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Reexamining the capabilities of ALS patients

Michihito Ando (Mitsubishi Research Institute, Inc. Regional Management Consulting Group)
Yumiko Kawaguchi (ALS/MND Support Center SAKURA)
Yoshitaro Hotta (Ritsumeikan University)
Shinya Tateiwa (Ritsumeikan University)

Abstract

This paper discuss the capabilities of patients with Amyotrophic lateral sclerosis

(ALS). First, we describe the general circumstances of ALS patients in developed

countries, and give a brief explanation of Japan’s medical and long-term care

system that partly succeeds in broadening the capabilities of ALS patients. Second,

we examine clinical research studies about ALS. Third, we introduce three studies

we have conducted that focus on the improvement of the capabilities of ALS

patients on ventilators. Our conclusion is that medical and social support systems

should not ignore the fact that with sufficient care some advanced ALS patients can

enjoy a reasonably high quality of life without placing an undo burden on their

families. (This paper was written by M Ando.)

A. Subjects and Background
A—1 Background
The JAMA article states;

“death occurs within 3 to 6 years after symptoms
beginl[1]”

[1] http://jama.ama-assn.org/cgi/reprint/298/2/248
in JAMA Patient Page

However, if patients receive feeding tubes and a
ventilator, they are in fact often able to live much

longer. Ganzini et al. [1998] says;

“Having control over one’s death may be
especially important for persons with a disease
such as ALS, in which the inability to work,
engage in pleasurable activities, care for oneself,
and communicate constitutes a formidable loss of

autonomy.”

In developed countries, the majority of ALS
patients don’t proceed to Long-Term Mechanical
Ventilation (LTMV).

This means that they choose to die rather than to

go on living with the aid of ventilators!
However, 30% of ALS patients in Japan are
receiving LTMV treatment.
It is said that this rate is significantly higher

than the rate in western countries.2

Why is Japan different?

Some hypothetical factors are:

financial considerations through Long Term
Care Insurance, Health Insurance, Services and
Supports for Persons with Disabilities, and
Nanbyo

Home Care Support Services

physician and family support for LTMV

pressure from the Japanese ALS Association

Little research has been carried out on this topic.
Previous clinical research studies
Surveys on on the situations3and QOL%f ALS

1 Miller(2004), Oliver et al.(2006)

2 Mitsumoto et al.(2007)

3 Krivickas et al.(1997), Rabkin et
al.(2000)(2005).

4 Gelinas et al.(1998) , Jenkinson et al.(2000),
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patients.

Surveys on patients’ attitudes toward death,
physician assisted suicide and euthanasia.

Surveys on the well-being of ALS patients on
LTMYV and their familiess.

Surveys on informed consent and advanced
directives with regard to whether a patient wants

to receive LTMV or not”.

Although there are important ethical and
statistical issues regarding whether or not patients
receive LTMV, we won't explore them here.

Our main objective is to show qualitatively that
severely disabled ALS patients have the potential
to live fulfilling lives with the help of sufficient
medical and social care and by pragmatically
adjusting their preferences to their situation.

There have been few clinical studies on ALS
patients receiving LTMV.

Some of them show that ALS patients on
LTMYV can achieve reasonably high well-being
and positive attitudes toward LTMV.

But they do not make clear how it is possible
for ALS patients on LTMV to achieve this
well-being in spite of their severe physical
disabilities.

We have conducted three studies to explore

this issue.

B. Methods

(1) Surveys on 29 ALS patients receiving
LTMYV about their attitudes toward LTMV both
before and after being put on ventilators.

(2)  We analyzed essays of ALS patients to

examine how people with this disease can manage

Simmons et al.(2000), Robbins et al.(2001), Lyall

et al.(2001), Bromberg and Forshew (2002), Lou et

al.(2003), Bourck et al.(2003)

5 Ganzini et al. (1998), Bascom & Tolle

(2002),Veldink et al.(2002) and Albert et

al.(2005)

6 Borasio et al.(1998), Gelinas, et al.(1998),
-Kaub-Wittener, et al. (2003) and partly Chio et

al.(2004)(2005)

7 Moss, et al. (1996), Albert et al. (1999),

Rabkin,et al.(2006), Mitsumoto et al.(2007)

to feel a sense of well-being.
(3) We describe the lives of some patients on
LTMV who have made full use of Japanese

medical and long term care schemes.

C. Results
(1) Majority of informants felt that the
ventilator had come to feel like a part of their
bodies after they began using it.

Many patients reported that their attitudes
toward LTMV gradually changed from a vague
sense of fear and distrust of the machinery to

feelings such as “acceptance”, “adaptation”, and

even “the ventilator is a member of my family”.

“I thought that I didn’t want to live if I would
need a ventilator. But now I feel that my

ventilator is like a part of my family.”

“Machines such as a PC or a ventilator are
parts of your own body. To accept this idea is
essential for ALS patients Iike me to broaden

our potential and lives.”

(2) Four elements stood out as being
particularly important to the well-being of ALS
patients:

* being able to relax

* enjoying their surroundings (nature, external
stimulation)

+ being able to go out

+ being able to communicate

“When tea came into my throat for the first
time In the four and half years, I felt the
same excitement that I had felt when I used
the personal computer that I use now for the
first time. I sensed that “my life would be

broadened.””

“A major change in my live occurred when I
‘portable bird”
ventilator). Using this “portable bird”, I can

was bought a (portable
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go out whenever I want.”

(3) These patients have not only realized a
high level of well-being in their own daily lives,
but have also been able to actively participate
in society, undertaking a range of activities

including,

¢ studying at a university
¢ organizing a peer-support group

¢ negotiating with the Japanese government

D. Discussion

(1)

“We get used to having the bodies we do have,
and even if, as children, we wanted to fly like
birds, we simply drop that after a while, and
are probably the better for it. Again, someone as
a child may want to be the best opera singer in
the world (as I did), or the best basketball
player - but most people adjust their

aspirations to what they can actually achieve”8

(2)

We call this kind of acceptable preference
change “pragmatic preference”.

This “pragmatic preference” argument can be
applied not only to examples of a bird or an opera
singer, but also to various problems that are faced
by people with disabilities or incurable diseases.
Of course, whether this “pragmatic preference”
should be positively accepted or not depends on
patients’ “basic capabilities”™ that are realized by

proper social security.

E. Conclusion

Our surveys indicate that some ALS patients
on LTMV have the potential to realize a
significant range of capabilities when they
receive sufficient medical treatment and long
term care.

This result indicates that we must reexamine

8 Nussbaum(2000:137)
9 ibid.

some of the commonly held beliefs about ALS
and reevaluate treatment schemes that have
been constructed, either explicitly or implicitly,
on the assumption that LTMV inevitably leads
to an unacceptable loss of capabilities for both

the patient and his or her family.
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