L ot haye.ar Yﬁ'"enérgy. I can'’t get out of bed in the
mornings? Thespeaker, 3 s!lmﬂarklhalred second-generation Italian-American
woman in her mid-40s 'spoke Yowly, with long pauses between each phrase.
Every word seemed to require a great effort.“T can’t help it. 'm not good for
my children.” She sat slent for a full five minutes, Wringing her hands and
seemingly i pain. “My husband.” she continued even more slowly, “U've held
Lim back. He could have got an executive position if T . . " She broke off and
just sat in silence. -

The speaker, whom I shall call Mary, had been pushed by her family to take
a psychology class over the sammer, with the idea that the activity would "
do her good and that she might also come to understand her own problems
better. From the very first day of class, I could see that Mary was finding the
experience extremely difficult. Most days, she seemed to have little energy and
was unable to concentrate on the class discussion. I tried very hard to commuy
micate with her and finally convinced her to see me in my office. She started by -
talking about the semester paper and mid-term exam, but the djscussioh__
quickly turned to her own problems. I knew [ had to persuade her to get pro
fessional clinical help. :

The case of Mary proved to be particularly challenging because of the power-
ful carriers that operated in her everyday life, carriers that were persomal in scope
and interwoven with her family relationships. Families can develop particular -
behavioral siyles of coping with Jife challenges, and such styles can be sustained.
by subtle carriers that become part of close relationships—between husband and:
wife, parents and children, among others.
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Carriers and the Behavioral Styles of Families
and Individuals

When Mary was only 8, her mother committed suicide. She was brought up
by her father, a stern professional military man who ran the home like a small
dictatorship. Mary and her younger brother were marched around like little
soldiers, and things barely got better when her father remarried, to a frail, timid
woman who obeyed his every command. Mary clung to memories of her
mother but was never again allowed even to mention her by name or to keep a
photograph of her. Mary had not seen much of the world when, at the age of
19, she married Marco, a traveling salesman at the time. Her husband proved to
be in some ways like her father—ambitious, a strong believer in self-help and
]. personal responsibility, but actually not at all hardworking or talented. Marco,
9. 12 years older than Mary, did manage to land a few lower-level management
jobs, but his dream of rising to executive positions was never realized. Similarly,
their two sons left high school with poor records and showed licde promise of
having successful careers.

As I Tistened to Mary talk about her dark moods, it became clear that the re-
lationship between husbands and wives had i some ways remained the same
. across at least two generations in her family. There were numerous “ways of
doing things” in the family, some explicitly identified as “family tradition™ and
many others just taken to be part of the natural order of social Iife, that acted as
carriers and sustained continuity in behavior. Mary’s father blamed his own
Tack of success on his wives, particularly on Mary's mother, who, according to
him, had “deserted her post,” and Mary's husband blamed his lack of success on
Mary. In both cases, blame was communicated in subtle and indirect ways, but
it was effectively communicated nonetheless. During her childhood and
teenage years, Mary was never allowed to talk about her mother in front of her
father, but somehow she knew from an early age that her father’s lack of prog-
ress and the family’s poor conditions were the fault of her mother, After she
‘married and had children, her husband never directly told her that she was
olding him back, but she knew that he thought she was. [f only she had been
better wife, a better mother, a better hostess, a better networker in the com-
munity, a better inspiration to their children, then the family would have made

MOre Progress.
One day when Mary was in my office, a former student, Liz, telephoned to

ol me about her latest success. Having completed her M.B.A. degree and sev-
eral years of managerial training, she had been offered a fast-track corporate
ob in New York. This was a remarkable achievement for a person with her
backeround. Liz never knew her father, and her mother had six children with
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four different husbands. Liz spent much of her early life being moved between
different foster homes; she saw little of her own mother, who had severe drug
addiction problems. She was 12 by the time she found a more permanent
home with her grandparents. But somehow, in the midst of all the instabiity,
drugs, uncaring parents, siblings who showed little interest in books, and im-~
poverished inner—city «chool conditions, she managed not only to survive but
to thrive. As I sat listening to Liz on the phone telling me about her new job, 1
pondered the condition of Mary, sitting in my office. I was once again struck
by the fact that individuals differ in how well they cope with challenging con-
ditons. Liz was so full of energy and optimism, but Mary suffered crippling
depression, even though the conditions suffered by Liz seemed just as bad or
perhaps even worse than those suffered by Mary.

In this chapter I want to paint a broad picture of three types of factors asso-
ciated with depression: biological processes, thinking styles, and social context.
When individuals try to change their moods, either by their own efforts or
through the help of professionals, they are confronted by the challenge of in-
fluencing these different sets of factors. Individuals such as Mary and Liz can
be similar or different as regards any or all of these factors. The general practice
in Western medical treatments has been to focus on the individual-—and thus
on biological processes and thinking styles—rather than on social context.

From the individualistic perspective of mainstream Western medicine, there
seems little point in considering the larger issues of social context and the inte-
gration of individuals into society in order to better understand depression.
Despite theoretical considerations of context by some writers, in practice in
Western societies the main line of attack regarding illnesses remains drug ther-

apy, and depression Is 1o exception. This aggressive use of drugs i3 particularly
high in the United States even compared to other Western countries. Lynn -
Payer and others have shown thata patient is far more likely to be given drugs

for an illfess, and to undergo major surgery, in the United States than in Eng-

Jand, West Germany, or France. This drug-based approach ignores the role of
sacial relationships and the larger social context; in at least some cases it tackles -

symptoms, not oot causes.

In coming to understand depression, it is useful to consider the nature of so-
cial relationships and the collaboratively constructed social world within

which the depressed person is enmeshed, The experience of depression is intt
mately connected with both actual social relationships and perceived possibili-
ties for social relationships, that is, the social world in which the depressed pet-
son actually exists and the social world the depressed person sees as feasible for

him- or herself, Such perceptions are fundamentally influenced by the larget-

society, as is the case for Mary. Of course, there are some aspects of Mary’s ex
periences that are umique.
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bright, she could not apply herself to study or work hard. She just could not
manage to energize herself. She was like a toy running very low on batteries.

Like most people who suffer depression, Mary experienced unipolar depres-
sion, meaning that her moods took only downward turns and pulled her
through gloomy days and nights. She did not experience an upward turn to
mania, the opposite of depression, involving frenzied activity associated with
overconfidence and euphoria, Bipolar mood swings, involving mood shifts be-
tween depression and mania, are experienced by a smail number of people
compared to the numbers who suffer unipolar depression. Bipolar mood
swings are mote prevalent among economically more advantaged people—
perhaps they are the only ones who emnjoy the freedom to express such dra-
matic moad swings.

