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ABSTRACT
Naming the Cause

A Cultural Critique of the Alzheimer’s State

Drew Alan Walker

From 20 months of fieldwork involving all aspects of this disease as it exists in
contemporary urban and suburban Miami [ have come to the conclusion that a certain clash
between social science, social work and medical science is responsible for the lack of any
significant progress towards a cure. I frame this clash, which is the narrative subject of my
ethnography and analysis, in terms of particular hegemonic cultural orientations toward
causality. Chapter one introduces various cultural and historical perspectives of particular
persons with the disease and those who care for them via ethnographic interviews and
descriptions. Chapter two outlines the epistemology of Walter Benjamin and the position of
Georges Bataille regarding language in a critical weave with ethnographic analyses. In
chapter three strong cultural assumptions within natural science regarding the human body
and the physical nature of this disease are analyzed and challenged by way of comparison
and contrast to the work of anti-Platonist missionary Maurice Leenhardt. Chapter four takes
a critically informed approach to areas within the history of science which pertain to the
long-standing clash between social theory/praxis and medical science. Chapter five
addresses some of the shortcomings of phenomenology in understanding the experiences
of those with this disease. Chapter six is more science-critical, involving issues of
microscopy, perception and photographic representation of the nervous system. Chapter
seven addresses the pathology of this disease and the clash surrounding its “cause” in terms
of a critique of the disease as a language disorder (aphasia). Chapter eight addresses the

dilemmas of a woman caregiver with a violent and obsessive husband in terms of



possession and in terms of her relation to the state. Chapter nine addresses the role of state
power in building subjectivity amongst those who care for persons with this disease and
amongst those who diagnose, treat and construct scientific research on it. Chapter ten
concerns the role of culturally specific linguistic theory in ethnographic analysis and how
this theory informs and fails to inform my critique of this disease as an aphasia. In
chapters eleven and twelve European philosophical and ethnographic analysis is used in
combination with comparative African ethnological/philosophical work to offer a solution
to the problems which the clash of social theory and praxis with medical science has

brought about.



Contents
Preface
Figure |
Figure 2

Contents

[-iv

v-Xii

Chapter 1. The Labors of Piety

Willie Mae, Pietist Technician
Dreama

Felipa R., Pietist Student of Like-Ability
Rolondo P., Mysterioso, (I)nc.
Like-Romance

John L., Relationship Specialist
Relationship, (I)nc.
Bumpersticker

Adult Daycare - Pierist Colony
Sense and Cents-ability
Alz-heimer’s

Like-Envy

Chapter 2. The Labors of Knowledge

Causality

The A (W. B.) Cs of Symbolism and Allegory

Alzpeech [
Harwood H., Alz Philosophe

Carmen L., Pietist Doctor

Enlightenment and The Alzheimer’s State

The A (G.B.) Cs of Language and Eros

42-43
43-47

50-64
64-70
70-76
76-82



Chapter 3. Do Kamo, or the Stoic Physics of Colonialism

Chapter 4.

Sociobiology and Anthropomorphism

Cosmomorphism

Fictive History
The Journals of Gabriel
Reformation
Preumaticism and “The Svmbol™
latro- animism
Organicismand/or Platonist Svmpatheia
Pietist Mechanism

Chapter §. Life History/Natural History

Monkey See
The Predicament

The Solution

Chapter 6. Possession, Contact and the Image

Figures 3-7
Figures 7 -17

Support
Identity, Image and Possession
Beyond Possession: Identitv, Contact and Image

Bio-Masking or Secretions of Materiality

Chapter 7. The Lyrical and the Dialectical

Alzpeech Il

Manifestations

83-86
86-112

113-114
115-118
118-120
120-123
123-126
126-136

137-140
140-148
148-155

156-159
159-163
163-166
166-167
168-172
173-192

193-198
198-202



Chapter 8.

Chapter 9.

Chapter 10.

Chapter 11.

Socrates, the Mask and
the Muterial Spirit of the Dialogue

De-instru-mentia, or Meta-Dancing

Theresa, Mi Amor (A F, ieldnote)

Possession, or the Name of Mo(u)rning

Mom, or Naming the *Patient™

Enlightenment I1

Melancholia I: Learning a Svstem
Between “I”’ and “(I)nc.”

How (Dnc. Think

New Center, Alz Periphery

The Morgue

Medical Librarv

Chury, and the Pietist Ministrv of Culture

Bobby, B., Alz Technician

Marina's Project

New World (In Place of a Memory)

Elective Affinities
Conclusion Before the Fact
Chemistrism
Chemistrism and Transcendentalism
Symbolic Anthropology

Energetic Materialism

Divinity and Mimesis

Naming and Melancholia

202-208
208-214
214-215

216-227
227-240
241-252

253-262
262-266
266-269
269-270
271-276
276-290
290-291
291-293

294-305
305-310
310-314
314-324
324-330

331-334



Numing Diviniry

Chapter 12. Conclusion
Imagining the Cure
Healing, Imaging and the Stoic Body
Ethnography and/or Protocol
A Name for the Cause

