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Richard was only fifty-eight when the reality of his condition significantly impacted his life. His
wife Mary was not prepared for what was to come. He was always a dedicated employee, a kind,
soft-spoken individual. All these new behaviors were so out of character for Richard. Richard's
wife looked at the doctor and said in a nervous voice, "So Richard must live like this, and wait
until he dies? Isn't there anything we can do?"Millions of people like Richard have their lives
turned upside down once their lives are impacted by this condition known as dementia. You
cannot prepare for all the changes that occur once dementia moves in, but once that journey
begins, spouses and family members must somehow find a way to continue on. No one is
immune. The numbers of individuals that are diagnosed with dementia each year are on the rise.
We need to be available to offer them support because that support is what will help them to
complete the journey.

About the AuthorNneka Kyari is a motivational speaker, marriage counselor, and Bible teacher
who heads the Sunday school department in her local church parish. She and her husband
arethe joyous parents of twins and live on Bonny Island, near Port Harcourt, Nigeria. --This text
refers to the paperback edition.
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IDedicationAcknowledgmentsIntroductionIn my previous book entitled, Dementia: The
Experience, I shared basic information related to some of the common brain disorders that can
lead to dementia. My primary target audiences were spouses and family members who were
serving as caregivers for a loved one diagnosed with dementia. The information provided could
also be helpful to those working as a professional healthcare worker, especially those working
with individuals diagnosed with this condition.As a registered nurse for the past twenty-six years,
I have worked closely with the dementia population and their families. I have heard firsthand
about their personal struggles caring for a loved one and trying to cope with it all. Many of these
caregivers are elderly spouses who have physical ailments of their own, so the daily demands
are both physically and emotionally exhausting. Their unwavering love and commitment drives
them on, and they endure all the strenuous daily demands.The number of individuals diagnosed
with dementia continues to climb each year, and though the research continues, unfortunately,
there still is no definite cure. It can be discouraging, but we need to remain hopeful that one day
these dedicated researchers will have a breakthrough. Until then, as caregivers, we must
continue to do what we can to enrich the lives of those we care for, and we must find ways to
make each day worthwhile. We need to take an active role in helping them feel valued, and we
need to seize the opportunity to help those individuals living with dementia find purpose, so their
lives can remain fulfilling. A diagnosis of dementia would be devastating to anyone, and it is easy



to understand how such a diagnosis could easily foster a deep sense of hopelessness and
helplessness. For the individual in the early stage of this condition, they will most likely have a
basic understanding of what their diagnosis means. With such a hopeless outlook, we can
understand why depression can easily become a reality. Knowing the impact such a diagnosis
can have on a person’s emotional state, as caregivers, we must help them to see beyond the
disease. We must help them to remain active and productive so they can retain some sense of
value. We must be their support, their strength, and their encourager. There is no reason why
they cannot continue to enjoy life.The goal of this book is not to provide medical advice, instead,
I want to share, and promote a more positive and effective approach to care, the kind of care that
will encourage and allow the individual to utilize their remaining abilities. I want caregivers to
understand that these individuals still can do things for themselves, and we need to allow them
the freedom to hold on to as much independence as possible for as long as they can. They can
still lead productive and useful lives, and as we allow them to use their abilities, we can promote
a greater sense of self-worth, and self-esteem.There will come a time when they will need our
total assistance, but until then, we must help them live. A diagnosis of dementia does not mean
the individual is doomed to live a life that is isolated from the world that surrounds them. They
have the right to be a part of that life. The stigma associated with diseases like this can be
powerful, so we need to be the ones to help them overcome those feelings of helplessness and
hopelessness. If we have the proper mindset, and the desire, we can be the tool that makes that
happen.As a spouse or other family member who is serving as a primary caregiver, or the
professional caregiver working in a healthcare setting, you all have the opportunity to make a
difference in the lives of those you are caring for. Do not underestimate the positive influence you
