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Abstract

The purpose of this thesis is to shine light on the inequalities in the
types of options Alzheimer’s patients are afforded and the different decisions
they can or cannot make in comparison to other terminal patients. The main
argument of this thesis is to include Alzheimer’s patients in current Right-to-
Die laws by allowing them to consent to this choice of action before they are
diagnosed, or in the early stages while they still have the competence to do
so. Another aspect of this thesis is to increase the general public’s
knowledge about Alzheimer’s and other dementias in order to generate
support for legislation involving Alzheimer’s patients. It is imperative that
legislation is passed soon, as Alzheimer’s patients have started taking
matters into their own hands which can be very dangerous and puts not only
them, but their loved ones at risk if something were to go wrong. This
argument is not intended to allow a patient suffering from severe dementia
to suddenly decide they want assisted suicide, but instead to allow a family
member or caregiver who knew the patient’s wishes, to honor that wish
when the time comes no differently than any other terminally ill patient.
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Introduction:

Alzheimer’s disease is a form of dementia that affects a patient’s
memory, ability to think clearly, and behavior. Symptoms usually develop
slowly over years and get progressively worse; eventually becoming severe
enough to interfere with daily tasks. There is currently no cure for
Alzheimer’s and upon diagnosis, the patient will have Alzheimer’s until
death. This thesis aims to argue the injustice of current legal sanctions
excluding Alzheimer’s patients from current Right-to-Die Laws, while also
drawing light to the Alzheimer’s epidemic. This thesis is not intended to
support or oppose the right to die, but rather argue the exclusion of
Alzheimer’s patients in current Right-to-Die laws as a form of inequality,
offer up suggestions about how to best include Alzheimer’s (and other
dementia) patients in these Right-to-Die Laws, and how to best
communicate this change to the general public.
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History of Alzheimer’s

Alzheimer’s is currently the sixth leading cause of death in the United
States, and may be ranked as high as third, behind heart disease and
cancer, for the elderly (65+). Alzheimer’s disease has shown a drastic
increase with an increase in death of 123% in the past fifteen years and is
expected to nearly double in the next fifteen years. Currently 5.7 million
Americans suffer from Alzheimer’s with nearly 3 million new cases diagnosed
each year and these numbers are expected to increase to 14 million
American’s suffering from Alzheimer’s by 2050. Alzheimer’s is the most
common form of dementia, or the loss of cognitive functions and behavioral
abilities that interfere with one’s day to day activities. Dementia can range in
severity with the simplest stage just slightly affecting a person’s functions to
the most severe stage, when a person is completely dependent on others to
perform basic functions such as remembering

to swallow (NIA).

The first case of Alzheimer’s was
described by Dr. Alois Alzheimer in 1906 when
he noticed his patient Auguste D. had a
shrinkage in and around the nerve cells in her

brain while performing an autopsy on her

body. During the last few years of her life she

had experienced memory loss, paranoia, and


https://www.nia.nih.gov/health/alzheimers-disease-fact-sheet

psychological changes that Dr. Alzheimer’s
attributed to the shrinkage in and around the
nerve cells in her brain describing a “peculiar
disease.” However, it was not until 1983 that
Alzheimer’s reached a greater awareness when

November was first declared National Alzheimer’s

Disease Month (Alzheimer’s Organization). Since
1983 a lot has transpired in the understanding of how Alzheimer’s disease
progresses and possible ways to slow the process, but there is still no known
way to prevent or cure the disease. Therefore, Alzheimer’s disease is
chronic, and once diagnosed a patient will suffer with Alzheimer’s until the
day they die. Currently, Alzheimer’s disease is known to have four stages
consisting of Stage 1 - mild cognitive impairment, Stage 2- mild Alzheimer’s,
Stage 3- moderate Alzheimer’s, and Stage 4 - severe Alzheimer’s. These
stages are fully described in the graphic below, although the stage’s duration
iIs subject to variation based on each individual patient’s progression of

Alzheimer’s disease.



Mild Cognitive Mild Moderate Severe

Impairment Alzheimer's Alzheimer's Alzheimer’s
Duration: 7 years Duration: 2 years Duration: 2 years Duration: 3 years
Disease begins in Dizeaze spreads to Dizeaze spreads to Dizease spreads to
Medial Temporal Lobe Lateral Temporal & Frontal Lobe Occipital Lobe

Parietal Lobes
Symptoms: Symptoms include: Symptoms include: Symptoms include:
Short-term Reading problems Poor judgment Vizual problems
memory loss Poor object recognition Implusivity
Poor direction zense Short attention

Understanding my connection to Alzheimer’s:

Since | am a graduating senior with a major in Business Administration
with Marketing and Management concentrations and an Art minor, | feel that
it is best | explain why I've been drawn to this topic and the knowledge I
possess in order to allow you, the reader, to have more knowledge of my
background and passion for this cause. The reason | chose this topic as my
thesis is because of my personal experiences with the disease and those
affected by it, as well as my involvement in the causes to help spread

awareness and raise money to fund research.



Personal Experience

| first learned about Alzheimer’s around 10 years ago when my
Grandmother started to lose some aspects of her memory. At first, | did not
understand what the problem was, did not old age cause memory problems?
While it’s true that with old age memory can start to falter, the significance
of my grandmother’s decline was much more drastic than the “normal”
memory loss that comes with old age. Over the years I've seen my
grandmother’s memory decline and it’'s been tough to see her try to piece

together her life.

