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Dementia and Ethics

Anne J. DAVISY?

[Abstract] This essay focuses on two questions about dementia and ethics:

1) Who decides and what do they decide based on which values?

2) What do Risk and Benefit mean to the person caring for a patient with dementia?

In dealing with these two questions the ideas of freedom and safety are discussed. In addition to the ethics involved at the

patient care level, the ethical issues in selected policies are also discussed.
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Introduction

A wise person once said that we can judge a society by
the way it treats its most vulnerable members. People with
dementia are vulnerable physically, psychologically, and
ethically. Dementia gives rise to many ethical questions for
individuals with dementia and their families and friends
who will provide much of the support needed. It is not
only at the interpersonal level that ethical issues arise since
society also confronts ethical issues such as allocation of
resources and the responsibility to develop policy to make
sure its vulnerable members will receive the care they need.
A useful list of reference for these issues is provided by the
Alzheimer’s Association of the United States (Alzheimer’s
Association Green-Field Library, 2012).

In this paper [ will discuss the following two questions:

1.Who decides and what do they decide based on
which values?
2.What does risk and benefit mean when caring for

patients with dementia?

Decision Making

In the USA, the ethical ideal that individuals have
the right to participate in discussions about themselves
and make decisions within their family is very strong.
When patients have dementia, and especially advanced
dementia, this raises questions of patient competency to
make decisions. If they are found to be incompetent, then
someone else must act in the patient’s best interest when the
patient is judged to be incompetent to make decisions.

Competency is a legal, social and medical concept that

is complex but of vital importance to our understanding of
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the person with dementia. Competency means having the
capacity to understand what is being said and to realize the
possible consequences of decisions made. It does not mean
that if a person is incompetent in one aspect of life, he or
she is totally incompetent regarding all aspects of life. The
three stages of dementia, mild, moderate, severe, can help us
understand in a very general way the extent of competency
that an individual may have. But each individual must be
evaluated to determine his or her situation. This information
in turn can form our expectations of that person. Numerous
practical and ethical problems can arise when expectations
we have of the person with dementia do not fit with the
extent of patient competency.

In Japan omakase, the deeply embedded cultural norm
that is used by families and health care professionals to
make decisions for competent adult patients in their best
interest would lead us to the assumption that viewing
decision making by people with dementia may not be an
ethical problem in some decision making situations because
of omakase. However, there may be some instances in
which individuals with dementia want to make decisions
about daily life activities or medical treatment and others
believe this person to be incompetent based on the medical
evidence. This can create a potential ethical problem.

When individuals make their own decisions based on
their values in ethics this is the ethical idea of Respect for
Persons. When another person makes the decisions for the
individual this is the ethical idea of Acting in the Other’s
Best Interest.

Some questions arise in the daily care of a person with
dementia:

1.In a specific situation, what does incompetency
mean in light of the categories: mild, moderate,
severe dementia?

2. What is the Best Interest of the patient and does that
change over time? How do these three categories
impact ethical decisions affecting the patient?
Ethically, should the Best Interest of the family care
giver be taken into account? What if the Best Interest

of the patient and the Best Interest of the care giver

F—EX  BHNE &R

conflict, what ethical principles could assist in
finding a solution?

3.How much risk should be allowed in the
consequences of any decision? Should risk be
weighed against benefit? And risk and benefit to
whom?

In summary, questions about who decides and what
values are involved in these decisions along with notions
of a risk-benefit balance and who runs the risk and who
benefits have been briefly outlined.

Whoever makes the decisions, the person with dementia
or family members, they should have access to good
quality assessment and support from the time they become
concerned about symptoms that relate to a possible
diagnosis of dementia. The question for Japanese nurses
is: Do nurses have a role in the timing and communication
of possible diagnosis in order to respect the person’s
and family’s well-being? I believe that nurses working
in hospitals and in communities have a responsibility ,to
educate the public and support care givers and to join in
with others who educate and support.

Another value, that of confidentiality, needs to be
carefully thought about when working with all patients and
their families. Who should know what information and
why?

Confidentiality is e'specially problematic for patients
with dementia because of lingering stigma connected to
this diagnosis. Japan and the USA have worked to lessen
the negative beliefs and attitudes regarding dementia
in the general public. Both the government and private
organizations, such as the Alzheimer Association, have
programs to educate the public about dementia including
the importance of early diagnosis and appropriate care. I
believe that the nursing profession has an important role
in advancing this education at both the patient-family
level and the community level. This statement assumes
that nurses have knowledge about dementia and also have
examined their own attitudes and beliefs regarding people
with dementia.

Because patients usually experience the three categories
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of dementia, it is possible that while they are in Stage 1
of mild dementia the family should discuss the decisions
that need to be made in ways that include the patient if the
patient wants that. If later, the family needs to make more
decisions about treatment or daily life and the patient is
now in Stage 3 of severe dementia, then he or she most
likely is incompetent to participate. The ethical base has
shifted from Respect for Person to Best Interest of the
patient.

What does it mean to decide in the best interest for
another person? What values are used? Can and should
there be a consideration not only for the patient but for the
caregivers as well? Both patient and care giver experience
profound effects in their life as a result of dementia. The
potential for frequent and serious conflicts of interest
between the persons with dementia and their care givers
can create ethical issues that include physical abuse and
psychological abuse. Some balance between the ethical
rights of the patient and the ethical obligations of the care
giver must be found. Certainly there is a role for nurses and
especially for community health nurses in developing and
maintaining this balance which will most likely change over

time.

Freedom, Safety and Risk

Another ethical issue is the balancing of freedom and risk
for the patient. As adults we normally have the freedom to
come and go in our daily lives. But this freedom is based
on the fact that competent adults can assess the potential
dangers in a situation and make fairly accurate decisions
in order to be safe. This ability to assess a situation may be
diminished and in time certainly will be diminished.

