigeria (e.g., Nwakasi, 2019; 
Ogunniyi et  al., 2005; Okoye, 2012, 2014; Togonu-
Bickersteth & Akinyemi, 2014), it is unclear how 
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caregivers in Nigeria navigate difficulties such as social 
stigma related to dementia reported by other Nigerian 
studies (see Adebiyi et al., 2016; Faleye, 2017). The pur-
pose of this study, therefore, was to gain a deeper under-
standing of the likely impact of stigma on caregiving 
experiences through in-depth interviews with women 
who identified themselves as dementia caregivers. The 
overarching goal was to gain a deeper knowledge into the 
“everyday” or common-sense understandings that lay-
people use to make sense of dementia in contrast to spe-
cialized, scientific, or clinical understandings (Kleinman, 
1978; Kleinman & Good, 1985). We begin with a brief 
section on Nigeria’s health system and access to dementia 
care, followed by cultural and informal caregiving, and 
stigma related to dementia in Nigeria.

Nigeria’s Health System and 
Accessing Dementia Care

Nigeria has the largest population of older adults (60+ 
years) compared with other SSA countries (Velkoff & 
Kowal, 2006; Zaney, 2018). In 2015, around 5.6 million 
Nigerians were aged 60 and above. Demographers proj-
ect an increase to 18.8 million by 2050 (He et al., 2016). 
Until now, Nigeria’s high fertility rate has masked the 
growth in older persons. Consequently, issues affecting 
older people, such as increased risk of dementia with 
advancing age, have been largely overlooked (Velkoff & 
Kowal, 2006). These demographic changes bring atten-
tion to the need for a strengthened health system, espe-
cially with regard to dementia given both the increased 
risk of disability and dependency of people living with 
dementia, and the increased risk of poverty and poor 
health of their families who provide care and support 
(George-Carey et al., 2012).

Although there are no studies to our knowledge on the 
effect of Nigeria’s weak health system on dementia care, 
we can make informed speculations given the current state 
of mental health care. We note that the concept of “mental 
health” is embedded in health care and cultural systems 
(Kleinman, 1978). Nigeria’s health system is underfunded, 
and it is characterized by health inequity and poor access 
to health care, particularly for those in rural areas where 
most older Nigerians reside (George-Carey et  al., 2012; 
Welcome, 2011). About 80% of people with mental health 
needs cannot access care due to inadequate resources and 
negative cultural attitudes about mental disorders rein-
forced by an outdated/ineffective mental health legislation 
(Ugochukwu et al., 2020). Abdulmalik et al. (2019) argued 
that the estimated budget line for mental health in the 
country’s annual national health budget has been consis-
tently abysmal (<3.5%). This may explain the scarcity of 
mental health workers (e.g., nurses, social workers, psy-
chologists, doctors, occupational therapists, psychiatrists), 

which is 0.9 per 100,000 Nigerians, and poor mental 
health financing (mostly out of pocket; see World Health 
Organization, 2014). Another explanation is likely the 
widely held perception that mental health disorders are 
caused by supernatural factors (e.g., evil spirits) or God’s 
will/punishment (Labinjo et al., 2020). With these health 
system challenges, it is unsurprising that long-term care, 
especially dementia care, in Nigeria depends mainly on 
informal caregivers.

Cultural and Informal Caregiving

Like in many places, families in Nigeria are structured 
such that older adults are supported by their adult chil-
dren and relatives (Ogunniyi et  al., 2005; Togonu-
Bickersteth & Akinyemi, 2014); women and girls provide 
the overwhelming majority of direct care while men are 
more likely to provide financial support for the family 
(Okoye, 2012; Uwakwe, 2006). Even if long-term care 
was available, accessible, and affordable, which it cur-
rently is not, utilizing formal long-term care such as nurs-
ing homes is not culturally acceptable. Families who 
access the few formal long-term care services available 
are typically frowned upon (Okoye, 2012).