can have in their lives. A smile, a word of praise, a touch, some conversation, and a hug, are all
small gestures that can reach the heart of the one you are caring for. If you work in the
healthcare setting, every resident you care for is your customer, and you must do whatever you
can to provide quality care. There are so many little things that can be done, and they require so
little effort on our part, but these little things can have a huge impact. In the chapters ahead, I will
be providing you with some useful tips that you can utilize as you provide care. You can make a
difference.I want to thank you for your interest in this subject matter. We need caregivers that
love what they do. We need caregivers that recognize their residents as individuals. We need
you to see them as a person with value. I hope this book is helpful to you as a spouse or as a
professional caregiver. I hope it sparks a renewed desire in your heart to be the one to take the
lead. In the healthcare profession, every team needs a leader, so perhaps you can be the one to
step forward and use your influence to attract others to this cause.Chapter One:The Paralyzing
Effects Of StigmaStigma is something that affects us all. In the simplest terms, it can be
described as the way we perceive ourselves, or someone else in relation to a specific situation
or condition. For example, in the latter part of the nineteenth century, because of a perceived
fear, individuals with leprosy were isolated from the general population, and placed in colonies
that were designed to keep these individuals separated from society. Today that sounds quite



extreme, but yet we still experience the same type of stigma associated with such conditions as
HIV and AIDS, psoriasis, mental illness, obesity, deafness, blindness, intellectual disabilities,
certain cultures, and ethnicities, religions, and other diseases or conditions.It is difficult to
imagine that such stigma would exist in today’s society, perhaps not to the extremes that were
common back in the nineteenth century, but unfortunately there is still a stigma alive in today’s
society, and many of us may be guilty as well. Impossible, you say? What thoughts go through
our mind when we hear of someone being diagnosed with lung cancer? Most likely, one of the
first things that come to mind is, they must have smoked all their life. The fact is, there are some
individuals diagnosed with lung cancer that have never smoked a cigarette. They may have
worked all their life in a coal mine, or around asbestos. What about the individual diagnosed with
HIV or AIDS? Surely they must have lived a careless and promiscuous sex life, or perhaps they
were intravenous drug abusers. Again, there are some individuals who have unfortunately
contracted HIV and AIDS because of a partner, or what about the healthcare worker who
suffered a needle prick, only to find out later that the needle was contaminated with the virus?
Consider the person suffering from diabetes? Is their diabetes the result of being overweight,
eating too many sweets, drinking too many sweetened sodas, and just failing to follow a healthy
diet? While some of those factors can definitely contribute and complicate that condition, the
real reason may be due to factors inside the body, and out of the person’s control, such as a
pancreas that is not able to produce enough insulin, or perhaps it is due to the ineffectiveness of
the insulin their body produces. We could go on and on discussing different cultures, ethnicities,
and the many different religions, but I think you get the point. Life is not always black and white,
and it is quite easy to allow ourselves to fall prey to that preconceived mindset, and then we look
at individuals or certain situations from the wrong perspective. It is unfair for the person going
through that situation. As a society, I wish we could all learn to be less judgmental, and look at
others as someone no different than ourselves.When I was in college, I took two semesters of
sign language and interpretation, and as part of my class assignment, I did some work within the
deaf community. I was welcomed into their circle of friends, and they were happy that I wanted to
learn more about their culture. As I became friends with some of those I worked with, I learned
that they were also affected by stigma. As you know, most deaf individuals communicate with
their hands, and because of this, people are usually fascinated, and they often stare at them if
they observe someone signing in public. Although it may be out of curiosity, it is still impolite, and
it makes those who are deaf feel uncomfortable, almost as though others are spying on them. It
is a violation of their privacy, really no different than listening in to someone else’s
conversation.In order to be an active part of society, they had to learn to overcome those
feelings of self-consciousness. They had to find a way to accept the fact that people in the
hearing world are going to stare. In school, and on the job, they most likely already feel like a
spectacle, because they need special accommodations in order to learn, and work effectively.