Bibliography

v

335-347

348-356
356-370
371-376
376-381
382-384



Preface

The scene opens up on a day in late November, a Pietist gathering. Among
this group. (Dnc.. (pronounced “aye”). is one Gabriél, a newcomer to this land. '
They all sit at a round table, inside. next to a large plate-glass window through which
each altematively contemplates his or herself within, or the goings-on outside
beyond, the glass. Outside, beyond the glass, stands a very old woman, her bag
clutched tightly to her side looking about in bewilderment, and then into the glass
behind which the group sits. As Gabriel listens to his friends his focus wanders in
and out to the woman who seems to be looking at him, and then not. A crisis has
ensued within rhe cause. and they speak only of the cause —that to which a great part
one of this book is dedicated —using words like intention, humanity, purpose and
know. What they know is a feeling, (I)nc., and they know it in a deeply felt way, a
meaning. As they speak, notes Gabriel, they ritualistically pat parts of their bodies
for emphasis. Intention, with a pat on the forehead: purpose, a tap or sometimes a
thump to the breast; know, a hand outstretched as if grasping something visible to
only themselves. Grammar, notes Gabriel, is distorted for emphasis and as a gesture

of solidarity with his people, as per unwritten law, and the fashion. (Dnc. creates,

' Who or what this (I)nc. consist(s) of is one question this book is set to address. (Dnc. is, oram. a
sound, a word, a preface. (I)nc. is, or am, the cause which cannot be named. (I)nc. is. or am. the
essence-of-death-in-life, a Frankenstein’s monster in the form of subjecuvity. (I)nc. 1s, or am, the
state, the Alzheimer’s state which this book is written to be cultural critique of. From the view of
those [ worked with, those with Alzheimer's disease and those who care for them, it is never clear
who or what (I)nc. is. or am. who or what this familiar stranger amongst them is. *Oh he's an
anthropologist studying something cultural about Alzheimer’s disease’ some thought. But studving
what exactly? | notice, as they describe me, asking me to define myself, that several of those with
the disease (who never ask such questions) are looking at me, gazing, seeing... a long lost relative
who s also not a long lost relauve, a stranger who is somehow familiar, a lover who denies their
yearning, all as if in an anxious dream. It is this state of ill definition, of transformation, of
indeterminate idenuty in the eves of the Other which defines the Alzheimer’s state, the (I)nc., the
¢ssence-of-death-in-life in which this book discursively dwells while seeking to rend it asunder.



does. makes and undoes the world, they say, and this is what, in the present crisis,
the cause must at all costs seek to preserve.’

In this group no one speaks the name of whom they speak, (I)nc., the friend
in Eastern lands, the old yellowed newspaper, half ( un)covered-up, yet all know it.
What of his feelings and his sufferings, he (and his end) having been socially

constructed against and alienated from us as we all know?* "He can be redeemed.

* Such a scenc is the one in which { found myself when [ arrived in Miami. [ had come to study a
disease from a perspective, as | then framed it, which was critical of the social exchange theory of
Homans (1961) and Blau (1964) and its critical adoption by Dowd (1975). In the application of
social exchange theory to the problems of old age in American society theorists like Dowd construe
problems of adaptation to change among the elderly as symptoms of greater forces of social
exchange from language to labor. It was my interition at the time to examine within this frame the
phenomenon of Alzheimer's disease—a problem which [ thought of (as many of those in medical
soctology and ethnology still do) as a pathological label for changes among the very old which were
the result of maladaptation and sugmatization brought about by something like “modernity.” This
notion of “modernity” which [ used to rationalize this disease as a “social™ instead of a physical
phenomenon was foremost in my mind. The major tools with which [ sought to theorize and
through theornizing ethnographically study this phenomenon as social were those Weberian and
Durkheimian mainstays which help historicize and “ethnicize" this phenomenon at one and the same
time. Being culled from the recorded and unrecorded experiences of my 20 months of fieldwork
within all aspects of this disease as it could be found 1n the different white, black and Latino
communities of contemporary Miami, this work became, as this book entails. a rejection of nearly
all previous assumpuons and received knowledge regarding any “social nature” of this disease.

‘In working with those with the disease and all of those who cared for them, day in and day out,
many things were fermenting. [ remember in particular two stories by Franz Kafka, “The Judgment”
and “[nvestigations of a Dog,” Walter Benjamin’s critique of symbolism, as well as his and George
Bataille’s mimeuc approach to language. Foremost, however, and with a great deal of productive
negauvity, was the quasi-religious politics and its regard for the ill expressed by a growing number
of scholars working in the vein of the book Death Without Weeping, by Nancy Scheper-Hughes.
Working at the time of my departure on a critical piece involving Death Withour Weeping, the
embalming and entombment of V.I. Lenin (the friend in Eastern lands menuoned above?) as well as
his clever work on materialism, this unwritten piece cannot help but have informed a great many of
my first and subsequent impressions and directions of analysis while in Miami. To a great extent
this work is a critical, though not exegetical, engagement with many all-too-moral(ist) issues in
contemporary medical anthropology. These ali-too-moral( 1st) issues, brought about through an
almost Christological concern with suf| fering as an organizing paradi gm, poorly secrete a certain
Christian moralism, imagery and poorly elucidated political agenda against bio-medicine and health
care schemes, most often combined with a who-knows-(or-cares)-to-what-end program of a cross-
culturally informed world view of healing. This being the state of (and I mean “the state” here) of
ethnological and sociological cntique of bio-medicine and health care proviston it should come as no
surpnise that these groups within medical anthropology and sociology. which (I)nc. am reluctantly
playing into here, have sensed a danger in what has been recognized as a Nietszchean influence via a
certain Foucaultian (neo-)phenomenology of perception. While acknowledging the power of this
Foucaultian cntique this book amounts to an effort to raise the philosophical, political stakes even
higher in asking (in a way that is Nietzschean as much Kafkaesque) for an answer from this group of
well-intentioned and politically committed medical ethicists as to why, somehow, their own
cntiques of contemporary medicine and healing (from shamanism to genelic testing) are too precious
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insists one figure, provocatively. “Surely,” Gabriel agrees, but, he reminds much to
their satisfaction, "it is only through (I)nc. itself that such a redemption can take
place.’ giving a light. half-hearted thump to his chest.* *The father. the friend in
Russia, the old newspaper, the son, (I)nc." says Gabriel silently to himself, turning
his contemplation from tke old woman in the street back to himself in the glass. He
imagines a Lenin who had never had a thing to do with these problems that he and
his colleagues faced day in and day out; who had died in an absurd senility befitting
of a materialist.’