In addition, in Nigeria, although caring for a person 
living with dementia who may be exhibiting associated 
symptoms (e.g., inappropriate language, aggression) can 
be difficult, caregivers rarely seek external or profes-
sional help. This is likely due to problems with health 
care access and the unacceptance of formal long-term 
care mentioned earlier (Ogunniyi et  al., 2005; Okoye, 
2012; Welcome, 2011), as well as the stigma associated 
with dementia (Adebiyi et al., 2016; Brooke & Ojo, 2019; 
Nwakasi et al., 2019; Spittel et al., 2019). As a result, care 
for people living with dementia in Nigeria is assumed to 
be substantially worse compared with developed coun-
tries (Ogunniyi et al., 2005). To further complicate mat-
ters, many adult children on whom families depend for 
care are also undergoing economic hardships such as 
unemployment (Akinyemi, 2014; Okoye, 2014), which 
can add to the stress of providing care.

Stigma and Dementia in Nigeria

Stigma was described by Goffman (1963) as the experi-
ence of shifting from “a whole and usual person to a 
tainted, discounted one” (Goffman, 2006, p. 131) by hav-
ing what he calls “an attribute that is deeply discrediting” 
(p. 132) or a spoiled identity. The stigmas related to demen-
tia may be based on culturally grounded prejudice and/or 
“everyday” or lay understandings about the origins of a 
particular condition (Kleinman & Good, 1985). Regardless, 
its effects are long lasting, even with increased education 
and transformation of cultural features that initially created 



the stigma (Pescosolido & Martin, 2015). Stigma sur-
rounding dementia has been reported in numerous cultures 
and group and affect not only the person living with 
dementia, but their caregivers as well (Dilworth-Anderson 
& Gibson, 2002; Liu et al., 2008).

In Nigeria, there is no word for dementia in its approx-
imately 520 local spoken languages. This has led to mis-
understandings about dementia and the stigma of living 
with dementia. For example, words such as “madness,” 
“witchcraft,” and “unintelligent” are often used to 
describe dementia symptoms (Adebiyi et  al., 2016; 
Ogunniyi et  al., 2005). Some may also believe that 
dementia symptoms are a type of punishment for actions 
performed earlier in life, are due to witchcraft or sorcery, 
or a part of normal aging (Berwald et al., 2016; Gurayah, 
2015; Khonje et al., 2015; Nwakasi et al., 2019). Uwakwe 
(2000) conducted a study in Anambra state, Nigeria, on 
the relationship between dementia patients’ withdrawal 
from formal treatment and the influence of religious min-
isters on specialized dementia care seeking. He reported 
that all 10 religious leaders interviewed believed demen-
tia is caused by evil spirits and nine did not believe ortho-
dox medical practice was useful for those living with 
dementia. As such, people living with dementia may be 
blamed and stigmatized for their condition, resulting in 
lack of caregiver empathy and poorer care, and fears  
of caregivers being stigmatized themselves (Nwakasi, 
2019).

In addition, a systematic review identified religious/
spiritual belief as a driving force for dementia-related 
stigma in Nigeria and eight other African countries, even 
among highly educated Nigerians and medical profes-
sionals (Spittel et  al., 2019). Witchcraft, Satanism, evil 
spirit, and “punishment from God” were considered to be 
causes of stigmatization of people living with dementia, 
resulting in them being treated as downgraded members 
of the community (Adebiyi et al., 2016).

Even for some older Nigerians and those yet to be 
categorized as older adults, lack of accurate information 
on dementia has led to increased fear and anxiety about 
getting old (Wahab & Ikebudu, 2014). Further, a study 
by some Nigerian researchers found that in the country, 
people avoided marrying into families where dementia 
was present, an avoidance that not only affected current 
generations, but future ones as well (Adebiyi et  al., 
2016). Among their respondents (n = 211), more than 
36% reported they would be ashamed to have dementia 
and hoped outsiders would not be aware of their condi-
tion, 30% thought that people living with dementia are 
not to be taken seriously, and 17% believed people living 
dementia should not be allowed to interact with people in 
the community. Given these and other potential social 
pressures to keep dementia hidden, it is extremely impor-
tant to learn more about caregivers’ attitudes about 

dementia and caregiving if effective changes that would 
benefit people living with dementia are to be made.