Although boys and girls are equally likely to experience depression, as peo-
ple reach puberty and aduithood the rates for women become higher, so that
about a quarter of all women are likely to experience sever unipolar depression
sometime in their lives, with the rate for men being about half that for women.
This gender difference is consistent across cultures. It does not matter whether;
we take samples from New York, New Delhi, or Nova Scotia—wornen have 2
higher rate of depression than men. Similarly, women have higher rates of dewl
pression among whites, African Americans, and other ethnic groups in North‘
Asmerica.

Mary’s case suggests a role for social context and carriers that helps ex-
plain why women exp erience depression more than men do. She felt she had
little control aver the events of her life, and even in her own home she had
much less power and influence than her husband and sons. She had full re-
sponsibility for all the hous ework and sometimes took jobs outside the home
to supplement the family income, but she got no credit for her efforts. Be-
cause her husband undermined her confidence, she almost always applied for
jobs well below her level of ability and training. Such jobs were boring for
her, and she found it difficult to motivate herself, which gave further ammu-
nition to her husband to criticize her. But instead of blaming the boring job
or some other aspect of her situation, she blamed herself and found yet an~
other reason to see herself as worthless. Mary’s depression seemed to become
darker and lighter in cycles, perhaps as a restilt of hormonal fluctuations ex-
perienced by women, particularly at puberty and other critical periods, such
as pregnancy. _

It was apparent that her husband was also depressed about his gituation, but
he seemed to find a more active way of venting his frustrations. He was often
angry, mostly at her but also sometimes at their two boys, Each time her hus-
band felt depressed about his lack of success at work, he found ways of heaping | .
blame on the rest of the family, and this worsened Mary’s situation. -
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i During the times that Mary’s batteries got a recharge, she showed a genuine
8  interest in the class topics and did research to find out more about depressicn.
s She was imaginative and would ask, “Would I have suffered this problem if
T had been born in the eighteenth century or some other time in history?” She
6. ] learned about one of the most mysterious trends uncovered by research-—that

depression rates are currently rising in many different societies around the
world. Perhaps this s a result of rising expectations, of peaple’s wrongly assum-
ing that modernization and consumerism should make them happier and hap-
pier. Perhaps wometl ate more affected because their political, economic, and
social situation has changed more dramatically and their expectations of posi-
tive outcomes have risen faster than those of men.

Or perhaps people have now gotten used to talking about depression and
- expressing dissatisfaction with life, whereas before they put up with more and
complained less. This may also explain the gender difference: Men are trained
'to talk less about their feelings and to keep things inside, whereas it is consid-
" ered more appropriate for women to express their feelings and to tell others
about their problems. On days when she was less depressed, Mary talked to me
sbout these different possible explanations with genuine interest and insight.
She also talked about her mother and the idea that depression might run in her
family.
- esearch has shown that close relatives of people with clinical depression
have as much asa 20 percent likelihood of developing the same disorder, com-~
pared to less than a 10 percent likelihood for the general population. If one
entical twin suffers from depression, the other twin has almost a 50 percent
hance of experiencing the same problem. But this rate drops to about 20 per-
¢ent when the twin is fraternal. Mary reasoned that her mother must have suf-~
fered from depression, and she investigated other close family members and
found several additional cases of what seemed like depression, although she
duld not be sure because people preferred to sweep such problems under the
irpet. One older member of the family said to Mary, “Why are you digging
p such shameful things from the past?” _
Mary delved into the past in order to change things for the better. She felt
ty and anxious about the lack of progress in her family. More than any-
ng, she wanted to change herself, to do better for her family. Her eagerness
‘change sometimes disappeared in the gloom of depression and inactivity,
it always came back again as the darkness receded. It was when she came
of a bout of depression and showed determination to move ahead that she
ame most Jike Liz, my former student. But Mary lacked Liz’s sustained and
istent drive, in part because she lived in a family context in which 1t was
appropriate to display such behavior. Mary’s family relationships kept her
vn, whereas Liz’s family relationships pushed her zhead.
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Performance Limitations and Depression

A

s

Part of the complexity in dealing with depression s the need to attend to him-
itations of both performance capacity and performance style, which circum-
scribe what can change physically and what can change socially in the Iife of
the depressed person.

Performance-Capacity Limitations and Depression

It took tremendous effort for Mary to seck professional help for her depres-
sion. She actually tried to commit suicide before taking this step. Characteristi-
cally for her, after she recovered from her suicide attempt and came out of a
depression swing, she used her renewed energy o investigate the topic of sui-
cide. “T wonder why more women attempt suicide, but more men succeed in
killing themselves?” she asked as she sat in my office one day, adding “T'm not
sure about the idea that suicide is 2 cry for help. I meant to kill myself. ¥ knew
what | was doing.”

Like millions of other patients diagnosed as suffering from depression, Mary

was prescribed antidepressant drugs. Such drugs have become part of modern - ;
world culture. Most people have by now heard of Prozac, leading antidepres- .
sant that first came onto the market in 1987. Mary was among the patients. - :
who responded favorably to Prozac. Like some of the patients described I .
Deter Kramer's book Listening fo Prozac, Mary changed her low opinion of her-

self. She began to be more assertive and active on a continuous basis.

But how exactly did Prozac help her? The answer is that we are not sure.

There is no doubt that some of the benefit comes from the placebo effect;
which is atways a headache for medical researchers. Hard evidence shows that
administering a simple sugar pil to patients can alleviate syneptams simply be
cause patients “‘expect to get better” now that they have taken medication. R
views of the research literature on Prozac suggest that, in some cases at least,
the placebo effect has as powerful an effect as the drug itself. In 1999 a major
new antidepressant, a Merck invention known as MK-869, was withdrawd
from the market because reanalysis of the clinical trials data showed that p
tients who had taken a dummy pill had improved just as much as those W
had taken MK-869. At present, antidepressant drugs probably rely on th
placebo effect for at Jeast 50 percent, and perhaps a lot more in some €2s5es;
their effectiveness. However, current research also suggests that antidepressa
do have some real effect, and what we know about biological processes SUg
gests some likely reasons.

DS
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Our search for an explanation for the biological effects of antidepressants
begins at the brain, where information gathered by our senses is analyzed. The
brain is not only the center of everything to do with thinking, including mem-
ory; it is also where our personality lies. All the personal experiences, aspira-
tions, conscious and unconscious dreams, and so on of anl individual take place
in the brain. When people lose legs or have liver or heart transplants, they are
still the same individuals, but a brain transplant (if and when it becomes med-
ically possible) would mean the creation of a new person. Damage to the brain
often detrimentally affects not only how efficiently we solve problems but also
our personalities. One of the terrifying consequences of Alzheimer’s disease is
that the brain no longer does its job as the center of thinking and personality,
and Alzheimer sufferers no longer recognize who they are (this topic is dis-
cussed in greater detail in Chapter 14).