These thoughts were not to be shared, however. To be committed these days
left no room for deviation. He possessed, (I)nc. The body, in its materiality. is that
to which Gabriel had devoted his existence: to its preservation and veneration of the

life for which it stands, one nation, life: from little children growing, to images of

to withstand a strong questioning as moralities in the same way as those of the far right and/or
capualist “quality care™ itself. In this work [ oppose not only all assumed moral positions as
somehow justitied a priori, out of political necessity or what have you, but also, and especially,
those positions which use social and natural scientific venues as vehicles of dubious history. The
call of the missionary remains as it always has been the call to abandon dissent and cntical learning
in the name of necessity, pracucality and compromise. [t is no surprise that the encounter of the
social scientist with the M.D. should be one of resentment, especially of the latter by the former.
Perhaps it is the very anti-theoretical, pracucal, hands-on bent of the medical profession (not to
menuon their status and prestige) which social scienusts most resent, t.e. admire and loathe. But
such resentment cannot justify the adoption, as it seems to do presently, of an ultra-pragmatic and
ano-/pseudo-philosophical conscience which accuses healers of sins which they were never aware
they were forbidden, by God (?), to commit.

* This book before you is wide ranging critique of this state, the Alzheimer's state, the eve, as |
encountered it in Miami, as well as, in the same breath, a critique of subjectivity, my own and
others which, in encountering this state, [ found lying, like Poe’s purlotned letter, in the strangest
yet most familiar of places.

* Partand parcel to a great many contemporary critiques which go beyond older critical concerns of
reflexivity and representation, is the need to address and somehow cnucally reject such subjectiviues
as built up through a legacy of “logocentrism.” This notion which [ take great pains to refer to as
“Platonic or Neoplatonic logocentrism,” and which I too oppose. is here criuqued not outnight but
rather while arguing for another form of logocentrism 1n its place. In doing so, I offer what [ refer
to as a “non-relational metaphysics™ which [ derive from a synthesis of classical Stoic physics and
more recent ethnographic description. By the term “metaphysics™ | mean to indicate a subject which
includes the concepts of existence, thing, property or quality, event; the distinction between
particular and universals, individuals and classes; the nature of relations, change, causation: and the
nature of matter, mind, space and ime. And by using this term as [ do, cnucally, [ mean little else.
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expanding wilderness flourishing around a free humanity.” It was the spirit of the
body, the body itself, in all of its wondrous electricity, around which the whole
world swam and through which the world of (I)nc. was made, and unmade, done
and undone. Through preservation and conservation, through labors, ever more
marvelous and miraculous in their piety and in the name of the cause, we will all
urido the old world and make the new.” “When we all, (I)nc.. are seen to make and
create our own (spirit) worlds,” he says, regarding his own outstretched, “then

redemption will soon be at hand.”

Such a scene and the sentiments expressed therein, everyday to you and I and
touching to our sense of humanity, continually become for our remarkable visitor
Gabriel a sort of marvelous occurrence. The stark lens of his realism through which
our everyday lives, existence and intentions are viewed offers insights and
illuminations which one may, at the time of his or her first encounter with Gabriel,
never think possible. Unlike any other writer of his era, Gabriel has a way of
working through a lucid realism which goes beyond the often alarming and esoteric

avant-garde qualities of this form as we, humanity,

" The questions of image and possession vis-d-vis bodies of all sorts play an important role in the
non-relational metaphysics which this book describes. Alzheimer’s disease, being a discase of the
bran, is seen as a loss of ability and/or of faculties like memory or reason and it is the nange of
such, material and otherwise, that [ negatively critique in terms of imaging and possession. In this
work [ make no assumptions regarding either ability or faculty and make no claims as to their
ontological status. What [ may have known about these topics when I came to Miami [ unlearned
dunng my time there.