Method

We used a qualitative descriptive research approach to 
explore the everyday understanding of dementia and how 
stigma affected the caregiving experiences of informal 
female Nigerian dementia caregivers. Unlike other qualita-
tive approaches (e.g., grounded theory, phenomenology) 
that are deeply embedded within theoretical, philosophical, 
and/or discipline-based frameworks, a qualitative descrip-
tive approach is purely data-derived (V. A. Lambert & 
Lambert, 2012). This approach is applicable for a research 
that focuses on capturing the who, what, and where of 
events/experiences without pre-selection of variables or 
the goal of producing a theory. This approach, therefore, 
results in a straightforward description of a particular phe-
nomenon (Kim et al., 2017; Sandelowski, 2000).

The research team consisted of three people: the lead 
researcher, who is a Nigerian but currently residing in the 
United States; a dementia research expert in the United 
States; and an on-the-ground research person in Nigeria. 
In addition, a gateway consultant, who was a senior reg-
istered nurse at a geriatrics outreach center, facilitated 
participant recruitment. Following is a description of our 
research steps.

Sampling Strategy for the Interviews

Twelve (12) participants were recruited using a purposive 
sampling method (see Table 1) from Anambra state, an 
area with a population of over 4 million located in the 
southeast of Nigeria (Brinkhoff, 2017). While the major-
ity of people in Anambra identify as Christians, some still 
hold on to their “Odinani” (traditional beliefs). The inclu-
sion criteria were as follows: female who identified as a 
caregiver for at least 6 months; at least 21 years of age; 
resident of Anambra, Nigeria; and able to complete a tele-
phone interview in English. Most of the recruited partici-
pants were Igbos. The gateway consultant contacted 
potential participants, family members of persons with 
dementia who had received care from her geriatrics out-
reach center, briefly explained the study, and asked for 
the person’s permission to forward contact information to 
the researcher in Nigeria. A letter of support from the 
geriatric outreach center was obtained prior to the start of 
the research and was submitted to the institutional review 
board of Miami University of Ohio, which approved the 
study (approval number: 02990e). The on-site researcher 
in Nigeria then contacted potential participants (dementia 
caregivers), met them at a venue of their choice, screened 
them to ensure they met the inclusion criteria, provided 
study details, and asked for further permission to forward 



their contact information to the lead investigator for a 
telephone interview. Prior to the start of an interview with 
participants, the lead researcher answered study ques-
tions and obtained verbal consent. Pseudonyms are used 
for the participants.

Data Collection

Interviews

The lead researcher conducted semi-structured telephone 
interviews to give participants a greater assurance of ano-
nymity (see Table 3 in supplemental files). All interviews 
were conducted in English and were audio-recorded with 
the participant’s permission. When required, the lead 
researcher probed participants’ responses for clarifica-
tion. Interviews, which lasted approximately 1 hour each, 
were transcribed verbatim. Potential identifiers were 
removed to protect participants’ identity.

In addition to the interviews, written memos helped 
the lead researcher to stay connected with the objectives 
of the study by allowing the research to identify key con-
cepts in the raw data and areas that required further inves-
tigation in subsequent interviews (Birks et  al., 2008). 
Memos also helped to make meaningful interpretations of 
participants’ views as the researcher was able to record 
non-verbal expressions (e.g., anger, frustration, laughter, 
change in vocal tone, reluctance to respond). Field notes 
from the study included helpful suggestions from the 
gateway consultant and members of the research team 
during the data collection phase. Data collection was dis-
continued when it seemed like data saturation, or the 
point at which no new information or insight was being 
provided, was reached (Fusch & Ness, 2015).

Data Analysis

Dedoose (version 4.3), a qualitative research software, 
was used for data management and analysis. We used the-
matic analysis for the data analysis. The development of 
codes and themes using this approach involved a repeti-
tive process informed by Braun and Clarke (2006) and 
Bryman (2012). The interview transcripts and field notes 

were carefully read and re-read for familiarity with the 
data. This phase led to the development of a code manual 
containing broad codes and to help provide a trail of evi-
dence of the study (Fereday & Muir-Cochrane, 2006). 
The initial codes were formed after identifying features 
such as words and phrases that were relevant to the 
research aim. Afterward, we examined co-existing codes 
or codes with high usage counts to identify emerging pat-
terns, which composed our themes. The emerging themes 
were reviewed to ensure they were germane to the 
research question and objectives. We later defined 
themes, looked for supporting and conflicting examples, 
and revised themes as necessary until we agreed that the 
themes were compelling and unique.