The hardest part of this decline was not the fact that my Grandmother
no longer remembers all of us, but the look in her eyes when she talks about
her brother and asks if he’s coming with his wife, my Aunt Bev; only to be
reminded he died many years ago. In some cases, family members and
friends report their loved ones become an entirely different person after
their Alzheimer’s progresses, but | am lucky enough to say my grandmother
is the same fun-loving grandmother | can remember from my childhood. My
grandmother has always been a very organized person and when her
memory started to decline she got very emotional about it. Seeing her go
through this progression has made me empathize more with Alzheimer’s
patients, so when | was offered the opportunity to try out for an Alzheimer’s
All-Star Basketball Classic game in 9" grade, it felt like it was something |

needed to do.



Another aspect that draws me to Alzheimer’s is the effect it has on
loved ones and caregivers. It’s very hard to see someone you love decline to
a disease that they do not even realize they’re suffering from. This change is

especially difficult for loved ones turned caregivers.

Simulations

In high school I learned
about the Alzheimer’s All-Star
Basketball Classic, a basketball
game that featured the best

players on Long Island competing

in games, 3-point shooting
contests, and dunk contests all to raise money and awareness for
Alzheimer’s. At the time, this was just another opportunity for me to play
basketball and | already knew a few people suffering from Alzheimer’s, so |
figured this game represented a good cause and was something I loved to
do. In the beginning this event was nothing more than a game to raise
money, but as it grew so did my understanding of Alzheimer’s and | never

could’ve imagined how much this experience would help shape my life.

This team was not just a basketball team to me, it taught me more
about Alzheimer’s and how it affects both those suffering with the disease

and their loved ones. The fundraiser was started by Gordon Thomas, the son
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of John Edward Thomas Sr. a well-known Long Island basketball coach who
died due to Alzheimer’s (AAB Classic). The first year | was on this team we
learned a lot about what Gordon learned from his father’s Alzheimer’s
diagnosis and how it affected the last few years of his life. As the charity
game began to grow in popularity over my high school career, Gordon would
add new aspects of the program to help us further learn about Alzheimer’s
disease and what we could do to help. My last year of competition in this
event Gordon had a special surprise for me to experience and | never

would’ve guessed how much it would impact my life.

My final year Gordon
introduced the Alzheimer’s
simulation as a part of
Awareness Night, where all
contestants, sponsors, coaches,
and their families got together

for a dinner to learn about

Alzheimer’s and what the charity game was doing to help the cause. In this
simulation I was put into a room and asked to complete five tasks in fifteen
minutes. Sounds easy, right? Well, the catch was that you put on a series of
devices to simulate the symptoms Alzheimer’s patients generally face. These
devices consisted of headphones blaring siren noises and hushed voices,

goggles that made your vision foggier, shoe and hand inserts to simulate

11
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arthritis, and gloves to reduce your ability to grasp objects. The one thing
they could not simulate was the deterioration of my memory and | was a
healthy seventeen-year-old, so | thought I'd complete the five tasks no
problem. Find the tie, put on the tie, fold five pairs of socks, turn off the
stove, and? These were all simple tasks, but what you’ll notice is that I only
listed four tasks. I listed only four because to this day | still cannot
remember the final task | was supposed to complete. What | realized from
this simulation was that if a healthy seventeen-year-old cannot complete five
simple tasks with only some of the symptoms most Alzheimer’s patients
face, how on earth could an Alzheimer’s patient complete these tasks when
they’re also dealing with memory problems? This, to me, was the first time |

realized that something needed to be done.

The Legal Aspects

Current Right-to-Die Laws

Current Right-to-Die laws are very controversial and are sanctioned by
the federal government in the United States, meaning that two patients with
the same disease may or may not be able to receive the necessary lethal
prescription based on what state they live in or what country they live in.
Each of the following states and countries has different qualifications to
determine which patients are eligible to receive aid in the dying process. The

states and countries that provide the Right-to-Die are:

12



States

California

Colorado

Hawaii

Montana*(legal by court decision)

Oregon

Vermont

Washington

Washington D.C.”

Countries

Belgium

Canada

Colombia

England

Luxembourg

Switzerland

The Netherlands

Wales

The Right-to-Die laws are still relatively new. Each state/country has their

own conditions on who can utilize this right, when they can use it, and how

this right can be practiced. Due to these differences, many places require

the patient to be a resident of their state/country to qualify for their laws.

Other common qualifications are that the patient must be 18 years of age,

have a prognosis of 6 months or less, and have made two requests to

physicians. The below chart succinctly outlines many of those qualifications.