7 A key feature in the critique of faculties and of sense before you is first the support of a mimetic
theory of language which opposes all forms of language, including semiotics, 1n which 1t 1s
symbolically construed. Along with this critique, worked through an ethnographically informed and
Stoic non-relationalist metaphysics, 1s also a rejection of the increasingly popular noaon that
somehow Heiderggenan, Sartrean, Merleau-Pontian or other later deconstructive or non-
deconstructive versions of phenomenology are able to answer the call against the sins of Plato vis-q-
vis knowledge, reason, memory, virtue and so on. This work, being an argument for a stark form of
physical matenalism, and a monist conceptualization of the umiverse as | outline 1t, is anu-
phenomenological in onentation.
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have come to know it, to create wholly new, yet humane, ways to imagine not only
the notion of the material body but also that of causality.” Whether or not these
Jjournals of Gabriel amount to (an) anthropology. or are biological reflections on
inter-species convergence and divergence remains to be elucidated. In reading the
thoughts expressed therein there is no question, however, of whether or not the

author shares in a profound humanity. for he certainly does.

The scene described above is to be found in the prologue of the Journals of
Gabriel. It was on the day in late November depicted there, Gabriel tells us, that the
following ideas began to emerge. Although I intend to offer a critique of and
commentary on these ideas throughout this text, a good part critique and analysis is
to be found in the lucid realist form of the Journals themselves. I therefore leave it to
Gabriel to tell his own story, while [ tell mine, and leave it to us, (I)nc. to discover

our new (spirit) world within it.

[n addition, [ must note that although I am human and use the term “we."” |
must confess to a certain estrangement from you. In the time that I have spent with

Gabriel and his kind [ have come through a sort of transformation. [ was raised and

* Within this work the notion of Baroque allegory, as described by Walter Benjamin in his book The
Origin of German Tragic Drama, comes to play a central role early on in the second chapter. In
particular, following Benjamin, I assume a stance against Platonic epistemology which Benjamin
sees as the key to Platonic metaphysics as a whole. While addressing notions of allegory in terms
of history and storytelling, as does Benjamin, I however take up means within my wnting which are
less conventional and a bit more playful and aesthetic in inspiration. With and in an allegorical
character [ address issues in ethnicity, race, biology, historiography. storytelling and applied science
In a way which is layered as a ball of twine which can only be unwound so far. Questioning and
defending against an argument of histoncal development, i.e. “development” in one way a la Max
Weber and in another 4 la the history of Western science, [ offer a means of continu ty through
which to rethink the role and continuing presence of Platonic and Neoplatonic logocentricity (from
Descartes to Newton and into the present day) in our natural and social scientific paradigms of
imagtning the physical universe—an imagination which is flawed and devious via its Western
anthropomorphism. Within this book the text which bears my name only does not. nor does 1t
wish o, escape certain historical notions given to us by the (fictional?) author [ quote as Gabriel.
[nstead this book works with them., not recogmizing the rights or nites of history proper or any other
means of subjectivity via the state, to reign it in.
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schooled with a firm belief in and dedication to the cause. that which [ have never
found necessary to profane with a namse. ['was inspired. schooled and went about
my ethnological and philosophical investigations governed by notions of the cause
which I had felt. but had never been pressed to articulate. It was only after some 20
months with the Alz people in Miami. learning their language as best I could,
working with them, letting them in, and drawing them out that [ came to see the task
before me. [ had originally construed my investigations as a focus on the strange
gifting relationship between humanity and those of the old home, a project [ was
calling “Ancestral Lands.” [ had set about a critique of exchange theory, questioning
its application to Alz - Human relations. My purpose, quite utilitarian in form as [
now see it, was to show how exchange theory, as it stood, failed to accurately
describe the social construction of the so called “Alzheimer’s disease” and how these
inaccurate descriptions supported the oppression of the Alz people under a mistaken
notion of disease being attributed to them. One could say, though this may not be

clear to all as of yet, that my focus was on the cause, yet estranged from it.’

In referring to this disease as “so called,” [ do not, however, wish to be
understood as saying that such a disease does not exist; that it is not real but rather a

construction of humanity due to a colonial vision of these people. There is a problem, a

’ Among the many subjects of metaphysics, as this book construes it, that of cause or causality is
irst and foremost. From the very tittle of this work one can see this notion carries a great deal of
importance in what is to come. Here the reader will find addressed two distinct versions of the cause,
to be understood as one only in some distant future and after a great deal of work which I call for
here. I imagine first the cause for which people are fighting, a cause which many of us today devote
a great deal of our lives and souls to but which, when pressed, as we almost never are, cannot name.
Of the great many causes out there, Alzheimer's disease today is a minor and, | argue, subordinate
cause to one even greater which [ and Gabriel refer to as “Pietism.” Though it will be defined in the
fourth chapter, suffice 1t here to say that this term refers to a greater cause existing for centunes
under which a multitude of causes being fought for, like stems to branches and then to the trunk of a
tree, are subsumed. This grand cause, though introduced under the heading of “fictive history” (with
a twist) is wholly about the notion of the Symbol which, I argue, are the great modern wheels of
Platonic and Neoplatonic logocentrism under which even the most ardent Derndian analyses continue
to fall.



massive problem. amongst these people: the question is how to define it, how to name it,

i.e. to seek out its cause. and not simply to accept it as a given part of the world.'"