Trustworthiness

To ensure rigor and achieve trustworthiness of our find-
ings, we used four approaches. First, we used an audit 
trail whereby the researcher kept detailed descriptions of 
the data collection and analysis techniques used (e.g., 
codebook used during the data analysis; Lietz et  al., 
2006). Second, we also conducted peer debriefing (Hadi 
& Closs, 2015; Hamilton, 2020) which involved regular 
meetings with a skilled qualitative researcher to discuss 
the research techniques, the data collection and analysis, 
and findings as they unfolded. Third was reflexivity (see 
Hadi & Closs, 2015). The primary researcher used per-
sonal reflections and field notes to identify and manage 
potential biases. This is important because of the lead 
researcher’s cultural similarity with the participants. It is 
equally important to note that the cultural similarities 
helped the researcher identify areas during the interview 
that merited more probing.

Finally, as it was not possible to complete member 
checking given the distance and the potential stigma 
associated with dementia caregiving in Nigeria, we 
strengthened the trustworthiness of the study by present-
ing key findings to four focus groups (FGs) composed of 
Nigerians living in the United States for their interpreta-
tion and input. According to S. D. Lambert and Loiselle 
(2007), interviews and FGs can be combined to ensure 
data completeness and/or confirmation. The focus group 

Table 1.  Demographic Characteristics of Participating Caregivers.

Number of 
Participants Age (Years) Marital Status Education Occupation

Resides With Person 
With Dementia

12 Women 32–76 8 Married
1 Widow
3 Single

8 Tertiary
4 High School

2 Retired
5 Employed
4 Small Business Owner
1 Unemployed

10 Yes
1 No but visits daily
1 No but visits monthly

Note. Mean age = 48.9, SD = 13.32.



discussion (FGD) offered an opportunity to examine atti-
tudes, opinions, and beliefs about a phenomenon that 
were mentioned in individual interviews (Birt et  al., 
2016; S. D. Lambert & Loiselle, 2007)—by a group who 
were likely familiar with everyday understanding of 
dementia and caregiving expectations but who were 
physically and socially distanced from the participants. 
Therefore, the purpose of the FGs was to let the research 
team know if their findings “rang true” or made sense in 
the context of caregiving in Nigeria. In addition, the 
research team believed that the FGs may provide addi-
tional interpretive insight into what the female caregivers 
said given the FG members’ cultural similarity with the 
caregivers in Nigeria.

FGs were composed of 21 people (seven men and 14 
women) who were recruited through snowball sampling 
(i.e., they were recruited with the help of those who had 
been recruited). Inclusion criteria for the FGs were as fol-
lows: an adult who lived in Nigeria for 20 or more years; 
from the same general areas where the dementia caregiv-
ers lived (southern Nigeria); and ability to communicate 
in English. Most of the recruited FG participants were 
Igbos, the main ethnicity of those in the southeastern part 
of Nigeria including Anambra state and therefore shared 
cultural similarities with the dementia caregivers. All 
recruited FG members had post-high school (tertiary) edu-
cation and were working in the United States. All pro-
vided informed consent to participate in the study. Table 2 
contains a profile of the FG participants.

FG Procedure

The first FG included three men, the second included four 
women, the third included four men, and the fourth FG 
included 10 women. The lead researcher, as the modera-
tor, organized the FG sessions, which were held at loca-
tions that were convenient for all FG participants involved. 
Three of the four FGDs were conducted face-to-face. One 
was conducted over a telephone conference call. All the 
discussions were in English, audio-recorded, and tran-
scribed verbatim with consent of the FG participants. We 

note that the FG were gender separate to reduce bias by 
allowing participants to feel comfortable sharing their 
views without worrying about how those from the 
oppositive gender might react. The lead researcher asked 
semi-structured questions with the help of an interview 
guide (see Table 4 in supplemental files) based on the 
findings from the interviews. FGs lasted around 1 hour. 
The same data analytical approach used for the data col-
lected from interviewing the caregivers was used to ana-
lyze the FG data.