Unfortunately, many deaf individuals are denied jobs, even though they may be well qualified for
the job they applied for. Because of their need for some special accommodations, and the



inability of the hearing world to communicate effectively with them, they may be denied the
opportunity. I can only imagine how uncomfortable it must be for someone who is deaf to apply
for a job, understanding that the potential employer may have a preconceived idea that because
of their hearing deficit, they would not be a productive employee. Indeed, it is a sad situation, but
it boils down to that preconceived perception known as stigma.After I graduated from college, I
worked as a manager in group homes for individuals with intellectual disabilities. Their
mannerisms, and the way they communicated may have been different, especially if they wanted
to express joy and happiness, because they could be loud. When out in the public, people would
tend to perceive this as out of line and disruptive behavior. On one occasion, I had taken two of
my clients out to eat. When the waitress came to our table, she looked at everyone, and then
looked back at me and said, “What would they like to drink?” I smiled at her, and responded, “I
really don’t know, but if you ask them, they can tell you.” She looked surprised, and proceeded to
get their orders. Yes, they were all capable of answering her question, but she had this perceived
impression that they were incapable of knowing. Again it was stigma. During my high school
years, I was overweight, and I had a speech impediment, a significant stutter. I suffered extreme
anxiety related to this personal imperfection. In school, we were often called on to stand and
read aloud in class. If the teacher called on me to read aloud, I would stand, but because of the
anxiety related to my stuttering, I couldn’t even begin. I stood there frozen, in silence. I couldn’t
speak. Eventually the teacher would tell me to sit down. I became the subject of ridicule, and a
target for bullies. Because of my weight and my stuttering, I was very self-conscious. Finishing
high school was a significant challenge. I don’t know how I made it. As a coping mechanism, and
the only way I knew how to cope with my anxiety, every chance I had I skipped school. In spite of
my hatred for school, and all my absences, I still managed to graduate, but unfortunately I did
not excel in my education. The stigma associated with my own perceived imperfections stifled
my potential, and it prevented me from participating in some of the things I would have enjoyed
doing. I never felt as though I measured up to all the others in my class.Stigma is alive, even
today, and it is a horrible and crippling notion. It robs individuals of happiness, and opportunities
to enjoy a full and rewarding life. At the expense, and the insensitivity of others, many suffer
unfairly. Perhaps as a society we can help in some small way by making a personal commitment
to remove some of these negative perceptions.Those affected by dementia fall into this same
group. Those with dementia, their spouses, and other family members who serve as caregivers
are all vulnerable to the negative effects of stigma because some people do not understand
dementia, and how it impacts an individual. If they observe someone in public who acts
differently because of their dementia, they may stare or make some insensitive comment, and
an experience like that can easily make an individual feel uncomfortable to be in public.Years
ago when my Grandmother’s dementia began to interfere with her ability to live on her own, she
had to be moved into a nursing home. She was not diagnosed with dementia, but instead she
was diagnosed with senility. Back then people interpreted that as being crazy. Even today, the
word senility has a negative connotation. If you hear that word being used to describe someone,



most likely it would conjure up an image of someone that is out of their mind, crazy. Even though
the modern day definition does not support that, many still maintain that old mindset. If you look
up the definition of senility, it references someone who shows weaknesses or diseases of old
age, especially a loss of mental faculties. Even that definition gives one the impression that
when one grows old, they will lose their mental faculties, and would likely become senile. That
seems unfair to me.Today we have an increased awareness of the various disorders that can
lead to cognitive decline, and we know that dementia is not a normal part of growing old. I know
many individuals in their eighties and nineties who show little signs of cognitive decline. Their
bodies may be wearing out, but their cognition is still fairly intact. In spite of this increased
awareness, we still have to deal with the stigma associated with dementia.In the next chapter we
will consider the negative impact stigma can have on individuals with dementia, their spouses,
and other family members. We will explore ways that we can help, and we will suggest things
that you and I can do to provide these individuals with support so they can live a life that offers