The brain is able to house the complexities of “who we are” in large part
because it is a miraculously efficient communications center. The human brain
is made up of about a hundred billion neurons, tiny nerve cells, and 2n even
greater number of glia, support cells. Brain messages are sent from neuron {o
neuron in the form of electrical impulses. There are hundreds of different types
of neurons, with many different shapes and sizes. However, most neurons have
the same basic characteristics. Bach neuron has antennae, called dendrites, to re-
ceive messages from other neurons. These antennac are connected to the cell
body, which contains the cell’s genetic material in its nuclens. Received mes-
sages pass along a long fiber, an axon, extending from the cell body to nerve
endings. The axon is covered with myeli, which acts as insulation and improves
electrical conduction. From the nerve endings, the message is picked up by the
antennae of other neurons. Thus there is a continuous flow of messages involv-
ing billions of neurons.

A message sent by a neuron will not have the same effect on all surrounding
neurons. A méssage that fires off neuron A may not necessarily fire off neuron
B or C—rather like a key that opens some doors but not others. The situation
is much more complex, though, because at any given moment a single neuron

- could be receiving thousands of different messages. The combined effect of
these messages determines whether a nearon will fire or not. _

Neurons fire in an all-or-none manner. Either a message gets a neuron to fire,
" or it doesn’t. This is rather like a finger pulling the trigger of a gun—either it is
pulled hard enough to fire or it is not. A gun (or a neurcn) does not fire less or
more strongly. What, then, is the difference between the influence of a message
that is just strong enough to get a neuron to fire and onc that is much stronger?
This difference shows in the number of times a neuron fires as a result of re-
ceiving a message. Some messages get neurons to fire often and rapidly, while
others result in few and interspersed firings.
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When a neuron is not firing, it carries a positive electrical charge on the
outside and a negative electrical charge on the inside. The difference is tiny,
only about 60 millivolts, but it is nonetheless important because this electrical
charge has to be reversed for firing to occur, When a message is of the right
kind and achieves firing, for a split second the poles of this batterylike system
are reversed and the ontside becomes negative and the inside becomes positive.
Firing sends electrical impulses from: 2 neuron’s antennae to its nerve endings.
There a message has to get across a very small gap, a synapse, that lies between
these nerve endings and the antennae of other neurons. ,

Chemicals released by electrical stimulation at nerve endings travel across
the synapse to reach antennae of other neurons. The kind of message sent from
one neuron to another depends on these chemicals. Some chemicals get the
next neuron to fire, while other chermicals are inhibitory and stop the next
neuron from firing, while still others have no effect on the next neuron.

One way to understand depression, albeit in an all too limited manner, is to
view it as things going wrong with the chemical changes taking place at the
synapse. What could be going wrong? One possibility 1s too much or not
enough of certain chemicals being released into the synapse. There are also
other possibilities. The transmitter neuon could fail to reabsorb in a timely
manner the chemicals it has released into the synapse, a process referred to as
reuptake. If reuptake is not efficient, the released chemicals could linger at the
synapse and interfere with normal functioning. Or the receiver neuron could
take up too much or too little of the chemicals being released. If any of these ;
kinds of problems arise, there will probably be communications problems )
across the nervous system, with possible detrimental consequences for moods.
and cognition, such as those associated with depression. :

Antidepressant drugs work by effecting chemical processes at the synapse, 50 -
that communications across NERIons can take place more efficiently. Reesearch
in the 1950s led to the first generation of modern zntidepressant drugs—tri=
cyclics and monoamine oxidase (MAQ) inhibitors. On the positive side, these
drugs have helped millions of people suffering from depression to feel better.:
Studies suggest that up to about 60 to 70 percent of depressed individuals can’
be helped using these types of drugs {of course, some of the benefits of drug
therapy, as discussed earhier, may be placebo-related). On the negative side, tri-
cyclics can have serious side effects, including blurred vision, dry mouth, and
even weak heartbeats (arrhythmia). Patients on MAQ inhibitors have to ob
serve very strict diets to limit the intake of tyramine; otherwise they risk dan
gerously high blood pressure, which can be lethal, ' ’

But what chemical processes do tricyclics and MAQO inhibitors influence?”:
The most likely explanation s that they help to normalize the availability ot
the neurotransmitters norepinephrine and serotonin at the synapse. A secom
generation of antidepressants now available do a much better job of targetin
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the specific link among norepinephrine, serotonin, and depression, with far less
serious side effects for most patients. These more advanced drugs have trade
names such as Prozac, Paxil, and Zoloft. Although in most cases doctors have to
test the suitability of these drugs for particular patients in a trial-and-error

manner, the decreased side effects as well as the better ability to focus on spe-

cific neurotranstitter activities have led to their far more widespread use.

parformance Style and Depression

When Mary finally agreed to get professional help, she took a step toward try-

ing to change her mood patterns and thus to end the crippling depression she

suffered. The fact that she took this initiative suggesis that she was motivated to

recover. To help bring about this desired change, her therapist started her treat-

ment with drug therapy. In addition to the usual benefits of the placebo effect,

‘the second-generation antidepressants change moods by changing chemical

processes at the synapse. In many cases the chemical changes they bring about

_ irly speedy. More than half the depressives who have been given these

drugs bave shown marked improvement within a few weeks. This is a much

faster change than that achieved by traditional talk therapies alone. In the long
d talk therapies are both able to improve the lives of most

_ talk therapies are more costly and take a longer time to

have an effect. The most successful treatment for depressed persons is a combi~
hation of drug therapy and talk therapy.

- After several weeks of drug therapy, Mary’s condition improved to such a
degree that the therapist was now sble to treat her through talk therapy as well.

he therapist focused on teaching Mary new thinking skills, so that she could
ntrol her moods better. In our everyday lives we often try to change our
oods by recalling past events ot thinking of fture ones. We cheer aurselves
by reminding ourselves of a past success or of things we have to look for-
rd to, or we might purposefully make ourselves feel angry by recalling how
¢ were mistreated by somebody or by thinking about ordeals we have to go
ugh in the future. We also use these kinds of mental strategies to change
moods of other people. “Cheer up,” we tell our friends, “you're going on
ton next week? Or “You didn’t geta bonus this year, but at least you have
b. Think of poor Jack, who got fred.” Depressed individuals such as Mary
ot to use such strategies; instead, they have thinking styles that highlight
the negative rather than the positive, that lead to bad rather than good moods.
istead of sceing the glass as “half full” Mary had always seen it as “half
bty Instead of saying, “T have done well, raised two children, helped my
y financially by working outside the home when needed and encourag-
iy husband and sons in their careers,” she tended to focus on things she

un, drug therapy an
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had failed to do. All of us have failed to take up countless challenges, and if we
focused on the mountains we have failed to climb we could become de-
pressed. Everyone has missed opportunities and failed to rise to SOME occa-
sons. A major difference between depressed and nondepressed individuals 18
that the former focus exclusively on the negative.