Findings

We identified three themes: misconceptions about demen-
tia symptoms, caregiving protects against stigmatization, 
and stigma affects caregiving support. Each theme is 
described below and includes observations by some of 
the FG members.

Theme 1: Misconceptions About 
Dementia Symptoms

Overall, as the research literature suggested, participants 
associated dementia symptoms with normal aging, witch-
craft or sorcery, or “madness.” One of the participants 
(Chika) attributed dementia to normal aging but also 
expressed her difficulty to make sense of the condition. 
She said, “I call it age; I call it age because I don’t know 
what to call it.” Similarly, Mary said, “It is an illness or 
behavior, certain old or middle age people experience 
when they are getting old.” Bola’s views were somewhat 
different. She explained that some people in her commu-
nity saw her father’s condition as part of normal aging but 
added that his condition is just a sickness, given that other 
people who are older than him can still lead normal lives 
without cognitive issues.

In addition, some participants described dementia 
symptoms by associating them with witchcraft and sor-
cery. Bola said, “You know in the village; they will think 
that somebody is bewitching [or casting evil spell on] 
that person [with dementia]. They don’t know it is 

Table 2.  Profile of Focus Group Participants (N = 21).

Number of focus groups 4 groups:
2 male groups (3 in one group, 4 in the other),
2 female groups (4 in one group, 10 in the other group).

Gender 7 men; 14 women
Age Men: 33–43 years of age (M = 36.7, SD = 3.73)

Women:
1st Group (4 women; 29–41 years of age, M = 32.8, SD = 5.68)
2nd Group (While ages of most participants were not available, the youngest was 29 years and the 

oldest was 59 years)
Education They all had tertiary level/above high school education



a sickness.” As suggested with Bola’s different views, 
perceptions about dementia symptoms could be conflict-
ing. For example, Esther commented, “Some people are 
saying somebody [sorcerer/witch] is trying to manipulate 
her [person with dementia]. Others are saying it is what 
she did when she was young that is affecting her.” In this 
way, persons with dementia may be viewed as victims of 
sorcery or as mentioned in the introduction, victims of 
their own previous evil deeds.

Mary believed people in her community who do not 
have adequate information about dementia may view a 
person with dementia as “mad.” This was similar to the 
views shared by other participants. For example, Rita told 
the interviewer: “She [her grandmother with dementia] 
was back there in the village and the thing [symptoms] 
was starting. They [the villagers] called me asking and 
saying if it is madness that is happening to my grandma.” 
She added that she found the villagers’ attitude toward 
her grandmother to be very hurtful.

In commenting on this theme, the FG members offered 
insight on views of dementia symptoms described by the 
caregivers. Most of the FG members believed that poor 
dementia awareness in Nigeria is responsible for people 
associating dementia symptoms with sorcery and mad-
ness. For example, a male FG member said, “It can be 
defined as a mental disorder, but saying it is ‘madness’ is 
ignorance.” Another FG participant (male) described how 
culture influences the way people make sense of demen-
tia symptoms in Nigeria. He said,

The African culture is vast, and there’s a lot of mix up and 
complications with mental health and sorcery. Culture plays 
an important role here [in Nigeria]. Some people think 
there’s no natural illnesses. It [dementia] could be as a result 
of karma or someone trying to get at you.

The above statement indicates that the participant 
believed that African culture helps to describe any phe-
nomenon that is poorly understood as a likely spiritual 
issue. He further added that these culturally influenced 
views are why “People will start to go to the church to 
seek for miracle, or to go to a native doctor [traditional 
healer] to get a cure, saying it [dementia] could be mad-
ness or a spell.”

