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In this issue of The Journal of Clinical Ethics, Hilde Lindemann tells about a visit with her mother, who
has Alzheimer’s disease. Lindemann recalls, “I went into her bedroom and opened the drawer. As I slid my
hand inside, I felt a hot rake of pain. I could smell the blood before I could see it. Blood was everywhere,
flowing freely falling in great drops. I could see the razor blades that had been stuck to the top of the frame.”
Her mother says, “That’s what happens to thieves. Get out of my house before I call the cops on you.” This
passage is from “On the Mend: Alzheimer’s and Family Caregiving,” that is as viscerally gripping as any
piece JCE has published. It conveys accurately the horror patients with Alzheimer’s and their loved ones
may undergo.

This horror may involve violence. Much more often, it is silent: patients who have known and have been
close to loved ones for decades no longer recognize them. Lindemann suggests that her initial response to
this incident might have been “more kindly” if Lindemann had been able to see her as she had been at her
best times, in the past. This would have been more beneficial for her mother. Quoting Wittgenstein, Lindemann
states that persons are the “product of socialization and training,” and so, she declares, are “essentially
social.”

The insight that loved ones might try to treat patients with Alzheimer’s as kindly as possible can be
highly beneficial to patients — improving their quality of life, if not its duration — and it is an insight that
has been increasingly recognized and emphasized clinically in recent years.! Some of the new approaches
that are advocated seem to be wholly counterintuitive, however, as they challenge what appears to be right,
and raise ethical concerns that have hardly been addressed. In this essay I will discuss the three most impor-
tant of these ethical questions.

The first is the extent to which loved ones should discuss with patients the difficult decisions that will
arise for both of them in the future. Discussions could involve, for instance, what patients would want should
the time come that they can no longer recognize those they love.?

The second question is the extent to which loved ones should try to “manipulate” patients; for example,
asking patients about their preferences in ways that might tend to “predetermine” how they will respond.
This approach may maximize patients’ positive feelings and enable loved ones to proceed efficiently with
the tasks they must carry out that involve patients, but, at the same time, it is implicitly deceitful.

The third question is whether loved ones, especially, should directly lie to patients in the third and final
stage of their illness. This possibility is exemplified in Joanne Koenig Coste’s recommendation on how
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loved ones should respond when patients accuse them of “crimes,” as the mother in Lindemann’s article did:
“To the accusation ‘You stole my special coat,” the best answer may be ‘I forgot to tell you that I put it in
storage for the summer,’ even if the coat was sold twenty years ago.”® Extrapolating from this, the daughter
in Lindemann’s article might have said, “Yes, you’re right. I have taken some of your things. I'm sorry. I
must have forgotten to tell you!” Both examples are outright lies, but they may leave patients more comfort-
able. As I shall discuss, this goal — to leave patients feeling comfortable — may be one of the most impor-
tant for loved ones when they make choices involving patients with Alzheimer’s. It is critically important for
patients to know that loved ones won’t abandon them. Coste states, “Paranoid behavior is usually directed at
the closest family member, and that person should remain in the patient’s world . . . no matter how bizarre the
accusation.”

I will also present some general considerations that may help loved ones respond “better,” and, finally,
will discuss what patients and loved ones may be able to experience together, in spite of the patients’ deficits.

Loved ones do not care for patients alone. Ethics consultants and other careproviders often work with
loved ones and advise them how to best care for patients. It is thus essential that careproviders know both
what loved ones can do to help patients and the ethical problems that may be involved. Thus, while this
discussion focuses on what loved ones ideally should do, the issues raised are as critical for careproviders.
As Lindemann contends, and as is true in most cases, careproviders may help patients most by helping their
caregivers.

CORE PRELIMINARY CONSIDERATIONS

THE LIMITS TO WHICH LOVED ONES CAN BENEFIT PATIENTS

Even if loved ones respond to patients with Alzheimer’s disease in ways that are optimal, it may not
affect their course of illness. It is very important to wholly acknowledge this uncertainty; otherwise, loved
ones may fear that they haven’t done all they could. Such emotional adversity, in most contexts, has physical
effects.” It is noteworthy that studies have reported that family conflict can take a short-term and a long-term
toll.* By helping patients to feel more comfortable and thus provide them an “emotional safety net,” loved
ones may benefit the disease process indirectly.” All of the approaches I will recommend may enhance how
patients feel, and, as a result, patients may feel more motivated to seek out treatments that will benefit the
course of their illnesses. For instance, the medications currently available may slow down the progression of
Alzheimer’s disease; this, in turn, has been found to benefit patients’ loved ones.?