I co:nan ot = Cworn ot D i asnaen ATHO TG D R [F Tl v s

I. Seven States and DC with Legal Physician-Assisted Suicide

Date | How Passed (Yes Vote) |Residency Minimum# of Months Until # of Requests to
Passed Required?| Age [Expected Death Physician

1 California  gep.  ABX2-15 End of Life Option  Yes Six or less Two oral (at least 15
1, Act days apart) and cne
2015 written
zColorado  Nov. 8, Proposition 106, £nd of Yes 18 Six or less Two oral (at least 15
2016  Life Options Act (65%) days apart) and one
written
2DC Oct.5, B21-0038 Death with Yes 18 Six or less Two oral (at least 15
2016  Dignity Act of 2016 (3-2) days apart) and one
written
4 Hawaii Apr. 5, HB 2739, Hawai'i Our Care, Yes 18 Six or less Two oral (at least 20
2018 Our Choice Act days apart) and one
written
= Montana Dec. Montana Supreme Court in Yes * * *
31, Baxter v. Montana (5-4)
2009
& Oregon Nov. 8, Ballot Measure 16 (51%) Yes 18 Six or less Two oral (at least 15
1994 days apart) and one
written
7 Vermont May  Act 39 (Bill 5.77 "End of Yes 18 Six or less Two oral (at least 15
20, Life Choices”) days apart) and cne
2013 written
8 i Nov. 4,  Initiative 1000 (58%) Yes 18 Six or less Two oral (at least 15
Washington 5095 days apart) and one

written



Alzheimer’s and other Dementia Patients

Of the above states with legal physician-assisted suicide, none of them
allow patients suffering from Alzheimer’s and other dementias to practice the
Right-to-Die for various reasons. Of the above countries, only three
(Belgium, Luxembourg, and the Netherlands) allow patients with Alzheimer’s
and other dementias the right to die (The Globe and Mail). These three
countries are the only places in the entire world that allow patients with
Alzheimer’s the right to “death with dignity” as many dementia patients and
caretakers refer to it. Despite the fact that only three countries legally allow
Alzheimer’s patients the Right-to-Die, there are many instances of growing
support for dementia patients to be included in the Right-to-Die laws. For
example, a recent Canadian Health report showcases that 80% of Canadians
believe that Right-to-Die laws should include dementia patients, as long as
the guidelines about when a patient can practice this right become more
defined to ensure that nothing takes place against the patient’s wishes. One
method of accomplishing this would be a statutory provision giving patients
the ability to “early consent”, meaning that dementia patients would have
the ability to make their wishes clear before they are diagnosed, or even in
the early stages of dementia, an option which will be discussed in further
detail later in the Proposed Solutions section (Death with Dignity Org ,

Assited Suicide Org)

15



Capacity to Consent

Capacity to consent is generally defined as the degree to which a

person is able to fully understand the choices and the ramifications of those

choices they make. There are many varying definitions of what it means to

have the capacity to consent, and each definition is different than those used

by other doctors. The ethics guidebook of the UK defines capacity to consent

for a competent person as someone who is fully informed with reasonable
care and skill and possesses the following skills and knowledge:

1) Having the capacity to make a choice about a course of action

2) Knowing the risks, benefits, and alternatives

3) Understand that consent is voluntary and requires continuing

permissions o )
Determining Capacity to Consent

4) Understand at

Propose treatment to person and assess capacity if reasonable
grounds to suspect incapacity exist. Is the person capable?

YES i NO t ¢ UNCERTAIN

Is “emergency”
treatment needed?

any time they

Person makes the decision

i . t Obtain second opinion
regarding proposed treatment

can withdraw NO YES

" ¢ L ' Treatment without consent if Substitute Decision
Motify persan of your finding of incapacity. - e p B
yP ! 9 y Maker (SDM) not readily accessible. Any prior wishes

- " p A Aieanres with -
conse nt (Eth ICS Does the persan disagree with your finding? must be observed. Obtain consent from SDM when

reasonably possible.
YES l NO
Guidebook) -
Help the person apply to the Consent and
Capacity Board. Prepare your presentation to
the Board. Is the finding of incapacity upheld

by the Board?
) Can you find SDM?
N0¢ YES ¥
* YES + NO
Person makes the decision . ) .

regarding proposed treatment Obtain consent Contact Public Guardian
. . from SDM & Trustee for consent

FReprinted with permission from the Mini Task Force of Capacity lssues, The Dementia Network of Ottawa
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Another way capacity to consent to treatment is determined is by

determining if one is able to understand and appreciate the choices one

must make in accordance with the benefits and risks of the decision. In this

definition, to understand is defined as the “cognitive ability to remember

general information given regarding the proposed treatment” and appreciate

means that the person has the ability to weigh information in context to life

circumstances. Additionally, the person must be able to reason and make

decisions based on their knowledge of the decision’s risks, alternatives, and

perceived benefits (CSPO). Similarly, another way medical professionals

define capacity to consent is through the person’s ability to decipher the

gravity of the situation and the choice they are about to make. As

exemplified by the
graph (right) the
capacity a medical
professional assesses
for legal competence
increases when the
gravity of the
decisions becomes
larger. However, the
same study

determined that there

Capacity

A

The 'balancing’ approach

Capacity necessary for
legal competence

Gravity of decision
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is actually no basis for the
increase. According to the
margin-for-error approach,
there is a greater need for
medical professionals to be

certain that patients possess the

Capacity

true “capacity” when
consequences are substantial,
which causes the increase.
According to this theory, the

true capacity to consent is a

The ‘margin for error
approach

Assessed capacity
necessary for legal
competence

Margin for error

True capacity necessary
for legal competence

Gravity of decision

constant, but medical professionals believe it increases with gravity of

decisions because they have an increased desire to be certain of the

patient’s capacity. Therefore, when decisions have more gravity and go

against the doctor’s recommendations, medical professionals will begin to

look into the patient’s capacity to consent more, until they can prove the

patient possesses the necessary capacity. Next, after determining the

patient has the capacity to consent, the doctor should accept the patients’

choice (NCBI). Interestingly, in the margin-for-error approach if a patient

has the capacity for legal competence in one decision, then they have the

capacity for legal competence in every decision, regardless of the decisions

gravity. So, because Alzheimer’s patients are considered capable to make

18



legal decisions such as creating their advanced directives and choosing their
health care surrogate, they would also be considered to have the capacity to

make decisions such as Right-to-Die.