them enjoyment and fulfillment.Chapter Two:Confronting The Stigma Of DementiaThrough the
years, I have had the opportunity to speak with many spouses and family members who served
as caregivers for a family member. They shared their feelings of embarrassment because of
some of the behaviors displayed by their loved one, especially when out in public. They assured
me that they were not ashamed of their loved one, but instead, they were embarrassed for them,
because they worried how others would see them.How does stigma like this affect the person
with dementia, or their caregiver? If the person is having increased difficulty remembering
names of friends, or they are self-conscious about the changes that they are experiencing, they
may fear being exposed; so to avoid being embarrassed, and in an attempt to protect their
dignity, they may choose to remain at home. Maybe the spouse is the caregiver, and certain
behaviors make them feel embarrassed; so to protect their loved one, they decide it is safer to
remain at home. In turn, the individual, and their family members end up missing out on
opportunities for activities outside the home, and the enjoyment of socializing with others.Let us
consider a person who has begun noticing a few changes in their memory, and at times they feel
confused about certain things. They are not sure what it all means, so out of concern, they
decide to see their doctor. After the doctor runs a few blood tests, maybe a CT scan or an MRI,
and asks a few questions, the doctor determines that it is early Alzheimer’s disease. Since it is
early Alzheimer’s disease, the individual will most likely have some understanding what such a
diagnosis means. They research their diagnosis and learn as much as possible about their
condition, after all, they want to be prepared for what lies ahead.As they research the diagnosis
and begin to learn more about this condition, they begin to fear what may lie ahead for them.
They become discouraged as they focus on the future. They understand that eventually their
memory will become worse, and they will become more confused, and eventually they will lose
the ability to do certain things. Then they learn about other physical changes that will likely occur,
such as bowel and bladder problems. They begin to worry in silence as they think about all that
could happen if they go out with their friends. What if they forget the names of friends, or what if



they get lost in public? What will their friends think of them? It becomes a high risk, so the
person decides it will be safer to remain at home.The person’s life has now become narrow, and
they begin to have increased feelings of loneliness, helplessness and hopelessness. Even
before their condition has progressed to the point where symptoms will become obvious to
others, they decide to self-isolate. The associated stigma begins to rob them of their freedom.
They surrender to their fears, and their freedom to enjoy life to its fullest has been taken away.
Stigma is alive and well. The spouse or other family caregivers are also at risk of being affected
by this stigma. The spouse or other family member who functions as the primary caregiver is
going to feel obligated to do everything in their power to protect the dignity of the loved one and
to protect them from anything that might cause them emotional harm. This may especially be
true if their loved one’s condition has progressed to the point where they might display strange
behaviors, or an inappropriate reaction if confronted by an unexpected situation while out in the
public. The fear of exposure to public stigma may lead a spouse or family member to believe that
the only way to assure the protection for the one they love is to keep them at home. The
concerns may be real, but now the stigma has begun to restrict the life of the spouse or other
family members. It is unfortunate, but these preconceived notions, and the negative
connotations associated with this condition can hinder a person’s ability to enjoy life. Like many
of us, the person will tend to focus on the worst case possible scenarios. All these different
scenarios run through the mind. What if I forget a friend’s name or what if I get lost? I will feel so
stupid. What will I do? What will people think of me? When worries like this begin to flood the
mind, and the person’s focus is on the worst possible scenarios, it will impact their outlook, and
their ability to enjoy life. Their freedom will be hindered.It may be an impossible task to remove
such stigma, but perhaps we can help those living with dementia, and for those serving as their
caregivers. Maybe we can find a way to help them move beyond all those negative feelings
associated with this condition. Education will provide some insight for those affected, and then
of course they will require ongoing support and encouragement. Our goal should be to promote
living a life that is rewarding, and to feel free to participate in the world around them, no matter
what the condition, without feeling hindered by what others might think.
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