[t seems like ages ago that [ held firm to the view that this “so called disease” was
something to be preserved, something to be recorded. painted, framed and cherished as a
beautiful part of humanity on the wane, as if possessing a certain beauty in its ugliness,
in its primitivity like so many objects in a cabinet of curiosities. How restricted was the
way in which [ at that time thought of economy. [ roll my eyes now, and feel a certain
self-embarrassment, smiling at the absurdity of how I could look at this situation as
being in any way noble, as something, like all nobility, to be redeemed continually. This
noble nature was that of the ancestors, as [ saw it, but [ now know their nature much
better than [ did before. [ know better the ways in which they walk, and talk. [ know so
much better their cruelty, their ways of love and gratitude, and (from my standpoint as a

human) their overall capriciousness.'!

" In the end of this work | outline, according to various notions of causality, a process in search of
this cause [ refer to as naming. This process is in no small part informed by ethnographies of spint
possession and shamanic healing, the latter of which I have leamed through tieldwork expenence and
through the expenence and guidance found in the work of Michael Taussig.

"! Centainly the ideas which brought me to Miami were not all concerning exchange theory and
aging. Beneath them, supporting them, was a long and thorough study of African ethnology,
mostly involving theoretical work on the nature of ancestors and ancestrality. “Ancestors as Elders
1n Afnca” an essay by Igor Kopytoff was of great inspiration 1n leading me from West Africa to
South Florida. If [ were to represent my thoughts at the time, I would say that [ was taken with the
notion that somehow modernity had colonized the ancestral by way of Alzheimer's disease, 1.¢. had
colonized those behaviors which are seen in West Afnica, as Kopytoff suggests, as both ancestral and
elderly. Though upon re-reading this essay on ancestors as elders | have since come to realize that
the inspiration reflected more of my own intuitive fancy and less Kopytoff's intention, this West
Afncan ethnographic lens was nevertheless that through which [ looked from day one. it was only
when [ sat down and began to rework my fieldnotes after the first vear in Miami that the notion that
[ was looking at a colonial struggle between two peoples, who I came to name the Alz people and
Humanity. Since this notion arose, fermenting along with the stories of Katka and the work of
Benjamin and Bataille mentioned above, it has continued to play an ever-increasingly important role
in organizing my thoughts vis-a-vis not only the role of that grand cause Pietism, and the strange
histonical role which I see in 1t and place it in, but also in greater terms of how the work as a whole
relates to past and contemporary concems regarding the theorization of colonialism within the work
of ethnology and soctal science in general. Itis within this frame of Pietism and its notion of the
Symbol, I have found, that the criuque of colonialism may be most effective at cornering and
encountenng is prey.



Here is the great point, however, which must never be forgotten. When [ say “I
know™ or "I have come to know™ here. [ mean that [ have come to speak. to walk and
talk. to fear and. above all. to feel and say "I can’t say.” [ do not mean that I have
something which is not in all of us, but rather that [ have learned to speak about it in
ways which show that [ know when. and when not, to say and, in doing so. have
become initiated. prepared to pursue the instruction of mystery which leads to the name
of the cause, and away from the redemption which we humans always seek out for

others, usually much to their detriment.

As [ pursued my goals to describe another, unacknowledged, form of

- economy existing between humanity and the people of the old home, [ felt myself
less and less able, as if drawn by some inexplicable story or force, to understand the
cause and more and more prone to wanting to name it. As [ sat amongst the din of
shrieks and pleas day after day, within strange languages of fear and desperate
confusion, reason and exacting control, listening to histories, stories, fanciful and
human; as [ sat holding hands with those crying out for others long dead, for service,
for a hand amongst those of their own and. through them, our own kind, I felt a
growing need, like a small child, to gather up their world as if it were a large blanket
of truth and pull it into our own. This need growing in me was, [ now see, a need of
revolution being spoken through me as spirits of dead loved ones speak through
dreams and as deer trails wander through forests. The cause came to haunt me, and |
began to seek it out, hoping to find it, capture it and offer it up to humanity, like an

elusive rat in one’s kitchen, squealing in a trap.

D.wW.
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Blexsed Dementia Scale
Level of Difficulty

Noge Some Much

1 {nability to perform household tasks

2 {nabilicy 10 cope with small sums of money

3. nability to remember short list of items (i.e. shoppiag)

4. [nability to find way about indoors

s [nability to find way about familiar streets

[ [nability (o wnterpret surrounding (i.c. to recognize

whether 1n hospuaal. or at home, to discriminate between

pauents. doctors & aurses. refatives & bospital staff)

7. [nability to recail recent events (ie: recent autings, 0
recent cunungs, visits of relauves or friends to haspital, etc.)