But the therapist’s challenge is far greater than to Jead 3 depressed person
ta see things accurately, because in many instances it is 2 matter of teach-
ing depressed persons w0 see the world in a more rather than less biased way.
Depressed persons often perceive the world more accurately than do the non-
depressed. Depressed persons 2re mone likely to se€ their own shortcomings
and to acknowledge chem realisticaily (“1 am not a good driver”;“Some peo-
ple dislike me”: “1 made the WIODg cheice 1 marriage”; “Many people are
better than [ in my line of work”), while nondepressed persons tend to have 2
more biased view, one that glorifies their positive features and denies the nega-
give (“The other driver caused the accident”; “Most people like me, and the
few who dislike me ar€ weird™; My partnet is the right choice”; 1 am among
the best in my line of work™). Particularly 1n North America, eVeryone is “bet-
ter than average.” But depressed persons are more likely to see themselves as
below average.

By a stroke of good fortune, Mary's therapy moved shead at a time when
her husband and sons Were away from home 2 great deal. Within six months,
the combination of drug therapy and cognitive talk therapy had turned things
around for Mary. She volunteered her tume as 3 research assistant in one of my
research projects, sO 1 met with her every week and observed her improve-
ment. It was a joyous experience, seeing a fragile, withdrawn, inactive person
transform into an energetic, active, and articulate personality. Tt was like seeing
5 different, new person come O life.

But after about a year, 1 began to see Mary withdraw and ship back into for-
mer ways of thinking. She was still on drug therapy and meeting once 4 month
with her therapist, but clearly something was going WIONg. After some prob-
ing, 1 discovered that her usband had lost his job again and was spending a lot

more time at home, a3 was their older son.The home environinent was pulling i
Mary back to her former way of thinking, one that highlighted her feelings of
guilt and all those opportunities her family had missed (suppesedly) because

of her.

The therapist had brought about change at the chemical level within a few

weeks and at the level of Mary’s personal thinking style within a few months..
He had gransformed her in isolation, and this was an impressive achievement

However, much more difficult to change was the larger social coniext in whicl
Mary lived and which contributed 10 <ubstantial ways to her behavior. Mary’s
style of thought and behavior was not independent of her social environmen )
it was part of a larger social world. To change her and help her out of depres:
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sicm, it was also necessary to change the social relationships and the larger con-
text in which she lived.

Part of the challenge was to change Mary’s attitudes toward her own situa-
tion and to help her recognize that she was not personally to blame for her
family’s problems—and also that she need not feel guilty when she experi-
enced mood swings. Mary was plagued by feelings of guilt, particularly abont
not being able to stay happy, not being a “fun” mother and wife for her family.
In the North American context in which Mary Hves, negative emotions are
not valued and can even be a source of shame,

Cultural Context and Depression

A serious consideration of the relationship between culture and emotional ex-
periences leads to the conclusion that depression as it is medically recognized
and treated in Western societies is fundamentally a cultural construct. This is
not to say that people in other historical eras and in other societies have not
experienced the same biological processes as do depressed people in Western
societies today, but that the meanings and implications of experiences arising
from such processes have been different in major ways. A first issue is to con-
sider current attitudes toward happiness and sadness; a second is to consider
such attitudes in cross-cultural perspective.

Self-Presentation and Happiness in the United States A firsc point is that in
modern Western societies, particularly in the United States, greater and greater
emphasis is being placed on presenting the self in a positive and happy way.
This bias manifests itself even in the ways in which people are supposed to
greet one another. When asked “How are you?” the respondent in America is
not supposed to say anything as low-key as “INot bad” or “Okay,” but to exu-
berantly declare “I'm great!” or “Wonderful” During a period in the 1990s
when I was frequently traveling back and forth between Europe and the
United States, I recorded responses to my greeting “How are you doing?” from
{ different people I met on the two sides of the Atlantic. After T had recorded re-
1= sponses from 250 different people in Europe and another 230 in the United
- States, I found that whereas 82 percent of the American responses were of the
- “I'm great!” and “Wonderful” variety, 64 percent of the European responses
were of the “Can’t complain” and “Not bad” type. Asian greetings tend to be
-even more subdued. In Farsi a typical response to “How are you?” is “Thank
- God, it passes.” :
‘Whereas it is normative to present the self as successful and positive, and to
.make declarations such as “I'm great!” in response to a greeting in the United
tates, such a self-presentational style would not be normative in most Eastern
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cultures, and a person displaying such a style would be regarded in a negative
light. Reflecting this difference, most American students tend to evaluate
themselves as above average in their class, whereas only about half of japanese
students do so. This more positive self-presentational style of Americans is also
associated with the high value placed on happy moods and a depreciation of
negative moods. To be sad, melancholic, gloomy, and the like is regarded as bad,
as “sick ” as something to be avoided if at all possible.

An alternative view is that sadness and other such “negative” emotions are a
normal part of life and should be valued as an essential feature of human expe-
rience. This point is further clarified when we consider the cultural and histor-
ical context of emotional experiences.

GContemporary Attitudes Toward “Negative” Emotions in Cross-Culturat Perspective
_ Fven in the Western tradition, “negative” emotions—sadness, melancholy,
I depression—have not always been shunned. For example, a cult of melancholy
existed from about the mid-eighteenth to the late nineteenth century, 3 cult in
i which melancholic moods were valued as a rich and essential aspect of human
: experience. This is reflected, for example, in John Keats’s (1795-1821) highly
praised poem “Ode on Melancholy” which celebrates the melancholic moed
and encourages the reader to cling to melancholy when it comes “sudden from
i heaven Jike a weeping cloud” Consider also the enormous success of Edward
' Fitzgerald’s (1809-1883) translation of Persian poetry that he titled The

Rubaiya of Omar Khayyam (1048~-1131), with its “defeatist,” fatalistic, even
-gloomy mood:

Oh, come with old Khayyam, and
Leave the wise

To talk; one thing is certain, that life
Flies;

One thing is certain, and the Rest
Is Lies;

The Elower that once has blown for
ever dies.

The theme of melancholy and sadness is still highly prominent in Farsi-.
speaking culture, a theme that is sustained by powerful religious carriers. In
Shiite fslam (the religion of over 96 percent of Iranians and about 45 percent
of Iragis) 2 number of important religious ceremonies are specifically designed:
to lead participants to feel sad and melancholic, to weep and hit themselve
and in general to experience and express misery. One such ceremony
rowzeh-khani, during which a chanter retells well-known stories from the live
of Tslamic martyrs and saints; the ceremony is considered a success only if par
ticipants weep and engage in self-flagellation. It is not unusual for such ceie
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monies to end with mass weeping, involving hundreds or even thousands of
people shedding tears, wailing, and hitting themselves on the head and chest.
Despite globalization and creeping Westernization, in Islamic societies and
most other traditional Eastern societies, there is still a tendency to see a COof-
structive and even necessary role for moods akin to sadness, melancholy, de-
pression, and other experiences that in the Western context would typically be
shunned, stigmatized and treated as iliness.