For example, I like to walk to a book store-coffee shop
and sit for a while. In order to get there and home again I
must cross a six lane street with cars going north and south.
I also often drive to a beach to watch the tide come in.
Experiencing the Pacific Ocean is very important to me. If I
have dementia, ethically should these activities continue?

Ethically, we have two values in possible conflict: safety

and freedom. In thinking about this conflict, we need to
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also think about the risk factor. The question here is: How
much and what kind of risk should be allowed in the name
of individual freedom that may not be 100 percent safe.
We ask this question about children in different stages of
development to whom adults have an obligation to keep
them safe while at the same time these children need to
explore the world around them. There is risk in every day
life and in fact, little in life is totally risk free.

People with dementia are not children but also cannot
always assess situations as to how much risk is involved
and especially as their dementia advances. How can we, as
relatives and nurses concerned about people with dementia,
keep them safe while supporting certain freedoms?

Even with the best support, persons with dementia will
experience profound effects in their life as a result of their
disease. The decline in mental capacity and the ability to
function independently, together with the effect dementia
may have on mood and behavior, is highly distressing to
the person with dementia and creates difficulties for those
providing care as they seek to respond appropriately and
ethically.

Should persons with dementia be restrained to keep them
safe even if this limits their freedom and may violate their
sense of self? Such restraint can be either physical such as
tieing a person in a chair or bed or it can be chemical using
drugs.

Ethically, it seems right to assume that in general these
people continue to have a sense of self. It may be difficult
to assess that as the dementia advances so perhaps what
is required is thinking about the balance of freedom and
risk fairly early on when symptoms first appear and then
reassess as symptoms increase.

While freedom is very important, not to attend to
safety issues could do harm and lead to accidents or even
death of the patient. This situation could be viewed as an
abandonment of the person with dementia. The nursing
codes of ethics indicate that we should never abandon the
patient but it also says nurses respect the person who is our
patient. Two values in conflict. This indicates that while

ethical principles are necessary in finding solutions to
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ethical dilemmas, such dilemmas also require a thoughtful
nurse and not one who just acts automatically.

Restraining patients by any means may be the easiest
way for the nurse to react but it may not be the most ethical.
On the other hand, if no other option is available, restraints
may have a place in maintaining patient safety. This is
a major ethical question for nurses that needs extensive
discussion and a position paper from the JNA. Is there one?
Importantly, the Japan Nursing Ethics Society could help
to protect vulnerable people by taking an ethical position
and making it known to everyone. This adds to other
organizations’ efforts to educate the public.

Sometimes we as nurses react and think only of safety
which of course is very important. But all of us take risks in
our lives that challenge notions of safety. It seems to me that
ethics asks us to think through these situations more fully
using ethical principles of respect for persons and do no
harm along with input from caring ethics which examines
the relationship between the nurse and the patient.

Risk needs to be examined within the context of a risk-
benefit analysis. In addition, such situations can have a
compromised decision. It does not have to be only safety
or only freedom we think of. An alternative, such as a
compromise, needs to be found. This is especially needed
with agitated patient. Is there a role for young volunteers
here to spend time with an elderly person maybe taking a
walk or other such activity?

Since much of the supportive care will for some time be
given by family members, nurses can help and support them
in several ways including discussing these ethical issues
they may face often. The nurse has ethical obligations to
the patient and the people caring for the patient. This caring
is very difficult for the one proving the care. It entails
watching a loved one fade away from us. The expectations
we have of that person cannot be the same as before and the
nurse can help the care giver to develop new and changing
expectations. So the nurse needs to establish a relationship
with the patient and the care giver based on trust. It is trust
that enables us to work together for the well-being of all.

Saying that means that the nurse also may need a place
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to deal with feelings of loss. With the present state of our
knowledge, no one with dementia gets well. There are
perhaps few or no happy endings but this journey to the end
of life can be enriched and dealt with ethically.

To this point I have focused on the person with dementia,
the family and the nurse. Now a brief mention of health care

and policy issues will place these ideas in a larger context.

Policy Issues from an Ethical Perspective

Japan has done well in developing policies and creating
social and health services for the elderly such as the Long
Term Care Insurance. An emphasis on the equal value of
people with dementia underpins a clear ethical imperative to
provide needed resources to these people and their families.
A basic ethical question that always needs our attention is:
Since a society has only a certain amount of funds, both in
the public or government arena and the private arena such
as organizations, how should they be allocated in a fair
way? We rely on the ethical principle of justice to answer
this question. What criteria should be used to determine
a fair allocation of health and social services: To each the
same, according to need, according to age, who can pay,
people who have served the country in a major way?

Every society has many and varied groups to support
with children and the elderly being the most vulnerable.
The elderly have a history of working hard, paying taxes
to advance opportunities for the next generation and so
deserve needed governmental support. But the young are
society’s future and need support also for education, health
care, and other social support. And those in the middle work
and pay the taxes to pay for these services that are to be
allocated.

How can society be fair in the allocation of its resources?
I cannot develop these concerns about justice now but as
nurses and citizens you need to discuss and be informed and

make your voices heard.

Final Comments

Many ethical issues have not been discussed so I will list

some of them for your later consideration.
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1) Electronic tracking of patients,

2) Genetic testing

3) Protection of patient as participant in research,

4) Therapeutic goals,

5) Challenging behavior of patient

6) Placing the patient in an institution such as a nursing

home
7) End of life care including tube feeding.
Here at NCN, Watanabe sensei and her colleagues are

conducting research on patients with dementia and their
families. The present focus is on end-of-life issues. We can

learn much from these researchers and others like them.
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