Theme 2: Caregiving Protects 
Against Stigmatization

Some of the participants felt that being caregivers helps to 
protect the person with dementia and other members of the 
family from outsiders’ negative attitudes. One of the par-
ticipants (Mary) said, “It’s [having dementia] like some-
body that is mentally retarded. You don’t want people to 
talk about it. It [the person with dementia] requires special 

attention and protection.” She further described, “We are 
doing these things [caregiving] so that people will not 
laugh at you [us]. They will not have a prejudiced view of 
the family, so you have to cover everything.” Mary’s com-
ment suggests that an important aspect of caregiving is 
protection of the family from shame or discrimination. 
This is similar to another caregiver’s comment about her 
grandmother with dementia. She (Rita) said, “Since she is 
my grandmother and people see her as a mad person, I 
don’t like it. So, I prefer to stay at home and take care of 
her than leaving her that way [unattended].”

For some participants, the quality of care provided can 
make a difference on how the person living with demen-
tia is viewed. Thus, good care may help prevent negative, 
possibly stigmatizing views. This might be achieved by 
maintaining the dignity of the person living with demen-
tia at all times, which may also help keep the person’s 
condition undisclosed. This was explained by Daniela:

I always make sure I use Dettol [sanitizer/deodorizer] to 
clean the room where I kept her [mother with dementia]. If 
you see her that time, if you see my mum, you won’t even 
know that she is having dementia. After dressing her, I will 
clothe her very well, use perfume. I will use perfume on her. 
I will even wear her trouser, and if you see her you won’t 
even know that she is having such sickness.

Maintaining hygiene (e.g., incontinence, overall cleanli-
ness) not only comprised good care but also masked some 
of the challenges associated with living with dementia, 
such as toileting and dressing.

FGs added to the insight on this theme by sharing their 
views on how protection against stigma may be a motiva-
tion for dementia caregiving. According to some of the 
FG members, caregivers may lie about the older adult’s 
health/medical condition. For example, saying the person 
“has malaria” instead of dementia, in addition to keeping 
the person away from the public. The impact of the stigma 
from dementia is also believed to affect important social 
aspects (e.g., marriage) of family members of a person 
living with dementia. A female FG member said,

. . . You know how it is in Nigeria. If someone is mad 
[dementia] in a family, they [outsiders] will see it as one 
person [a younger family member] is going to be mad in 
your family. They won’t want to marry you, and they will 
say—“oh this person’s grandma was mad, don’t marry from 
that family. They have mental illnesses in that family.”

Some of the FG members also thought that dementia-
related stigma resulted from poor dementia awareness. 
One of the FG (female) members said, “. . . it’s possible 
that it [dementia] is popular [common in Nigeria]. It’s 
just that everyone is hiding their shame per se.” In this 
way, she suggests that although several families may 



have persons with dementia in the community, most are 
hiding it from the public to prevent the possible stigmati-
zation of their families.

Theme 3: Stigma and Caregiving 
Support

The participants shared that dementia attitudes can influ-
ence support for caregivers. According to the caregivers, 
the availability of familial and sometimes, community 
supports that are assumed to be available for female care-
givers in Nigeria are affected by how people make sense 
of dementia symptoms. One of the participants (Gina) 
described how being viewed as a witch can result in 
adverse consequences. She said, “It [dementia] is the rea-
son people are not greeting her [mother with dementia]. 
My brother stopped coming home, even stopped giving 
her money [financial support].” Gina’s eldest brother and 
wife believed Gina’s mother was a witch and subse-
quently dissociated themselves from her, thus affecting 
the quality and amount of caregiving support available 
for her mother. Nene, who had two adult daughters stated 
that the daughters do not help with caregiving because 
they do not want to be associated with their father’s con-
dition. Nene added that she sought assistance from her 
church members (Christians), but they only offered to 
“take him [husband with dementia] to those people that 
worship idol [traditional healers]” to cure his mystical 
condition.

Another caregiver, Esther, a registered nurse who 
wanted to periodically share caregiving responsibilities 
with her family members said, “I am planning in my 
mind to tell them [about sharing caregiving duties] when 
they come back this December [for the Christmas cele-
bration]. Because locking her up, you don’t know what 
will happen.” Esther’s comment suggests she is worried 
about what might happen to her family member who is 
left physically isolated without supervision.