Even studies conducted by Western-trained researchers, using instruments
geared to identify depression in the Western model and focusing on partici-
pants (typically university students) who are part of the modern Westernized
sections of non-Western socicties, have ancovered cross-cultural differences in
the domain of depression. A consistent finding has been that depressed individ-
uals in Western societies report feelings of guilt and self-blame, as well as mood
states such as loneliness and anxiety, whereas guiit does not seem to be part of
the experiences akin to depression in non-Western societies, where the focus
is less on internal mood states and more on somatic symptoms, such as bodily
pain and fatigue. Even when researchers translate the term depression into other
languages, in which often there is no direct translation, and squeeze the expe-
riences of non-Western people into the Western mold, it is clear that depressed
individuals in the West tend to focus on internal mood states and their inde-
pendent experiences, whereas individuals in non-Western cultures typically
look outside and refer to rain, seasons, fate, and numerous phenomena outside
the self to explain their experiences.

Concluding Comment

=rp

.. From the perspective of Western medical models, depression is an illness with
specific dispositional causes, and the treatment of depression in practice focuses
on changing aspects of the individual. Practical and particularly economic lim-
itations mean that drug therapy is at the heart of treatment, and sometimes ac-
tually the only treatment, and so Prozac and other drugs are in danger of tak-
ing on the role that soma plays in Aldous Huxley’s Brave New World. There is 2
real possibility that anyone unable to conform to the norm of a positive self~
presentational style will increasingly come under pressure to use drugs to
“nake themselves better,” just as people in Brave New Warld were expected to
use soma to avoid negative moods. Not surprisingly, in this normative syster
“those who slip back into feeling “bad” also experience guilt; after all, they are
doing something wrong because they are not presenting themselves as happy.
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This focus on the individual completely misses an essential point: Depres-
sion can be sustained through carriers that are interwoven In family and per-
sonal relationships, 2 style of smali-group life that often transcends generations
and impacts the lives of different age groups. The case of Mary is not atypical.
Drug therapy could help Mary improve if she were left alone, but no person is
an island, and the web of personal and family relationships in which Mary was
enmeshed pulled her back into depression again. This is not to suggest that
therapy should focus exclusively on family and personal relationships, but that
it should seriously attend to them.

There is also a need to reconsider the treatment of varieties of emotions
in the larger society. [n the United States in particular, far too high a priority
is now given to positive self-presentation, Jeaving too little room for a whole
variety of emotions that do not fit in with the “I'm great!” image. Sadness,
gloominess, and various negatve emotions are part of the natural range of
haman experiences. They allow buimnan beings to feel deeply and differently, to
become more creative and original, and just because they are not “fun” does
not mean they should be a cause for taking “happy pills” The growiog litera-
ture on depression and creativity suggests that there is great value in negative
moods. Humanity would be a lot poorer culturally +f we all opted for sustained
fun and happiness: One wonders what Van Gogh would have painted if he had
been on Prozac.
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Dr.Mya womdn Iyving i ¢ . urban center, has two advanced degrees
and had beert 3 profestor desShe Lad enjoyed the role of teacher and
the oppottu;hir:'i)r {o ase b Binely funed communications okiils with students. It
Was particularly p;ﬁnﬂll ‘ot her when she began to experience word-finding
and memory problems. By the age of 75, standard psychological tests revealed
her to have decreased ability in 2 rumber of cognitive areas, consistent with
dementia. Dr. M had built 2 successful academic careet and achieved high so-
cial status through her memory. verbal abilities, and intellect generally, but she

was now cruelly being deprived of just these assets.

Aging brings with it biological changes that ipfluence performance capacity: :

how well we do on craditional tests of abilities, which typically assess 1 in isola-

rion in examlike situations. Our capacities for hearing, secitg sensing touch,

and so on are diminished once We reach adulthood and the years march on. Ac
companying vhis are changes 1 performance style, so that the meaning of be-
havior 15 transformed as we g2t older, Even when W Lehave in the same man”
ner as we did when we were Youngen others now have different expectations of us
and interpret our behavior d{ﬁ"erenﬂy.When a 35-year-old professor forgets where
she put her keys, this event is likely to be taken as just another indication that

she 15 an absent-minded professor. Srudents, friends, and family will jokingly e

count such incidents as evidence that she really does fit the stereo

a 65-year-old professor who forgets where she put her keys is more Lkely to be

seen as suffering from dementia. ‘Her mind is going;” people will say.
in this chapter We explore the margin of performante expectations, the differ-
ence between the sctual performance capacity of individuals and the expectd
that others have about their performance. Using the example of 5eniors

tions
with a particular degenerative disorder, I shall argue that there is 2 StTONE te
¢ individuals

dency for the expectations of others to influence the behavior ©

type. However, ., .
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All things being equal, the laiger the margin of performance expectations, the poorer
will be the petformance of individuals compared to their actual performance capacities.
For example, if Joe is a 75-year-old who has the capacity to score 90 out of a
100 on a particular language test, he will score closer to 90 if the expectation 1s
that he will score 89 than if the expectation is that he will score 19,

The margin of performance expectations is sustained by carriers, such as the
physical carrier represented by an “old body” Biclogical aging has clearly visi-
ble signs, such as wrinkled skin, white hair, and the like, and the physica]ly aged
body is a carrier of specific stereotypes— “Old people have poor memories,”’
“Qld people are not technologically sophisticated,” and so on. Just the physical
appearance of an old person can trigger in the mind of observers stereotypes
about seniors, leading to a huge margin between what that senior can actually
do and what the holder of the stereotype expects him or her to be able to do.
Expectations can put pressure on 2 sepior to underpreform, to do what is ex-
pected rather than what he or she is actually capable of doing.

While the biclogical process of aging is gradual, the social process of
changed expectations for correct behavior can be sudden and rapid. In the case
of Dr. M, the shift in social expectations was even mOIe dramatic because (1)
she was now seen as old and (2) she was diagnosed as having Alzheimer’s dis-
case. Alzheimer's disease—named after Alois Alzheimer, the German physician
who first identified it in 1967—is a degenerative disorder that destroys the
brain, robbing victims of memory, sense of identity, and decision-making abili-
ties, leaving them dependent on others, Dr. M was now labeled in such a way
that her remaining abilities suddenly went unrecognized.

Although Alzheimer’s is a progressive disease, often taking years and some-
times even decades to have severe effects, the shift in social relations for those
suffering from Alzheimer’s disease can be sudden and swift, a matter of days or
even hours or minutes. Once labeled as having Alzheimer’s disease, an individ-
ual quickly becomes enmeshed in dramatically changed social relationships,
with the individual expected to play the role of a dependent, ill person. There
is pressure to conform to the changed social expectations, and by conforming
and taking on the role of a dependent, il person, the Alzheimer’s sufferer par-
ticipates in the collaborative construction and objectification of the new social
context. The expectations of others with respect to the performance of the
person with Alzheimer’s disease become fulfilled.