As you can see, there is no one correct answer that defines the
capacity to consent because every person is different and also because
medical professionals may overestimate or underestimate a patient’s
capacity based on their own personal opinions and need to be sure the
patient has the necessary competence to make grave decisions regarding
their health care. Determining capacity to consent is a very subjective
measure as no professional can truly measure the capacity of a patient’s
mind, and therefore medical professionals tend to underestimate the

capabilities of patients.

Another reason capacity to consent is hard for doctors to measure is
because these decisions can be very tough, or even controversial (which is
the case for many Right-to-Die patients). There was a study done by medical
writers in which they discovered that when the gravity of the situation was
extreme, the doctors tended to allow their personal opinions about the
options to outweigh their patient’s wishes, regardless of the patient’s

capacity to consent (NCBI).
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The Controversy

Arguments for Change

Right-to-Die laws were first passed in Oregon in the year 1994.
However, the campaign for the Right-to-Die movement started in 1975,
when Derek Humphry helped his wife take her own life during her struggle
with breast cancer. Five years later, Humphry founded the Hemlock Society
which was the first Right-to-Die organization in the United States. Ten years
later (1990) in Portland Oregon Dr. Jack Kevorkian, now commonly referred
to as “Dr. Death,” was present at the death of a 54-year-old Alzheimer’s
patient, Janet Adkins. Just four years later, Oregon became the first state to
legalize doctor-assisted suicide and then reaffirmed that decision in 1997
and again in 2006. Interestingly enough, the first patient to die through
physician assisted suicide was an Alzheimer’s patient. However, Oregon and
every other state that has adopted Right-to-Die laws rejects Alzheimer’s

patients through the “capacity to consent” clause of the law (PBS).

Similarly, a Canadian health report labeled dementia as a terminal
condition and stated it caused unjust suffering. In that same report, it stated
that about 80% of Canadians believed dementia patients should be included
in Right-to-Die laws. However, dementia patients have no such rights and
the report goes on to state that despite the support from the general

population and the definition of dementia as a terminal illness, dementia

20



patients should not qualify for euthanasia practices (World Alzheimer’s

Report 2016). However, the same study later claims that;

“Most would agree that people with Dementia should be encouraged
and enabled to exercise their autonomy regarding options for future
care, consistent with their values and preferences. Early discussions
with family carers[sic] that acknowledge the likely loss of
decisionmaking[sic] capacity and their increasing role as proxy
decision-makers would be likely to assist carers[sic] in assuming this
role, and enhance their ability to judge what might be in the person
with Dementia’s best interests. The empowerment of people with
Dementia needs to be stressed, to emphasise[sic] that the palliative
care agenda is focused, first and foremost, upon their choices, and

their quality of life, rather than cost savings.”

World Alzheimer’s Report 2016

Therefore, it is hard to distinguish what decisions dementia patients have
the capacity to make and what decisions they do not have the capacity to
make. As soon as a person is diagnosed with dementia they are considered
incapable of making decisions for the Right-to-Die laws, but are encouraged
to practice autonomy in decisions about their health care proxy, what
happens to their money, where they want to live, and to clarify their wishes

to others incase they are no longer able to make their own decisions as the
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disease progresses. This is very interesting because on one hand, these
patients are considered to be incapable of consenting, but on the other
hand, these same patients are encouraged to write down all of their wishes

and practice autonomy until they no longer can. This provokes the question:

Why are the patients competent enough for one life-altering decision, but

not another?

Arguments against

Just as there are arguments for Right-to-Die laws to change, there are
arguments against the inclusion of dementia patients in Right-to-Die and
Right-to-Die laws in general. Some of these arguments stem from the oaths
that doctors and nurses take when they first begin to practice. This
argument believes that assisted-suicide as a whole is a violation of medical
ethics. The America Nurses Association (ANA) states that a, “nurse must not
act deliberately to end a person’s life.” Similarly, while taking the Hippocratic
Oath a doctor states that they will, “give no deadly medicine to anyone if
asked, nor suggest any such counsel.” However, as | mentioned in the
introduction, this thesis does not aim to agree with or disagree with the
Right-to-Die, but instead to argue against the exclusion of Alzheimer’s
patients. Therefore, the arguments against including Alzheimer’s and other

dementias are more pertinent.
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The main argument against the inclusion of dementia patients is that
they do not have the competence, or mental capacity, to make decisions due
to the side effects of the disease. This argument believes that as time goes
on, dementia patients are less capable of making their own decisions and
could therefore be taken advantage of and forced into an early death by
caregivers or family members. However, the solutions I am suggesting
would make it very difficult for this right to be abused, which will be

discussed more in depth later on in the section entitled, Proposed Solutions.