8. Tendency to dwell in past "]

OCoo0QOoOO
S
— = e

9. Sating
Cleaniy wich proper utensils
Messily with spoon only
Simpie solids, (i.c. biscuits)
Has (0 be fed

wN— O

10. Dressing
Ugaided
Qccasionally qusplaced buttons, etc.
Wrong sequence, commonly forgetting items
Caable to dress

N e— O

ti. Complete sphincter control
Oczasional wet beds
Frequeat wet beds
Doubie wncoatineat

N - O

(BDS-A) BDS ADL SCORE

anges in Personality, Int riv

No change 0
12. [ncreased nigidity l
13. [ncreased egocentncity L
14. [mpairment of regard for feelings of others l
LS. Coarsening of affect !
16. [mpairment of ematicnal coatrol, L

(i.e. increased petulance and irmitabilicy)
17. Hilarity in inappropriate situations t
18. Diminished emoatioaal respoasiveness i
19. Sexual misdemeanar (appearing de nova in old age) t
20. Hobbies relinquished 1
21. Diminished initiative or growing apathy l
3

22. Purposeless hyperactivity
(BDS-P) BDS PSYCH SCORE

BDS (TOTAL) SCORE

Figare 2



Chapter One

The Labors of Piety

Willie Mae, Pietist Technician

“[t’s great experience working with the older people and it’s a great experience
working with the children.” says Willie, 74. “If [ had to choose, I really don't know
which one I'd really choose; which one would need you the most, cause the older people is
Just about like little children. vou work with em over there. but they 're about like little
children, but what I find about the litle children is that theyre small, they're cute, you can
cuddle em up. you begin to love em and they begin to look to you for love. The elderly.
they do a little bit of it but you know today theyre one thing and tomorrow they're another,
but the kids are not that way, so that’s why [ think I got more out of the lirtle kids than [ do
out of the elderly because [ know what I have to expect out of them,” she says with a
laugh. “Them ones over there now.” she says, gesturing to the Alzheimer’s daycare room
across the hall, “I know just about what mood they in for the look of em, yuh know, but

kids's always doin something new, every day they're coming up with something new.”

“Do you find it frustrating with these people,” [ ask, “that you want to take care of
these people and show them some love but they really don't show it back?” "No." she
says, " [ don’t. Indon’t find it that way for the simple reason, you know I read so much
about this and you kinda, if you read a lot about it, you kinda know what to expect cuz
today they’re lovey-dovey and tomorrow they might want to knock you down or
somethin’, even fore the day is out they can go through their moods just like that. So when
they’re good you love em just the same as when they're bad, because what can you do?
They re not themselves. Only thing is you got to be particular about this hittin’ yuh or

hurtin yuh cuz some of em really will fight but, other than that, [ don't find it too bad.”
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[ would sit and talk with Willie Mae whenever [ could over the twenty months that [
knew her. Over that time we learned a lot about each other. Willie was a widow and lived
alone in Overtown. one of Miami's predominantly African American neighborhoods. She
had several children of her own. all successful and kind to her, and two boys whom she
raised as a nanny for a wealthy Jewish family on Miami Beach. After working for more
than twenty years with this family the boys went off on their own, one to Chicago and one
to Israel, and their father eventually passed on. allowing Willie to retire with money they
had set aside for her. She often spoke of these boys, often I felt as if to bridge the inter-
racial gulf which both sides in Miami (being the deep south) continually guard. She spoke
fondly of the family she worked for and how they’d looked out for her over the years, even
giving free access to their pool. oftentimes to the dismay of friends of this family. She,
like many of her age and background, would often tell the same stories. In particular she
liked ones which told of the scolding one house guest got for saying something about
Willie using the pool, and the Miami police officer who was made to come around, head
bowed. and apologize to her for writing a ticket and then hassling her on the causeway as
she drove home one late night. She liked the stories of the fancy weddings both boys had,
and how they always said that she was their mother and that they"d always take care of her

(which they do).

Willie’s retirement job (which was very low paying) was to provide stimulation to
certain English speaking people who would be set at her big round table [see figure 1]. |
always admired Willie's resolve in working with her people day in and day out. [ wouldn't
say she was enthusiastic about this task, for only a fool could be after as long as she'd been
atit. I would rather describe her dealings with those she cared for as those of a watchful
nanny which. among other things in her long life. she did well. Although Willie went to
church more than once a week she never preached about love and psychological support

and she never overacted as did so many of her coworkers. This may have been because the



others needed the job and she really didn’t. or it may have been that she knew something

they didn’t about what the job she was paid to do essentially was.

“"How do you explain to people who don't work with these people with
Alzheimer’s disease what these people are like?” [ ask Willie. “Well you can't hardly
explain it to em.” she says. “I'll tell yuh Drew why. Cuz people think these people are
crazy, yuh know. They think they're crazy. They say: "How can you work there, those
people are crazy.” but they're not. Every day brings about a new day. They're not the
same every day. Some days they’re good, for days some days they're verv good and just
at the spur of the moment they can flip off just like that. So you got to be prepared. yuh
know. and [ found out, me, dealing with em, the ca/mer you is with em the better you can
handle em. But if you get angry and go to loud talking back at them. you got trouble. But
if you pet em and ‘oh no [ wouldn't do that," ‘that’s not right,” or ‘why? why you doin’
this?* “oh no. that's not right, I love you, why you doing this' you get more out of em.
Sometimes you tell em "no, ['m not gonna let you do that, that’s not right, [’m not gonna
let you do it and don’t do it, don’t 7y it, don’t 7y it with me. [ don't like that." But you
got to use a certain tone of voice because if you go yippen, then they get higher and higher,

they get angrier and angrier yuh know.”