LOVED ONES’ WILLINGNESS TO “CHANGE COURSE”

Patients with Alzheimer’s go through profound changes as their illness worsens. Thus, what may be best
for them at the beginning of their illness may be bad for them later on. For instance, they may benefit most,
early on, from being fully involved in planning the course of their futures, to the degree that they can. Later
they may find this degree of involvement upsetting, and, more problematically, they may deny that it is.
They may, for example, become extremely frustrated when they lose the capacity to sufficiently understand
what their loved ones are saying.’

Thus, loved ones must be aware at the outset that what patients most need at any one time may change.
In all stages of illness, however, some responses to patients will remain consistently important. It is critical,
for example, that loved ones always affirm what patients feel. In this issue of JCE, Tia Powell, in “Voice:
Cognitive Impairment and Medical Decision Making,” gives an example that suggests how this can be done:

The daughter tucks an afghan blanket around her mother’s legs. . . . the daughter says, ‘“There, Mother.
How is that?” The mother looks her daughter straight in the eye. . . . She says, “Lousy.”

The daughter doesn’t refute her mother, and, by not doing so, may imply that she understands. A loved one
can go further and implicitly agree. Rather than remind her mother what about her life is still good — a reflex
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to which many of us might be prone — the daughter could say, “Yes. Surely it is lousy.” Claudia J. Strauss,
an authority on those with this illness and its treatment, says, ““You can agree that life sometimes stinks.”'°

In many other responses, however, loved ones must be alert to changes they should make. Early on in
patients’ illness, for example, patients may find it essential for loved ones to tell the truth and the whole truth,
because, otherwise, patients may feel distanced and infantilized. In time, though, patients may no longer
understand as much. An example of this kind of change is when loved ones use pictures to communicate; a
patient who has just begun to lose the capacity to understand verbal communication may find an offer to
communicate in this way demeaning. In a more advanced stage of illness, however, the same patients may
appreciate this strategy. Looking at pictures may even “elicit delight.”!! Loved ones must accept that, regard-
less of how much they try, there will be no “safe haven.” To communicate most effectively with patients, for
example, loved ones must increasingly, over time, slow down the pace of what they say. If they don’t slow
down enough, it may be frustrating to patients, but, if they talk too slowly, patients may find it condescend-
ing.

The obvious question this raises is how loved ones should know when to change what they are doing.
The first answer is simply fo_ask. Loved ones can always ask, even when patients are no longer able to
communicate verbally, it is still best to ask them what they prefer. For example, loved ones still can ask, “Is
it okay with you if I touch you?”'? Regardless of the answer, merely to ask such questions continues to give
the patient a genuine choice, which remains extremely important. It also conveys that loved ones continue to
love the patient because they continue to attempt to be caring. This may be more important than anything
else to patients, as it implies that the connection they so much fear to lose, and, thus, crave, will continue. A
particularly instructive (and sad) example is offered by Diane McGowin, when she was a patient still in the
early stage of this illness. She tells of the recurring fear she felt that her husband might abandon her: “I
repeatedly sought his vow to take care of me for the rest of my life. Upon receiving his assurance once again,
I would inquire if he knew just how difficult keeping it may become in the future.”"* In other cases, loved
ones can only try to infer what they might best do based on patients’ behavior or responses. Here, the ground
rule may well be: when in doubt, loved ones should try to leave patients feeling as comfortable as possible.

THE COURSE OF ILLNESS IS UNIQUE FOR EACH PATIENT

Daniel Kuhn states that the “experience of the disease is as unique as the individuals that have it.”'* This
assertion may seem self-evident, but, with Alzheimer’s patients, this is particularly, and counter-intuitively,
the case. The most important example of how patients may differ is that some may show new, advanced
capacities, early on, before their illness progresses. The quality of art they create and their artistic productiv-
ity, may, for example, increase, although this may depend on the subtype of Alzheimer’s. As Kuhn says,
“The emergence of visual creativity in dementia [hints at] the extraordinary cognitive flexibility of individu-
als experiencing progressive loss of cortical neurons. . . . the art of individuals with AD [Alzheimer’s dis-
ease] can show appealing use of color and form.”'?

The artist Willem de Kooning may be the best-known example. His art changed, and, for some, it got
better. James C. Harris states that de Kooning’s “final work was allusive rather than expository. Yet to many,
[it] seemed beautifully simplified.”'® Such positive changes may occur, much more importantly, in patients’
capacity for emotional richness. This change may be of greatest significance to loved ones, since it may
change entirely what they may experience together — if loved ones are open to the possibility.

An example of a program in which patients have reportedly shown growth in both capacities (in art and
in emotional richness) is a program called Memories in the Making. In this program, patients with Alzhei-
mer’s in the early and middle stages create paintings. Patients in this program often show more sustained
attention, and some also express exceptional pleasure. One said, for instance, “In here I feel like a person
again.”!” This may reflect that, in this setting, the patient didn’t experience shame. (In the next section there
will be more about the significance of this, and how loved ones can try to help patients not feel shame.)
Another patient began the program “withdrawn,” but, in time, “began to smile.” After this change, the same
patient observed that another participant was “having a difficult day.” She said to the patient, “ ‘everyone
in here has it rough, some days. . . . I understand.” ”'8

3
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ETHICAL DILEMMAS AT EACH STAGE OF DISEASE

STAGE 1: SHOULD LOVED ONES INVOLVE PATIENTS MORE?