Why we must act now

Stop Eating and Drinking (SED) & Self-deliverance

Now, more than ever, it is necessary that we act to create a law that
includes dementia patients in order to ensure that they are afforded the
same rights as every other terminally ill patient. The barriers to this
inclusion are evident and it is necessary that the inclusion of dementia
patients in these laws do not put dementia patients at risk of being taken
advantage of. However, it is quite apparent that those suffering from
Alzheimer’s, and other dementias, who wish to utilize their right to die have

found loopholes when it came “their time.”

The most common ‘loophole’ that Alzheimer’s patient use is the
process known as SED, or to stop eating and drinking. In this process,

patients can deny treatments and refuse to eat or drink. This decision will

23



typically result in a harmless death within 10-14 days and can be
administered by the patient themselves, or with the help of a caregiver.
Most patients utilize the SED method because it is the least messy and
generally painless because after 5-8 days patients reach a certain level of
delirium due to dehydration. Another benefit of the SED method is that it
invokes bodily integrity, self-determination, and dignity within the dying
process, as opposed to other, more gruesome examples of “self-
deliverance.” Whether through SED or other methods, it has become
increasingly more practiced and acceptable for patients to take matters into
their own hands because they are not included in Right-to-Die laws.
However, by not involving Alzheimer’s patients in these rights, the risk of
them suffering greater tragedies is even more prevalent. For example, an
Alzheimer’s patient who does not want to reach a point where they can no
longer remember who they are has several options when it comes to their
choice in how they die, few of which are considered to be death with dignity.
These ‘choices’ consist of more gruesome acts (such as cutting, hanging,
gunshots, etc....) and less effective acts that could result in the patient

surviving and dealing with the after effects of a failed “suicide” attempt.
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Stories of Self-deliverance

Throughout my research, | learned a lot about the symptoms of
Alzheimer’s and the legality behind Right-to-Die laws, but the information
that really solidified the need to include Alzheimer’s and other dementia
patients in Right-to-Die legislation were the journals and memoirs written by
Alzheimer’s patients and their family members. These stories taught me
more about the actual experience one goes through and the feeling of being
stuck in a life that is no longer their own, with no way out and some
choosing to practice their own self-deliverance. Personally, | could not
imagine choosing to end my life so at first, | was hesitant about the Right-
to-Die. However, after learning about the injustices done to Alzheimer’s and
other dementia patients and the pain they can go through, | understood why

there was a fight for this right to include dementia patients.

The first story | read was by Norman L. Cantor and was entitled, “My
Plan to Avoid the Ravages of Extreme Dementia.” | just happened to
stumble across it last year when writing a mock grant proposal on
Alzheimer’s for TPOS 272, or Health and Human Rights. In this article,
Norman Cantor discusses why he wants to avoid the extreme stages of
dementia, the possible options for his self-deliverance and why each of them
IS not a good choice, his choice for self-deliverance and why, and when he

intends to complete this. The actual story itself was a very hard read
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because he is very matter-of-fact when discussing his life and plan for death

(My Plan to Avoid the Ravages of Extreme Dementia).

Next, | read a story entitled “The Last Day of Her Life” which was the
story about Sandy Bem, her life, her disease, her family, and ultimately her
death. Sandy Bem was a Cornell psychology professor who came across her
Alzheimer’s through a self-diagnostic test while watching an HBO
documentary, The Alzheimer’s Project. Sandy Bem kept a journal of her
struggle with Alzheimer’s and
as the time goes on her
mental descent becomes
more apparent. In the
beginning stages of her
Alzheimer’s, Sandy writes
about her thoughts and
feelings towards Alzheimer’s

and her imminent mental

decline, mentioning “What I
want, is to die on my own timetable and in my own nonviolent way” and that
she wanted “to live for as long as | continue to be myself.” The most
thought-provoking thing that Sandy shared was that it is, “extraordinarily
difficult for one’s body to die in tandem with the death of one’s self (The Last

Day of Her Life). In terms of the Right-to-Die, this was an argument | found
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very compelling because while a patient might not have a 6-month prognosis
physically, in 6 months their mind will be nothing like what it was before and
eventually the person you see in front of you is an entirely different person
than the one you originally knew. This assertion was proven through Sandy’s
journal because in the beginning stages of Alzheimer’s she is intelligent and
analytical, but towards the end she does not remember simple things, like
how to spell her own daughter’s name (NY Times). In the end, Sandy chose
to end her life with the help and support of her family. However, if Sandy
had not had the help of her ex-husband, it is likely she would’ve had to end
her life a lot earlier than necessary, but because her family knew and
respected her wishes they were able to allow her to live longer and then help
her remember her old self’s wishes when the time came. This story gave me
hope that a Right-to-Die law including Alzheimer’s and other dementia

patients could exist without taking advantage of the patient.