“When you were a girl growing up in Lakeland,” [ ask, “did you know of any
older people around you who had Alzheimer's disease and how did people act towards
them?” “Yuh know,” says Willie, “back in those days people tried to hide their people
when they had like Alzheimer’s or this or that, they tried to hide it, so you'd never know
cuz yuh never hardly seen them.” “How did they hide em?” [ ask. “Keep em in the house,
keep em somewhere shut-up in a room, cuz I know there was a boy that lived next door to
us, he was a young man like but you never seen him, hardly ever you seen him, you would
hear him cryin’ or fussin’, and my mother's *oh he’s just...” , you know, she'd push it off

as somethin else, but when [ was older I found out what was wrong. People used to hide



these people. They didn’t want anyone to know they had anyone in their family like this

['d imagine, that was my way of thinking.”

“Where did you learn about Alzheimer’s disease.” I ask. “did you take classes or
was it from books...?” “We had classes, we still have classes, even when [ was workin’
with the little children we had different classes, sometimes that'd last two weeks. three
weeks and most of em was on Miami Beach, but other that that [ read, you know you read
alot and now it’s out in the open and you see it every day. so you learn a lot from rhar.
Lots a people you know, my friends, their mother, or some of the elderly people, they have
this disease and you still come in contact with em. by visiting in their homes, and then you
talk with em, you call em “aunt’ or ‘grandma’ or whatnot, and they say "you know, she
don’t really understand .’ or we work in nursing homes. you find a lots of it there, you
volunteer in your retirement in nursing homes. I worked with girl scouts and we had so
many days that we would go to the nursing home, take the girls, and you are exposed to

all this, but vears ago you wasn't.”

“Did you have to explain to the girl scouts what it’s all about?,” [ ask. “Oh yeah,
they had pamphlets. they read. Sometimes we"d take the candy stripes, the little girls. but
most kids that age are kinda shy, kinda afraid, you know...” *Do you find a lot of people
out there asking you questions about Alzheimer’s disease and stuff because you work with
these people?” [ say. “No, not too much. Let me tell yuh Drew, so many people are not
interested in what's going on. Although they have mothers and fathers, and sisters and
brothers who may come down with this disease. And I used to think it was all older people
butit’s not. There's quite a few young people is attacked by this disease and first thing
they want to do is shove em off someplace you know, to a school or someplace that they
can be there all day, that they don’t have to bother with em. Some of these people that send
their folks here, or anyplace, they can't tell you anything about it because they don’t wanna
know about it. They think it can’t hgppen to them. That’s the way / feel. They feel like

“is this happening to me?, it ain’t hapnin’ to me,” where some people take their people,



take em out. do this. walk em. There used to be a lady in our neighborhood. the children.
the mother and the father used to take aunt Pat out walking in the evening. Sometimes
they’d have to be pullin her yuh know. she wouldn't wanna go. especially if she had a bad
day. You don't find that everyday in every family. Most of those people are left alone,
yuh know. no one to talk to... Even you can tell with children or with people just very
little wrong with em. All they’re reaching out is for love. But do the family have time to
giveitto em? No. [imagine. I guess. they be workin® or somethin so they don't have the
time. But, it’s a luaaats a sadness in these jobs, and you can tell, if you around them long
enough, that you can see that it’s somethin lacking with the individual. When they're
angry and wanna fight or somethin, they come in the momin, somethin has gone wrong .
There was a fellow named Leroy, you remember him?” “Yeah.” *Itook care of him, I fed
him and everything. [ got very attached to him. He was happy. and he sang, he do this,
but there was sometimes he come in he’d just wanna fight and I learned that sometimes his
niece wasn’t very nice to him and this is the only way he had to fight back, to fight back on
me or you or anvbody. After you're around these people for a while you kinda notice little
things that they do and they don’t do, and you notice that when something goes wrong that
they’ve had it. yuh know. [ know one morning Leroy said to me *My daddy's dead, my
daddy’s dead. My mommy is dead.” Evidently this was on his mind , somethin had gone
wrong with him the day before or that morning that made him rAink of his mother and his
father, and [ pet him and *awe it’s okay, it’s okay, it’s okay’ [her voice trailing off into a

whisper].”

“Do you find a lot of people say things like that” [ ask, “that their parents are dead
and stuff?” “Yeah, they’re alert at times. They re very alert at times.” “Are you saying
then that a lot of the things they say are meant to express somethin else?” “Their feelings,”
says Willie, “express their feelings.” “And even though it may not make any particular
sense at that moment?” [ ask. “Well,” says Willie, “ [ take it as that it makes sense at that

moment, because this is what's troubling him at that time. Cuz if it wasn't, all this time [



took care of him he never told me his mother and father was dead. After you learn to be
with em, to look at and understand em, and talk to em you can pretty near tell when things
go wrong. To tell the rruth they're not crazy . They're not crazy. It's like their mind
snaps, goes and comes.” “What do you mean by that?” [ ask. “Sometimes they know
what they ‘re talking about and sometimes they don't. Leroy sometimes would talk with
me about his teacher in school and, then again, [ would ask him and he’d act as if [ wasn't
around. as if [ wasn’t nowhere around. He just didn't pay any attention. Then again he'd
tell me that he went to the movie one time, or he went to school and this. Like, I took care
of a lady, right after the head of the family [ worked for died. and I took care of a friend of
his’ mother, and she had a heart attack so he sit down and explained everything to me for
about a week before I took the job. He'd say *Willie sometimes she can remember things
happened thirty years ago and can’t remember what happened yesterday.” And that is

frue... that's the way of their mind. And they haven’t got any kinda cure for it.”