Consequently, although- Alzheimer’s is a disease affecting biological pro-
cesses within individuals, to understand the actual deterioration of the Alzhei-
mer’s sufferer it is often necessary to consider the larger social context and so-
cietal characteristics. To better appreciate the urgency of attending to this
situation, it is useful to consider the demographic changes taking place and the

prevalence of Alzheimer’s disease.
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Demographic Trends and the Performance Capacity of
Persons with Alzheimer's Disease

[

Why is it important to sttend to the problems of Alzheimer’s sufferers? What
do we know about the biological causes of the disease? By addressing these
two questions, | shall prepare the way for an exploration of the social and cul~
tural aspects of Alzheimer’s disease.

The Aging Population and Alzheimes's Disease

Alzheimer’s disease represents a major challenge to modern societies because
of the aging population and the prevalence of this disease among the aged.
Since the beginning of the cwentieth century, life expectancy has increased
markedly, particularly in the United States (see Fig 14.1) and other Western
societies, leading to a sharp rise in the number of elderly people and therefore
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dementia associated with aging. Alzheimer’s disease accounts
1 dementia cases in the United States.

s not just a challenge for industrial societies. In 1975,
pulation over 60 years of age lived in lower income
than 60 percent of people over age 60 lived in lower
income countries, and by 2025 this figure will have reached almeost 75 percent
(se¢ Table 14.1}. How this aged population will be affected by Alzheimer's dis-
gested by trends in the United States, where the affliction rate 1s
people aged 65, 4 percent by age 70, 8 percent by age 75, 16 per-
cent by age 80, 32 percent by age 85, and almost 50 percent of people aver
85. However, there are indications that the rate of increase drops off for the
the number of Alzheimer’s sufferers increases exponentially

r the age of 60 and plateaus sometime after the age of 90.
fferers is already over halfa

the incidence of
for about half of al

But Alzheimer’s 1
about half the world po
countries. By 2000, more

ease is sUg
2 percent of

very old. In st
every five years afte
In the United States the number of Alzheimer’s su
million.

At the personal level, Al

zheimer’s disease i3 the cause of considerable suffer-

ing for both victims and their famnilies and friends. The disease progressively
WOTISens OVer a course of anywhere from 2 to more than 20 years. It starts to
elf when victims have difficuity keeping focused on a task and have

manifest 1ts
HMOTY- Fventually, the afflicted person cannot CONCEntrate even on

lapses of me

and forgets essential bits of information, such as the names
mbers of close family members. As the disease robs victims of
ities, including the ability to recall simple events, persoss,
pctioning as an independent person becomes increasingly
y impossible. Social relationships break down.The vic-
completely dependent on others.

xtremely painful for both victims and their loved
t deny that any change has taken place, explaining
“forgetfulness.” However, as memory deterio-
corer, the victim reaches a point where even
ouse ot children, are not recognized. Even

jmportant things
and telephone nt
basic cognitive abil
-and places, normal fu
dificult—and eventuall
fm eventually becomes
This deterioration is ¢
ones. The victim may at firs
iway memory lapses as simple
ates and decision making gets p
close family members, such as a sp

TABLE 14.1 ~
Population aged 65 and over (in millions)

1980s 2000 2020
128 i66 230
132 237 530

Higher income counitries

Lower income countries

Based on data from the United Nadons
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when reminded that “this’is your wife, who has lived with you for 40 years,” a |
victim may ask “Who is this?” when his wife returns to the room after an ab-
sence of just a few minutes.

At the economic level, Alzheimer’s disease is contributing substantially to the
increased costs of health care. In the United States alone, the disease is estimated
to cost over $100 billion annually, The health care crisis confronting the United
States and other Western societies is associated with the ballooning cost of car-
ing for Alzheimer’s sufferers. Clearly, on both humanitarian and economic
grounds there is a need to try to meet the challenge of Alzheimer's disease.

performance Capacity and Alzheimer's Disease

Physical change is part of normal aging. Our bodies change a great deal when
we develop as youngsters, and change is just as drarnatic during old age. But
not all parts of our body change at the same rate. Age-related changes in the
central nervous system—the spinal cord and the brain—are selective. Although
we experience substantial neuronal loss in some parts of the brain, other re-
gions remain relatively unimpaired.

As people age, neurofibrillary tangles, made up of twisted protein fibers, de-
velop within the cells of those parts of the brain associated with memory and
other vital cognitive functions. {5 addition, increased numbers of senile plagues
appear in parts of the brain. This is a normal change experienced by most of all
older people, but it occurs o 3 much greater degree among persons with Alz-
heimer’s disease. At the same time, these individuals experience particularly
marked abnormalities of certain neurotransnitters. Neurofibrillary tangles,
senile plaques, and neurotransmitter abpormalities all contribute to impair-
ment of communication between neUrons, and this in turn may catseé loss of
memory and other cognitive functioning. Over the next few decades, medical
research is expected to arrive at a hetter understanding of what causes these
problems and also to develop more effective medical responses. But we bave 2
long way to go on this front.

Given that some level of neurofibrillary tangles and other such changes are 2
! normal feature of aging, why is it that some people age without suffering from

Alzheimer’s discase but others fall victim to it? Studies have established that
; one group of Alzheimer’s sufferers are from families with a higher than norpal
' prevalence of the disease, which suggests a genetic basis (although it does not
exclude the possibility that environmental factors, such as family climate, play
an important role). Even if some cases of Alzheimer’s disease prove to be
caused by infectious agents, a5 proposed by some researchers, this raises the
Jikelihood that some individuals are genetically more predisposed t0 this dis-
ease. Comparisons of positron ernission tomography (PET) scans of the brain




Alzheimer's Disease and the "Margin of performance Expectations” 215

and genetic tests of members of families prone to the disease suggest it may be
possible to predict the likeliood of Alzheimer’s yeats, perhaps decades, before
the symptoms appear.

However, another substantial group of Alzheimer’s sufferers do not have a
family history of the disease. This suggests an. important role for environmental
factors, as well as for complex. interactions between genetic and environmental
factors. Among the more obvious environmental risk factors is that of head in-
jury; for example, through involvement in certain types of employment and
spotts. But a more subtle environmental factor is suggested by the relationship
between education 2nd Alzheimer’s disease: There is the strong probability that
individuals who remain mentally active in old age will be more likely to post-
pone or even evade Alzheimer’s discase.

Carriers, Performance Style, and Alzheimer's Disease

ek E

the search for solutions, it is important to g0 beyond issues of performance
care to issues of performance style, the meaning of
requires closer

In
capacity and to attend with
behavior, and the carriers that sustain meanings. This approach
attenfion to cultire and the details of everyday social interactions.