Regarding this theme, most of the FG members 
believed some of the issues surrounding poor caregiving 
support were connected to negative attitudes about 
dementia. A female FG member described how she had to 
convince her sister that their father with dementia is not a 
witch/wizard and of the importance of coming together as 
a family to care for him. Another FG member (male) 
thought attributions such as “sorcery” allowed some fam-
ily members to escape the responsibility of providing 
caregiving support. Another FG member talked about 
caregivers’ inability to access adequate family support 
because of dementia-related stigma. She explained,

This issue of the dementia patient being stigmatized also 
comes from the family members which now makes it even 
worse—because a family that has about 5 people, and out 

of the 5, 3 people are not even OK with the fact that this 
[dementia occurrence in the family] is going on, then 
you’re left with just two people to deal with [provide 
caregiving support] what is going on. What 5 people should 
have been able to do; it breaks everybody down especially 
the caregivers.

Discussion

This study explored perceptions of dementia and stigma on 
the caregiving experiences of informal female Nigerian 
dementia caregivers. Overall, we found that misconcep-
tions about dementia symptoms, which are deeply rooted 
in everyday understandings of dementia causes resulted in 
stigmatization, thereby compounded the challenges of 
caregiving (Benbow & Jolley, 2012; Kleinman & Good, 
1985; Urbańska et al., 2015). In the Nigerian context, the 
study findings shed light on how some lay understandings 
about dementia symptoms (e.g., “madness,” “insane,” 
“crazy”) and stigmatization are linked. Findings are also in 
line with some Nigerian studies (see Adebiyi et al., 2016; 
Faleye, 2017) where words such as “madness” and “sor-
cery” are used to describe dementia symptoms (Labinjo 
et al., 2020). Furthermore, these stigmatizing words, how-
ever potent, emerged due to the sociocultural meaning-
making process in Nigerian communities (Kleinman, 
1978) and poor scientific or clinical dementia knowledge 
(Nwakasi, 2019; Nwakasi et al., 2019). Furthermore, the 
deep cultural roots of these stigmatizing views about 
dementia which were also held by some educated Nigerians 
points to the challenges in addressing dementia-related 
issues effectively (Spittel et al., 2019), thus stressing the 
need for systematic dementia sensitization and awareness 
campaigns in Nigeria.

Another interesting finding was that for some of the 
participants, being caregivers allowed them to protect 
their relatives and shield themselves and other members 
of their families from outsiders’ negative attitudes—the 
attitudes which may constitute stigmatization. This pro-
tection which is a behavioral reaction is reasonable 
given that some dementia behaviors are viewed as 
embarrassing and damaging to a person’s reputation 
(Hall & Sikes, 2017). Nigerian caregivers put up a pro-
tective approach to “safeguard” their loved ones from 
stigmatization within the community. This stigma is 
often a product of a dynamic, multifaceted social pro-
cess that can consistently lead to poor outcomes for 
people living with mental health conditions and those 
caring for them (Shamsaei et al., 2013). More so, while 
providing this type of protection from stigma for their 
relatives, these caregivers may not seek specialized sup-
ports that are helpful for caregiving and the manage-
ment of severe and life-threatening progression of 
dementia (Nwakasi, 2019; Ogunniyi, 2018).



The study also found that negative attitudes about 
dementia from family members can have a profound 
impact on care, especially when some family members 
refuse to provide support or cease to communicate with 
relatives with dementia due to fear of stigmatization. This 
is similar to another study that found that caregivers’ 
stigma from AD resulted in caregivers concealing the 
diagnosis and the person with AD from outsiders, and 
reduced caregiving for the person with AD (Werner et al., 
2010). Ae-Ngibise et al. (2015) described a similar situa-
tion that resulted in “lack of support from others” and 
“diminished social relationships.” Sometimes, the with-
drawal of support from some family members may result 
from pejorative views of the family (e.g., with dementia) 
by the public—these views may go as far as people refus-
ing to marry into families of people living with dementia 
(Adebiyi et al., 2016). Therefore, it may be unsurprising 
that some family members would want to dissociate 
themselves from their relatives living with dementia to 
protect their social relationships and standing in the com-
munity (Kehoua et al., 2019).