Proposed Solutions

Pre-consent

Perhaps the biggest argument in opposition to the inclusion of
Alzheimer’s patients in Right-to-Die laws is that the right would be abused
by family members and caregivers. One way to be sure this does not happen
is by allowing Alzheimer’s patients to express their wishes either before or in

the early stages of their Alzheimer’s. Just because a patient expresses these
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rights, it does not mean they have to follow through on these wishes if their
“new self” does not have the same intentions. For example, in the story of
Sandy Bem, her family helped her carry out her wishes because that is what
the old Sandy wanted. However, her family never made her do anything, but
instead informed her of her old wishes and provided her the information to
carry out her plan if that was what she still wished to do. This story
exemplifies that Alzheimer’s can be included in the Right-to-Die laws without
the patient being taken advantage of. Moreover, Alzheimer’s patients are
included in Belgium, Luxembourg, and the Netherlands’ Right-to-Die laws
through a process of early consent. In most cases, the doctors never
actually perform euthanasia on these patients because their “new self” does
not know about their previous wishes and does not wish to end their life. By
creating an option for Alzheimer’s patients to make their wishes known
beforehand, we provide them comfort knowing they will die on their own
terms. However, with the changes in their mind also comes a change in their
personality and therefore they may no longer have the same wishes. In the
case of Sandy Bem, she believed so strongly in dying before dementia
reached her fully that she found a way to do that without the help of doctors
and so have other Alzheimer’s patients, but these alternative methods can
be costly and dangerous. By excluding dementia patients from this right, we
are not stopping them from deciding when and how they die, but we are

making them suffer and take riskier actions.
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As long as a patient makes their wishes known before suffering to the
point of becoming a whole new person, | personally see no reason why they
are not afforded the same rights as everyone else. An Alzheimer’s patient
struggling mentally should be treated no different than a sick cancer patient
wasting away in a hospital. The main argument against the inclusion of
dementia patients in Right-to-Die laws is that they will be taken advantage
of. However, is this not true with every terminally ill patient? An old man

surviving only by machine is taken off by the order of his wife, but no one

suggests that she took advantage of the situation.
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My grandfather suffered from terminal cancer at the end of his life and
my grandmother knew his wishes. As my grandfather was preparing for a
major surgery, he made a deal with my grandmother that she would take
him off life support if he did not recover and become self-sufficient after
surgery. After undergoing surgery and failing to recover and with my
grandmother hesitant, my grandfather used an alphabet board to
communicate the message, “What about the deal we made?” His reminder
gave my grandmother the courage to have his wishes carried out and he

was taken off the machine a day later with the doctor’s approval.

Interestingly, my grandmother will never have a choice in her dying process
because she has a form of dementia. | am not sure if my grandmother would
be a proponent of the Right-to-Die or not, but unlike a cancer patient she

does not have the option and that is wrong.

Hardly ever does someone want to watch their loved one die, so the
argument that patients would be taken advantage of is hard to believe. In
fact, the stories of patients taking their own lives are riddled with familial
struggles of children trying to convince their parents that this is not what
they truly want. In the story of Sandy Bem, her daughter Emily believed that
her father was wrong for supporting Sandy in this decision. However, Sandy
stood by her decision and as her decline worsened, Emily began to
understand that her mother was gone. Emily did not support her mother’s

decision at first, but seeing her mother change into a completely different
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person made her realize that the mother she had grown up with was already
dead. Emily and her family did not force Sandy into completing her wishes,
but when the time came they reminded her of what her former self wanted
and asked what she wanted to do. Sandy remembered planning out how she
would die and decided that she wanted to follow through with her original
plan, but at no point was she pressured. This story is a big reason why |
believe Alzheimer’s patients can be included in Right-to-Die laws without

being taken advantage of.

Eliminate 6-month prognosis

One of the proposed solutions | have to improve the regulations
behind Right-to-Die legislation is to adjust the time constraint it is based on.
Current Right-to-Die laws require a patient to have a prognosis, from at
least two doctors of less than six months to live to qualify for the lethal
prescription. However, there are many problems associated with this time
frame because it requires patients with terminal illnesses to suffer more than

they should need to.

Steven Hawking was diagnosed with Lou Gehrig’s disease at the age of
21 and was told he would have 2-3 years to live. However, Mr. Hawking
ended up living 55 years after that initial diagnosis, 52 years more than
doctors believed he had left, and 45 more years than 95% of patients

diagnosed with Lou Gehrig’s disease. Based on current Right-to-Die laws,
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Mr. Hawking would have been allowed to take a lethal dosage at the age of
23 or 24, but he did not believe in the idea of physician assisted suicide,
stating it would be “a great mistake (The Guardian).” As time went on, Mr.
Hawking began to understand and even promote the use of physician
assisted suicide. Mr. Hawking never wanted to go through this himself, but
he believed that this would help many people end their unjust suffering

stating:

"l think those who have a terminal ililness and are in great pain should
have the right to choose to end their lives and those that help them
should be free from prosecution. We don't let animals suffer, so why

humans?"

