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ABSTRACT

Alzheimer’s disease (AD) is a brain ailment that contains psychiatric and cognitive abnormalities. Stigma is the use of unwanted labels
to categorize a person with a disability or illness. Stigma about AD exists. Three types of stigma affect persons with AD dementia;
public stigma, self-stigma and spillover stigma. Stigma is often a major cause of distress to family members and care partners. Both
persons with AD and their family members are influenced by disinhibition and challenging social behaviours caused by AD. Younger
age, higher education, and familiarity with a person with AD were linked to lower levels of stigmatizing approaches. The National
Alzheimer’s Association Early Stage Advisory Group in US provided advice to persons with dementia to help them in overcoming the
stigma of dementia: be part of the solution, stay open and direct, talk the truths, seek support and join in, do not lose hope.

Public awareness and understanding of the disease is important for preventing people from stigmatizing AD. Education and public
policy might be able to lessen that stigma by creating more understanding.
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INTRODUCTION

Alzheimer’s disease (AD) is a multispectral brain disorder that
includes psychiatric, movement, and cognitive abnormalities
[1]. The latest epidemiological studies have projected that the
global prevalence of AD will increase from 27 million worldwide
in 2006 to 135 million in 2050 [2]. The incidence of AD doubles
every 5 years from the age of 65, so probably after the age of 85,
every one of the three people will have AD-type dementia [3].

Older adults with AD face three problems. Firstly, they are
bothered by age itself. Secondly, they fight with the disabilities
and symptoms that are caused by the disease. Lastly, they are
challenged by the labels, prejudice, and discrimination that
result from misconception about AD [4]. Stigmatizing of elderly
people with AD occurs in many cultures [5].

Stigma

Stigma happens when a person notices that he/she is overlooked
and has been subjected to a process whereby certain persons
and groups are unreasonably shunned, considered shameful,
and differentiated against [6]. As said by Goffman, stigma is “an
attribute that is deeply discrediting”. For him, stigma is a general

aspect of social life where one person is labelled different, while
the other is reflected normal [7]. Stigma is a manifestation of
peoples reactions to persons who have some disagreeable
features [8]. Goffman advocated the perception of stigma to be
caused by many conditions such as epilepsy, mental disorders
and acquired immune deficiency syndrome (AIDS), but he
never related it to AD [9]. Later studies, conversely stated the
stigmatization of AD patients [10].

Alzheimer’s Disease and Stigma

Both persons with AD and their family members are influenced
by disinhibition and challenging social behaviours caused by AD
[11]. In a broad literature evaluation to ascertain factors which
affect the affliction of dementia caregivers, Etters etal., described
negative consequences such as depression and decreased quality
of life [12]. Werner etal., showed family stigma as another
destructive side of caring for a family member with AD [10].

“Feeling of shame due to the strange behaviour and speech of
the person with AD” revealed the family stigma [13]. Family
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stigma is depicted as the stigma practiced by individuals as a
consequence of having a relative with the stigmatic mark [14].

Caregivers of persons with AD may have feelings of blame and
shame due to the behaviour or speech of the patient. This feeling
is named “internal stigma” or “felt stigma” and defined as a sense
of shame when the person avoids trying to find help from others
[13].

Family stigma follows a process characterized by three main
components; 1. Cognitive features (comprising the severity
of the disease, the aesthetic looks of the person with AD and
perceptions of abnormality); 2. Emotional reactions, including
positive emotions (such as kindness and sadness) and negative
emotions (such as blame, shame, and guilt); 3. Behavioural
reactions (such as suppression and diminished caregiving).

Also, family stigma was found to be accompanied with
significant bad consequences such as intensified caregiver
burden and caregiving stress [15].

In recent years, public stigma has brought attention to AD.
Individuals with AD are considered as unpredictable and difficult
to communicate with by lay people [16]. They frequently evoke
common feelings of shame and fear [17]. Lay people frequently
consider that persons with AD should be institutionalized [18].

Public stigma refers to the stereotypes, prejudices, and
discriminatory behaviours held by lay people toward a person
or group with a stigmatized form [19]. Public stigma is of the
greatest significance, especially since it has been accepted as
essential in the realization of other types of stigma, such as
self-stigma and courtesy stigma [20] and is the main obstacle
to help-seeking [21]. Current observed studies on public
stigma with regard to AD, showed that persons with AD are
victims of a substantial amount of stigma and discrimination,
particularly in developed countries. Generally, these studies
show that biological opinions about causality are accompanied
by less negative reactions [4]. Younger age, higher education,
and familiarity with a person with AD were linked with lower
levels of stigmatizing approaches. Little awareness about
the disease was established as accompanying bigger levels
of stigma to persons with AD. Cultural values might have a
stronger association with the establishment of stereotypes and
through them with the emotional and behavioural reactions to
the stigmatized subject. This is tremendously significant, as it
recommends the modification of cultural stereotypes as a first
stage in the controlling of public stigma [22].