“Do you think they have a chance for a cure? = [ ask. “Well, maybe, [ don’t know,
cuzit'sa brain condition, so whatta yuh gonna do with a brain? Take em out. wipe em
off? Soit’s a thing that’s there, yuh know. [t’s not like a person had a stroke, or a person
had some kinda limb disfigurement or somethin. This is a disease that goes and comes.
Today theyre one thing, tomorrow they’re somethin else. And when you talk to them they
make a lot of sense. Lots of times, they make a lo? of sense, but at times you think they'd

never talked to you before.”

“How do you explain that?” [ ask. “When they do that?” “Yeah.” “Well to me,”
says Willie. “you just hafta just go along with whatever their mind is doin at that particular
time. You sit and you listen and you look and then you say to them [in a calm voice] ‘oh
no it’s not that bad,’ */ don’t think so,” and then you begin, just like a spool of thread. to

unravel and you try to catch here and there, and you try to talk and you try to bring em back



to the reality where they just left from. Sometimes you can in a day or two. sometimes you

can't.”

“Do you think a lot of em are living in the past, as they say?” [ ask. ~I don’t think
they're livin in the past.” she says. “[ really don't.” “Yeah, [ don't either.” | say, “but its
funny how a lot of people say that.” “Yeah people say that, but a doctor told me that’s a
big mistake. He said "how can you live in the past?" Cuz most of the time their talking and
what they’re doin is not in the past.” “Right,” [ say, “but sometimes they say things that
could make you believe that they think they are in the past.” “Just like you and I.” she
says, “sometimes were talkin and we may say something that happened when I was a kid.
I remember when [ was just a little girl, there was a big Mulberry tree in my yard and |
know my mother used to spank my panties if [ was climbin that tree. That’s not living in
the past. that’s rea/. [ wouldn't say it's living in the past. I know what [ did back in those
days, and | know things that [ got in trouble about in those days, so [ wouldn't say it’s

living in the past.”

Do you think a lot of these people sometimes get fixated on a certain time of their
lives, something they didn’t do, or they did wrong, or something like that?" I ask. “I kinda
do,” she says. “That don’t have to be a patient of Alzheimer’s, that can be me, you. You
can say oh my god if [ had that to do all over again. [ would do it different. Hasn't that
come across your mind? That’s come across mine. Because I says a lots of times [ wished
[da finished high school. [ had the chance. But my father got killed when I was seventeen
and it was just my mother, my brother and my mother was a very sick woman at that time.
[ felt I had to go out and make a living to support the house. I didn’t have to, but my
mother said ‘okay, go ahead’ and now [ don’t regrer it atall, cuz [ don’t see anything
different in my living or making money, or jobs I've had, so and I don’t back down from a
bunch of people cuz they’re educated. What's that got to do with me? [ read. I'm a great
reader. and if [ hear somethin [ don’t understand [ know where the dictionary's at. I'll talk

with the president, [ don’t care.”
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When her own mother became ill with a heart condition Willie Mae moved her to
Miami and her family took care of her around the clock in shifts. No matter how strongly
the doctors would urge her. she refused to consider a nursing home. "My family physician
said “you do what makes you happy,’” says Willie, **and what makes you happy will
make your mother happy.” She stayed in the house and we did everything for her... and we
never stuck her in a home, or put her here, in a program or somethin like that. She didn’t
stick me anyplace when [ was young and [ know I was a bad little girl cuz she'd say ‘don’t
do that’ and the minute she turned [’d just have done it, * [, [ forgot you’d said it,” [she
says in the voice of a little girl] so you got to have patience. you've got to have patience
even with those people. You know who has patience? Carmen. [ will always think a lot
of Carmen. Carmen has a lot of patience. and Carmen’s watching out of the comer of her
eye when you think she isn’t. Now she is crazy about her patients, and you’re going to

trear em right and you're going to do right.”

Do you think you’ve learned a lot from these people?” [ ask. “Yes," says Willie,
“["ve learned the change of their moods. The most important thing, you've got to be
prepared and when they change you be ready to help them through their crisis. And you
can tell if you do cuz they think the world and all of you. You can't let them, you know,
Just put their foot on you, but you talk to them..., like Scarlet, she can wear the patience
of Job down. I just look at her sometimes and say *Scarlet why you do that?’ then she say
[imitating her repeating voice] ‘[ don't know, I don’t know, [ don’t know, [ don't
KNOW'." ‘Okay, all right, okay, all right. You don't know, you don’t know." nexz
twenty minutes she’s sweet as pie. So you got to work along with their moods, you've got
to show them that you love them, that they're all right. Scarlet will say to you ‘am [
alight?, am I all right?’ *Yeah Scarlet, you’re all right.” And I'll ask her *say where do you
live,” and she’ll say ‘Texas,” ‘You like Texas?" ‘Yeah I like Texas. Why? Why?" They

get tired of me questioning them. [ feed them, put things in their hands. You know there’s