In accordance with Mr. Hawking’s quote above, | looked up laws about when
you can put down a pet in different countries. To my surprise, | found very
little statutory law regarding euthanasia for pets all over the world, and |
found there are many cases where doctors are employed to put down
perfectly healthy pets simply because it is more convenient for the owner
(The Globe and Mail). I had never thought about the comparisons between
putting down an animal and euthanasia for terminally ill patients until I read
Mr. Hawking’s quote, and | noticed how drastically different they are. | am
not arguing that a dog’s life has the same value as its owner’s life, but I
think this is a really good example of why Right-to-Die legislation needs

work.
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For example, my first dog Abby could not even stand up on her own
during the last week of her life. My parents chose to put Abby down because
we could all see the pain she was going through simply to move and my
parents believed it was more humane to end her suffering. Now, let’s
pretend that Abby was actually a woman suffering from a terminal illness.
The average human lifespan is 79 years, and six months of that time is
equivalent to about one month of the 10-13-year lifespan of a dog. Based on
current Right-to-Die laws, Abby would not have qualified for euthanasia. She
could not move and she could not eat or drink on her own, but she would
not qualify for the Right-to-Die because she could have technically survived
more than one month (the equivalent time for a dog’s lifespan based on six

months of a human’s average lifespan) if we had put her on a feeding tube.

In terms of Alzheimer’s and other dementias, this 6-month prognosis
is harder to identify in patients and would likely allow the disease to take its
full effect. Most patients of Alzheimer’s report differences in their mental
deterioration and their bodily deterioration, so many might think they have
six months of their “self” left when their body actually has years to live. This
concept was best explained by Sandy Bem, a profound mind, as she wrote
about the effect Alzheimer’s had on her mind, which she felt was an
essential part of her being. In these writings Bem stated that when suffering

with Alzheimer’s it is “extraordinarily difficult for one’s body to die in tandem
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with the death of one’s self” and that she wanted to live only for as long as

she continued to be herself.

Another problem associated with this six-month time frame is that it
can be very hard to determine how much time a person has left to live.
Requiring two doctors to agree to it could make it very difficult to qualify for
the lethal prescription. In fact, prognosticating is one of the most challenging
tasks a doctor must face throughout their career, and it is almost impossible
for doctors to provide an accurate prognosis unless the patient is clearly
days or weeks from dying. Another reason doctors are often off in their
prognosis is because they tend to be optimistic about their patient’s rate of
survival and overestimate their life expectancy. This can occur because
doctors are sometimes fearful about being wrong, are sometimes not so well
informed, and because they are sometimes concerned about the patient’s
emotional well-being and would rather give their patient hope of a whole
year left rather than telling a patient they only have 6-8 months to live when
the doctor does not really know for sure. In one case study, doctors made
survival predictions for 468 patients in hospice programs. Of the 468
predictions, 20% were accurate and 63% had been overestimated. Another
study showed that doctors predicted a median of 90 days left for patients in
hospice care, when in actuality the median was 24 days. As these case
studies show, it is very common for doctors to overestimate the time a

patient has left by a factor of three to five-fold (NY Times).
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These scenarios illustrate what is wrong with the six-month time frame
for current Right-to-Die laws. Euthanasia is meant to prevent unjust
suffering, but by making patients wait until they have a prognosis of six
months we risk patients suffering for months or even years until two doctors
deem they have less than six months to live. Also, most important to this
argument is that these prognoses are often overestimated by a factor of
three to five-fold and could therefore be taking a patient out of consideration

for the Right-to-Die choice.

Other areas for change

There are more changes necessary for Alzheimer’s and other dementia
patients than just changes in the Right-to-Die laws. For example, a person
who has Alzheimer’s should be on a list that regulates how businesses are
able to solicit them. Some dementia patients like to live on their own for as
long as they safely can, as was my grandmother’s wishes. Sadly, this puts
them at risk of being taken advantage of. My dad and his siblings finally
decided to move my grandmother out of her home when my grandmother
started letting strangers enter her house who claimed to be mold inspectors
she had hired before. She paid multiple people to inspect her home for mold
in the last month alone. Patients suffering with dementia are already going
through enough, and they should not be subject to being taken advantage

of.
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Alzheimer’s and other dementias are also in need of improved
treatments and a possible cure for the disease. Currently, there are no
medications proven to be affective that slow or stop the damage done to the
patient’s neurons. As for non-pharmacologic therapies, some show promise
but additional research is needed (2016 Alzheimer’s disease Facts and

Figures).

Marketing

Including Alzheimer’s patients in Right-to-Die legislation is a very
controversial idea and there are bound to be problems in marketing this
change. As a Marketing major I've learned about a lot of ways to reach your
audience and | believe | can use that knowledge to help frame the inclusion
of Alzheimer’s patients in Right-to-Die laws. In order to gain governmental
attention for a campaign to include Alzheimer’s and other dementia patients,
it is imperative that the campaign gain support from voters. One way |
believe this can be done is by allowing people to walk in the shoes of an
Alzheimer’s patient. This can be done through simulations, videogames,
social media marketing, and commercials seeking support to start a

campaign and lobby for change.

Social Media Posts

While completing my research, I connected most with the stories of

Alzheimer’s patients and their families. Many of these stories would make for
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very interesting blog posts and a social media campaign. A social media
campaign could gain a lot of backing by sharing short clips of these
emotional stories and allowing the general public to have more access to the
pain caused by Alzheimer’s. Another possible way to connect with people is

through pictures that contain clues and the viewer has to piece together

these clues to figure out the life story of an Alzheimer’s patient.