Negative attitudes about dementia symptoms (e.g., 
madness, sorcery), especially those that are stigmatizing, 
can affect access to dementia caregiving support as care-
givers may be reluctant to seek for help, or if they do, 
they may not get the help they need. When these happen, 
the burden from dementia caregiving is worsened as well 
as the quality of care the person with dementia receives. 
For these caregivers to effectively provide care, they 
require access to a combination of family support, com-
munity-based informal support, and government formal 
support (Chow et al., 2010).

Implications

Nigeria needs policies to raise dementia awareness and to 
help protect the dignities and well-being of older Nigerians 
living with dementia and their caregivers. A U.K. study 
found that involving schools in dementia programs 
increased dementia awareness, reduced stigma, increased 
knowledge on how to support caregivers, and a better 
understanding of the challenges people with dementia and 
their caregivers face (Atkinson & Bray, 2013). In South 
Africa, some non-governmental organizations created 
public awareness on mental health and reduced associated 
stigmas through media campaigns, school talks, rural out-
reach, counseling services, and also by providing informa-
tion resource centers to the public (Kakuma et al., 2010). 
A Nigerian study identified the need for more mental 
health stigma advocacy, participation from government 
agencies to fund and help combat stigma, and creation of 
education and information programs to improve attitudes 
about people with mental illness (Armiyau, 2015). These 
approaches are worthy of consideration to be widely 

replicated in Nigeria to address poor dementia knowledge 
and reduce the associated stigma.

Religious practices are helpful in increasing coping 
and mitigating caregiving stress (Harris et al., 2013), and 
as Nigerians are quite religious, this medium can be 
explored to combat dementia stigma. Christian and 
Islamic organizations such as churches and mosques can 
be used to promote dementia awareness and reduce 
stigma in Nigeria. For example, a study found that African 
American churches can be used in mental health cam-
paigns and clergies serve as gatekeepers for access to 
mental health services in the community (Williams et al., 
2014). More importantly, by training church leaders and 
clergies, some families with persons living with dementia 
will have access to appropriate dementia and caregiving 
information when they seek support from their religious 
organizations in their communities. In addition, unortho-
dox healers and indigenous religious leaders in Nigeria 
are an untapped group of stakeholders in promoting men-
tal health and well-being. Collaborations between ortho-
dox and unorthodox medical practitioners may result in 
increased access to mental health services in Nigerian 
communities (Burns & Tomita, 2015)—such collabora-
tions can also be harnessed to improve dementia knowl-
edge, referrals, and access to specialized caregiving 
support.

Limitations

The study has some limitations. The caregivers were inter-
viewed only once and as a result, some of the compelling 
views they shared were not probed further. Nonetheless, 
using FGs ensured some of these views were further 
explored for more insight, therefore, strengthening the 
trustworthiness of the study. Conducting the interviews 
with the caregivers over the phone was a way to help min-
imize the effect of dementia-related stigma on data collec-
tion. For example, caregivers may be uncomfortable with 
sharing their views about dementia symptoms and their 
caregiving experiences during face-to-face interviews, but 
they may feel less discomfort doing so over the phone 
with more anonymity. However, using phone interviews 
makes identifying relevant participants’ expressions (e.g., 
body language, facial expressions) difficult.

Conclusion

This study explored attitudes about dementia and care-
giving in Nigeria. In addition to Nigeria’s rapid aging, 
increasing risk of dementia, and poor health system, 
this study is also based on the premise that Nigerian 
women are at the center of informal long-term care in 
Nigeria. Therefore, understanding how negative atti-
tudes (e.g., stigmatizing views) about dementia impacts 



the experiences of these dementia caregivers may be 
important for policymakers and other stakeholders in 
Nigeria’s health care and social services sectors. 
Increasing dementia education through channels such 
as advocacy programs aired over the radio, and demen-
tia awareness collaborations with religious organiza-
tions may help reduce the impact of dementia stigma in 
the country. Furthermore, there is need for policies that 
focus on supporting dementia caregivers (i.e., the 
women) as their quality of life and that of persons with 
dementia may depend on such interventions.
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