Courtesy or affiliate stigma is defined as stigma practiced by a
person because of their near relationship with another person
with a stigmatizing feature [23].

Besides the above mentioned stigma types, Corrigan et al.,
recognized that prejudice and discrimination are practised on
people without the visible marks of stigmatized features because
of their connection to a person with the stigmatized mark [24].
This kind of stigma surrounded by family members, known as
courtesy stigma, is named affiliate stigma when it is internalized
[25]. The stigma of the caregivers of persons with dementia is
only caused by the relationship with their family member who
has dementia. The stigma of the caregivers is not just as a result

of the physical problem of caregiving, although the caregivers
may meet with extra care problems if the stigma has an effect

[ 26].

As indicated by Blum’s results, stigma controlling by AD
caregivers changes through two periods. In the initial period,
the caregiver gets together with the ill family member as
they collaborate in the organization of facts and problematic
circumstances. As Blum describes, ‘as the stigma becomes
noticeable in collaboration, the caregiver makes efforts to
minimize its remarkable feature. When the capability of the
person with Alzheimer’s weakens and he/she ‘can no longer play
the deceitful game, the second period starts. Information control
is no longer the key concern: the main concern now is to prevent
or direct the difficult situations that occur as a consequence of
the ill family member’s wrong behaviour [27].

Some claim that persons with preclinical AD diagnoses will be
subject to “stigma and discrimination”; others worry that the
diagnosis may be “distressing, alarming, and stigmatizing”; the
strategy, designed to reduce the burden of disability, may create
spillover stigma. Should spillover stigma happen in Alzheimer’s,
the stigma of Alzheimer’s clinical form will include a community
of people who are apparently healthy, many of them working and
or else involved in social, cultural and political spaces. Should it
not, the practice of stigma might split the Alzheimer’s patient
public into groups: those with clinical AD who experience both
poorer symptoms and bigger stigma and those with a preclinical
AD. If the Alzheimer’s brand itself is the primary supplier to
stigma, then those with preclinical Alzheimer’s may be subject
to stigma even in the lack of symptoms. In contrast, if symptoms
are the main supplier to stigma, then persons who are branded
but asymptomatic may not practice stigma. Additionally, if
stigma is related to views that the person’s cognitive difficulties
will get poorer, communicating that the path of preclinical AD
differs among patients will be vital [28.]

Decreasing the stigma

Educational policies might be an encouraging attitude for
decreasing the stigma of AD. Community education has been
shown as one of the vital implements for altering approaches
linked to mental disease. The consequences revealed that
individual or family practice was unconnected to stigma, thus
showing that such practices were variables that were mostly
unable to clarify the occurrence [29]. Educating families and
caregivers of patients with AD on stigma management and the
correct method in treating the patient are important factors in
coping with stigma [13]. Although, damaging messages about
AD may underwrite to stigma, family and caregivers are advised
to emphathize and establish an emotional connection with AD
patients in order to make them happy and not to feel labelled
[30]. Therefore, public information campaigns may be essential
asan effort to lessen the stigma, more so than emotional requests.
One capable key is to emphasize spreading information about
precise stigmatizing beliefs, attitudes, and actions [31].

The National Alzheimer’s Association Early Stage Advisory
Group in the US provided advice to persons with dementia to
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help them in overcoming the stigma of dementia: Be part of the
solution, stay open and direct, talk the truths, seek support and
join in, do not lose hope [32].

Overall advice to support overcoming the stigma of dementia
as fixed by the US National Alzheimer’s Association Early Stage
Advisory Group is as follows:

1. Inform the community

2. Diminish loneliness of the person with dementia

3. Give people with dementia a voice

4. Be aware of the rights of persons with dementia and their
caregivers

5. Include persons with dementia in their original societies

6. Backing and teaching informal and formal caregivers

7. Improve the quality of care at home and in care homes

8. Develop dementia training of primary care contractors

9. Request governments to produce national dementia policies

10. Increase research into how to address stigma in persons with
dementia [32].

The Centers for Disease Control and Prevention (CDC) and
the Alzheimer’s Association have established The Healthy Brain
Initiative: The Public Health Road Map for State and National
Partnerships, 2013-2018. This Road Map offers 35 actions to
raise the quality of life for people with cognitive impairment.
Two action suggestions in the “Educate and Empower the
Nation” area are:

1.Identify and promote culturally appropriate strategies designed
to increase public awareness about dementia, including AD, to
reduce conflicting messages, decrease stigma, and promote early
diagnosis.

2. Identify and promote strategies for the public about how to
communicate effectively and sensitively with people suffering
from dementia, including AD, and their families [33].

Conclusion

Public awareness and understanding of the disease is important
to preventing people from the stigma on AD. Education and
public policy might be able to lessen that stigma to create more
understanding.
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