Searching for Solutions

Ours is the age of science and technology. We tend to see all human health
problems from 2 medical perspective and to place our faith in technical solu-
tions. Not surprisingly, the main focus in the search for solutions to Alzhei-

"mer’s disease has been biological research. Some progress is being made in dis-

covering biological changes associated with Alzheimer’s disease, in identifying
and predicting susceptibility to the disease, and even in finding possible reme-
dies. For example, cell repair may provide practical solutions to at least some
cases of Alzheimer’s disease in the next few decades. But like other biologi-
cal solutions te Alzheimer’s disease, there aie 2 lot of uncertainties i this
pproach. We cannot be sure as to when research projects will yield practical
olutions or which research averues will ultimately prove successful.

The urgent need for more immediate solutions is underiined by the suffer-

hg of the increasing number of people afflicted by Alzheimer’s disease in both
Western and non-Western societies, as well as by purely practical £Cconomic
‘hallenges. In the United States alone, if the onset of Alzheimer’s could be
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d be an estimated apnual sav- |

ings of more than $50 billion in health care costs, Western nations are finding
it difficult to bear the heavy health care COSts of Alzheimer’s disease, but the i
_ costs are an even greater challenge for third wonld societies already strugghing |
I| to make any real eCcOonOImic progress. Clearly, we cannot wait for the far-off

' solutions promised by biological research; immediate solutions are needed.

A very promising path to solutions s at hand. This path has been opened
up by researchers looking at the social relationships of Alzheimer’s sufferers. By
contrasting change at the biological level and change at the fevel of social rela-

tions, an important insight has been gained. Although Alzhcimer’ diseasc typi~
cally involves bioclogical change that spans Tiany Years and even decades,
change in social relations for Alzheimer’s sufferers i often very rapid and dra-
matic. Change in social relations can occut instantly, as soom a8 psychclogical

tests are completed and a person is labeled an « Ajzheimer’s sufferer” In one
moment, perceptions change and the gtill-intact abilites of Alzheimer’s suffer-

ers are gverlooked.
The dramatic and p

delayed in individuals by five years, there woul

owerful impact of this kind of labeling has been demon-
Jassroom. Research shows

strated in puIMerous different settings, including the ¢
positive label, such as “gifted,” their academic

that when children are given 2
kedly, in large part because of the changed

performance can improve mar
expectations of 1ot only themselves but also of teachers and other key people

in the social environment. This happens eve en the tests on which such labels

n wh
are based have no objective merit and the children labeled “gifted” are selected

purely on 2 chance basis.

At least since the 1950s, sociologisis have demonstrated the powerful impact
of labeling and stigmatization on individuals and groups. Study after scudy has
demonstrated that those who are labeled come under tremendous pressure ©
adapt their self-conceptions, such that they come to thini of themselves in the

way that they are labeted, Of course, this does not mean that all minorities ave
Jow self-esteem and feel stigmatized. The ghettoization and marginalization
of minority groups can. serve as mechanism for self-protection under certain
conditions. The redefinition of “Black as Beautiful” was 1o doubt influenced
by such processes. Butt in situations 1n which a single individual, such as an Alz-
heimer’s sufferer, comes under pressure from powarﬁll medical, professional,
and familial forces, it is more likely that labeling will have 2 negative and major

effect on the target.

Stereotypes as Carriers

at a huge publicity campai

gn 1s launched by government security -
£ catching a group of terrorists suspecte

d of planning 2 :

Imagine th
forces with the purpose o
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bomb attack. Photographs and descriptions of the suspected terrorists are pub-
lished in all newspapers and broadcast on television, and all your friends notice 2
striking resemblance berween a picture of one of the terrorists and you. For a
while you laugh about the “joke,” but after being stopped and searched several
times by police, the situation stops being funny. Each time you go out in public,
to shop or to go to a movie or restaurant ot for some other reason, you are anx-
ious that people might see you as a rerrorist. This threat in the air begins to
make your life uncomfortable. After a week, the real terrorists are captured and
the threat evaporates for you. However, for many seniors the threat of being
stereotyped as an “Alzheimer’s type” is real and very difficult to shake off.

Being social constructions themselves, stereotypes are well adapted to survive
through numerous carriers. For example, plays, songs, and jokes and “humor-
4 ethnic characters serve as powerful carriers for stereotypes
es in Western socicties. Even at the turn of the twenty-
d demeaning sculptures of African Americans in the
southern parts of the United States. All kinds of
tereotypes, many of which are about groups

ous” stories wit
about ethnic minoriti
first century, one can fin
gardens of some houses in the
artistic works serve as carriers for s

of people deemed to be mentally ill.
Fortunately, there are many effective strategies for dealing with such

“ehreats”” Individuals diagnosed as suffering from Alzheimer’s disease do not
just passively conform to the stereotype of what an Alzheimer’s sufferer is sup-
posed to be like. Other people may assume them to have 10 [MEMOTY OF COgRi-
dve or social abilities left, but they often try to find opportunities to use and
demonstrate their abilities that are still intact. Such oppertunities may not arise

in many contexts, but when they are available they are often snatched. The fol-

lowing cases illustrates this point.
Mrs. D had been diagnosed with Alzheimer’s disease when she was 65 years

old. By the time she was 70, ctandard tests assessed her as moderately to
severely afflicted. She experienced frequent word-finding problems, she failed
to remember some basic things (such as her age, the day of the week, and the
year), and she could not coordinate hier moverments to accomplish some every-
tasks (such as getting food to her mouth). According to her husband, she
ave suffered from delusions. For example, when her husband drove her
she would urge him to hurry so that she would not be late

day
might h
to a day-care center,

“for work.”
The label “Alzheimer’s sufferer” could easily have led others, even her hus-

band, to view Mus. D% behavior as “delusional” However, a more carefil and
detailed investigation into her situation revealed that her concern for not being
late “for work” made good sense. Mrs. D’s “jo " ywas to serve as a morale raiser,
to be the “life of the party” at the day-care center she attended. She had been
brought up in a show business family, and she still knew numerous songs and
jokes. She would sing and tell jokes and get people singing and langhing along
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with het. Altbough her husband reported that she did nothing around their
home, Mrs, D did a ot around the day-care center. She helped set tables for
meals, moved furniture around for different activities, helped people in wheel-
chairs get around, alerted staff to people needing attention, directed people
to bathrooms. She would strike up conversations with people who seemed
isolated, and the staff at the center began to rely on her to help them lift the
spirits of individuals doing poorly. She even cheered up staff members.

Although Mrs. D was not officially employed at the day-care center, the
work she had taken on was important, both for her personally and for the rest
of the people at the center. She served a highly useful fanction. She also made
herself useful in other ways, such as by volunteering as 2 participant in research
projects at the National Institutes of Health. Clearly, this kind of “job” gave a
great deal of satisfaction, because she was willing to expose herself to psycho-
logical test batterics on which she knew she performed poorly. [t was more
important for her to do the job of bemg usefiul than it was to “look good” on
tests in front of psychologists and others.