Simulations & Video Games

One of the best ways to understand what others are going through is by
putting yourself in the same/a similar situation. As | mentioned before, I
once went through an Alzheimer’s simulation which forever changed the way
I view the disease and its effect on those diagnosed. The population of

patients with Alzheimer’s and other dementias has increased drastically over
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the last fifteen years which means that it is likely a majority of the
population has some understanding of the disease and its effect on people.
However, if not, there are simulations available to allow people to go
through what Alzheimer’s and other dementia patients go through on a
regular basis. These simulations consist of hands-on activities like the one |
took in high school, as well as video games and documentaries. Forget-Me-
Knot is a new video game created by Alexander Tarvet designed to increase
dementia awareness. The game works by placing a character into a room, in
which they must discover clues to piece together an understanding of their
environment, their past, and their identity (Crisis Prevention Blog). This
game is especially useful for medical professionals working with Alzheimer’s
patients in order to give them a better understanding of how it may feel for

the patient to wake up in a strange room.
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Conclusion

It does not appear there will be a cure for Alzheimer’s disease and
other dementias anytime soon. In fact, there is currently no understanding
of what complex series of occurrences triggers dementia, or how to treat it.
There are some medicines that might reduce various side effects, but they
only last for so long. Whether or not you support the Right-to-Die | urge you
to support the addition of Alzheimer’s and other dementia patients. Over the
years, I've learned a lot about Alzheimer’s disease and even “experienced” it
first hand, so | feel that these patients should be eligible to practice the
Right-to-Die because not only do these diseases effect a patient’s body, but
also their mind and their entire personality. It is said that the person going
to get diagnosed for Alzheimer’s is not the same one coming out, which is
due to the drastic effects the disease has on the patient’s personality and
the rights patients no longer have because they do not have the “capacity”

to consent.

Alzheimer’s is growing and is currently the sixth leading cause of death
in the United States. Alzheimer’s is also predicted to grow by an average of
44% in the United States by 2025, with some states reaching up to a 127%
increase (see chart on page 41). With no ability to cure it in the near future
likely, it is imperative that we make this process as comfortable as possible
and provide patients with the proper resources and framework to make their

own decisions regarding their dying process as safe as possible. With the
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right legislation, we can give Alzheimer’s patient the ability to live their life
the way they want to be remembered and allow them to live longer knowing
their wishes will be honored, instead of them having to utilize the “death

with dignity” process too soon.

Lastly, Alzheimer’s is a disease that affects us all in some way or
another, and with the rate at which it’'s growing, it will be more and more
likely to affect you personally than ever before. | believe that the death of
one’s self should be in tandem with the death of one’s body, if that is what
the patient wishes for. Personally, | don’t think I would ever consider using
my Right-to-Die, but that doesn’t mean there aren’t people out there who
would. Alzheimer’s isn’t just one death, it’s several little deaths along the
way that eventually end in the patient’s actual physical death. To put it
simply, | believe we should allow Alzheimer’s and other dementia patients
the ability to minimize the number of deaths they go through in order to

maximize the value of the life and legacy they leave behind.
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State-by-state growth of Alzheimer’'s disease (2000 - 2025)

State Total 2000 | Total 2025 | % Increase
New Jersey 150,000 170,000 13%
New Mexico 27,000 43,000 59%
New York 330,000 350,000 6%
North Carolina 130,000 211,000 62%
North Dakota 16,000 20,000 25%
Ohio 200,000 250,000 25%
Oklahoma 62,000 96,000 55%
Oregon 57,000 110,000 93%
Pennsylvania 280,000 280,000 0%
Rhode Island 24,000 24,000 0%
South Carolina 67,000 100,000 49%
South Dakota 17,000 21,000 24%
Tennessee 100.000 140.000 40%
Texas 270,000 470,000 74%
Utah 22,000 50,000 127%
Vermont 10,000 13,000 30%
Virginia 100,000 160,000 60%
Washington 83,000 150,000 81%
West Virginia 40,000 50,000 25%
Wisconsin 100,000 130,000 30%
Wyoming 7,000 15,000 114%

State Total 2000 | Total 2025 | % Increase
Alabama 84,000 110,000 31%
Alaska 3,400 7,700 126%
Arizona 78,000 130,000 67%
Arkansas 56,000 76,000 36%
California 440,000 660,000 50%
Colorado 49,000 110,000 124%
Connecticut 68,000 76,000 12%
Delaware 12,000 16,000 33%
District of Columbia 10,000 10,000 0%
Florida 360,000 590,000 64%
Georgia 110,000 160,000 45%
Hawaii 23,000 34,000 48%
|daho 19.000 38.000 100%
llinois 210,000 239,000 14%
Indiana 100,000 130,000 30%
lowa 65,000 77,000 18%
Kansas 50,000 62,000 24%
Kentucky 74,000 97,000 31%
Louisiana 73,000 100,000 37%
Maine 25,000 28,000 12%
Maryland 78,000 100,000 28%
Massachusetts 120,000 140,000 17%
Michigan 170,000 190,000 12%
Minnesota 88,000 110,000 25%
Mississippi 51,000 65,000 27%
Missouri 110,000 130,000 18%
Montana 16,000 29,000 81%
Nebraska 33,000 44,000 33%
Nevada 21,000 42,000 100%
New Hampshire 19,000 26,000 37%

For more information, please visit www .alz.org or call
1.800.272.3900.

(Alzheimer’s Organization Fact Sheet)
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