Mrs. D seemed to have developed two separate existences. At home, she was
passive and did not seemm able to participate in Jctivities, She showed little ini-
tiative and was moOre dependent. in the day-care ccnter, however, she had 2
“iob” and performed her “duties” conscientiously. She showed initiative and
seemed to get satisfaction from participation. One explanation for this is that
after she was diagnosed with Alzheimer’s disease, her intact abilities were over-
iooked in the home environment. She could not do 2 lot of routine things and
she could not remember many routine bits of information, and this seemed to
conform to the idea that she was completely dependent. it was overlooked, by
her husband and others, that there was still a great deal she could do. Her intact
abilities had an opportunity to blossom in the day-care center. One of the i1~
teresting things this points o s the positive role some types of day institutions
can perform in caring for Alzheimer’s sufferers.

A great deal of criticism has been leveled at total jnstitutions as a selution
for the aged, and for the most part rightly so. Total institutions have rypically
restricted old people and robbed them of oppertunities to remain active.
However, some part-time day-care Centers have been much more successful—
economically because of their lower costs and in terms of health because they
often allow participants to remnain more active.

The Margin-of-Performance Expectations and Scaffoiding

Despite the shortcomings of Western societies in coping with the challenge
of old age and Alzheimer’ disease, the actual coping strategies of individual -
Alzheimer’s sufferers provides some hope. As Steven Sabat and others have
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recently documented through detailed case studies, Alzheiner’s sufferers adopt
a variety of different coping styles, many of which are atmed at influencing
change rather than just remaining passive in the face of it. The cases of Dr. M,
briefly discussed earlier in this chapter, and Mrs. D represent contrasting
coping styles. Dr. M tried to cope by withdrawing from the activities of the
day-care center, by simply avoiding all social interactions that threatened her
status and showed what she could not do. She made a point of having minimal
exposure to psychological-testing situations. As she put it, she did not want her
life to be one of “always going to se¢ people to see what's WIong with me.”
She withdrew from an Alzheimer's support group because she did not want to
embarrass herself in a group setting, where she found her level of speech very
limited compared to what it bad been previously. From one perspective, Dr.
M’s strategy seems passive, because she withdrew from activities. But from an
alternative viewpoint, her strategy was active and intended to maintain greater
control of change, to not allow herself to be pushed along by forces she could
not influence.

Mrs, D also adopted a combination of coping styles. In the home setting,
she coped with change by retreating, by doing very litte, and by allowing
her husband to direct activities. But her behavior changed dramatically in the
day-care center, where she was continually diving into social situations in order
to initiate change, exert influence, help others, and thus gain. status in this new
social context. Mrs. D was interested in changing her own label from “patient”
to “helper,” from receiver of help to giver of help to others. Unlike Dr. M, she
went out of her way to be a participant in psychological research. Tt mattered so
much to her to be seen asa “helper,” “volunteer,” and “active” that she was will-
ing to take tests that she knew revealed her inabilities on even simple tasks, Also,
it was exactly because she could have said “no” to the opportunity to participate
in research that it was more atiractive to her to demonstrate her active and par-
ticipatory nature by saying “yes.” Such cases underline the strong role of social
context and societal expectations in the development of even those aspects of
experience, such as suffering from Alzheimer’s disease, that may at first appear to
be based purely on performance capacity and biological processes.

But the individual with Alzheimer's disease needs effective professional sup-
port to cope with the enormous challenges confronting him. or her. One way
:n which such support can be provided is by training professionals and family
caregivers to use a method akin to scaffolding, a Vygotskian strategy we dis-
cussed earlier in Chapter 11.In the following, Steven Sabat (S.R.S) demon-
strates this method while interacting with “B.” an Alzheimer’s sufferer:

S.R.S: The other day you mentioned that you had some problem with (name of the pro-
gram direcior). Does that strike any familiar notes?
B.: Every so often I, I get uh, frustrated with him.
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S.R.S: This is (r;ame}—with the moustache?

B.: Yeah, yeah. I like him very mucte. U, he, he goes'to d, lot’s see how could I do it? I'm
certy nof pasty with him at all whatsoeves, and but uh, every so often, ult, uh, the uh, Bar- I
nunt and Bailey—it’s the Barnum and Bailey that I don’t like.

S.R.S: You mean it’s like a civcus around here?

B.: Oh yeah. It’ a big, tremendously big cireus .« .

5.R.S: All of the chaos becomes very diffienit for you to deal with?

B.: Yeah . ..
_Sabat, 1994, p. 337

In this interaction, Sabat makes the connection between what the Alzheimer’s
sufferer says and a circus, and directly asks:““You mearl it’s like a circus around
here?” Next, Sabat asks if it is the chaos that is difficult to deal with, and the
Alzheimer’s sufferer confirms this. What we have here, then, is a collaborative
Process, whereby a scaffolding is constructed to help the person with Alzhei-
mer’s disease express his intended meaning. Because the margin of performance
expectations 1s sminimal, and because of scaffolding support, the Alzbeimer’s suf-
ferer 38 able to communicate better than his individual performance capacity
alone would allow.

Concluding Comment

T

Over the next few decades there will be enormous moral and ¢CONOMIC Pres-
sures to find effective solutions to the problems of the rapidly increasing popu-
lation of Alzheimer's sufferers. Effective and affordable medical treatment in
the form of drug therapy does not seer to be at hand in the immediate future
and may not be available for many years to come. But the detailed, innovative,
and truly insightful research of a small handful of scholars, as discussed above,
suggests that the situation can be alleviated in major ways. Such research can
help to better educate both professionals and farnily caregivers.

Negative stereotypes about old people generally, and Alzheimer’s sufferers
specifically, mean that the margin of performance expectations 18 often very
wide: Caregivers and even professionals, as well as the general lay public, tend
to expect a persen Jabeled as an Alzheimer's sufferer to communicate poorly or
not at all and to be cognitively impaired in ser:ous ways. But this expectation

| can often be wrong, particularly in the early stages of the disease.

sl Although the biological changes associated with Alzheimer’s disease can.
f il take many years to have 2 serious impact, the labeling of a person as an Alzhei-
! mer’s sufferer can have an immediate and terrible impact. Spandardized tests oD
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an isolated individual, assessed ont of social context, can in a matter of minutes
negatively Iabel a person and lead to dramatically changed expectations for
behavior. As long as standardized tests focus exclusively on performance capac-
ity and ignore performance style and the carriers that sustain meaning systems,
they will continue to be part of the problem rather than the solution to the
plight of individuals with Alzheimer’s disease.

On the other hand, appropriate training for caregivers and professionals can
allow a person who is identified as being in an early stage of Alzheimer’s dis-
ease to function adequately and at least semi-independently for many years.
Part of such training should be the use of scaffolding—providing support to
Alzheimer’s sufferers so that they can communicate more fully in order to

express their intentions more clearly.
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