When patients first become ill, they still can understand and converse in regard to their needs, wants, and
future preferences. Yet, more often than not, at even this earliest time, loved ones will leave patients out of
discussions on these topics. Careproviders do this as well, sometimes, even talking to loved ones as if pa-
tients weren’t there. Patients, fully aware of this, may feel enraged. As Strauss states, being talked about
“makes them invisible — as if they are being erased.”'* Why does this happen? Are the reasons for this
sound? These questions are considered below.

Insight Does Not Lead to Depression

There are many reasons that loved ones leave patients out of such discussions. They may do this, in large
part, because they want to try to protect patients from knowing the worst that could befall them later. They
are likely to believe, for example, that if patients know what most likely will occur, they will become se-
verely depressed. It has recently been found, however, that when most patients acquire insight about their
illness and their probable futures, they do not become depressed.” This finding has profound clinical impli-
cations for loved ones (and careproviders) who want to help these patients. They can feel more free, for
example, to bring up with patients even very painful topics, such as what patients would want if they later
lose awareness of who they themselves are, or who their loved ones are. The optimal approach may be to
give patients a choice of being included in discussions and decisions as long as possible.

One reason to do this is that it respects patients’ autonomy. A benefit for loved ones, obviously, is that
they will know to a greater degree what patients think they will want, and then may feel less guilty if and
when they carry out patients’ stated desires. When loved ones feel less guilty, it may leave them more
capable of loving patients fully, later. Patients may benefit markedly as a result. Kuhn says, accordingly,
“First of all, you should include the person with AD in decisions regarding his or her welfare whenever
possible.”?! The strongest argument against this is that patients who indicate they want to remain fully part of
discussions and who continue to make choices for themselves, as long as they can, may find the experience
devastating. It may be that it is ethical to shield patients from what will eventually happen to them, as there
is little that can be done for them, to spare them unnecessary worry. This is similar to the argument posed by
those who adamantly oppose offering genetic test results to patients; even if the predictive value of genetic
testing becomes much improved, patients should not have access to test results to spare them unnecessary
worry.?

The finding that, in general, persons in the earliest stages of Alzheimer’s don’t become depressed when
they acquire insight about their disease suggests that we should at least offer them the opportunity to discuss
all present and future issues of possible concern for as long as they can do this. Patients can indicate when
they would prefer not to. Alternatively, if patients want to be involved but become visibly distressed, loved
ones can interrupt the discussion and ask patients what they are thinking and feeling, and whether they wish
to continue. This may benefit patients as it shows a continuing commitment to them and to how they feel.

If, on the other hand, patients become very upset but deny it, this may be when loved ones begin to
consider not offering them an opportunity to be involved to the same degree.

Loved Ones Can Help Patients Overcome Feelings of Shame

The earliest stage of Alzheimer’s offers patients a unique opportunity to accomplish what they can’t
later, as their capacity to understand is still essentially intact. Since patients with early Alzheimer’s generally
don’t become depressed when they discuss their probable futures, the question is: What else can loved ones
do at this time to benefit patients?

One answer is that loved ones can try to help patients reduce their vulnerability to experiencing shame.
The feelings of shame to which these patients are vulnerable are profound; the extent to which shame can
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strip patients of their capacity to spontaneously enjoy themselves is illustrated by a patient who was in a
group of persons who were, as he said, “like him.” Only in this group, he said, was he again able to “feel like
aperson.” He added, *“ ‘I am at peace when I’m with my group. I can be myself without pretending that I am
a hundred percent.” ”*

This loss of the capacity to feel wholly “okay” about themselves and to relate openly and spontaneously
with their loved ones occurs, all too commonly, even in families and between couples who love each other
dearly, and have for years or decades. An example is what the author Iris Murdoch apparently experienced
with her husband, John Bayley. After Iris acquired Alzheimer’s, John described their life together in a book,
Iris.** The subtlety with which shame can manifest itself, even in patients who have known and loved each
other as much as Iris and John did, is illustrated in the following passage John wrote: Iris, he says, “she used
to weep quite openly, as if it were a form of demonstrable and demonstrated warmth and kindness. Now I
find her doing it as if ashamedly, stopping as soon as she sees I have noticed.”” He comments, “It makes me
feel she wants to conceal it from me. Can she want to protect me from it?”? A goal that loved ones might
pursue in the early stages of Alzheimer’s is to help patients “get to the point” that they never feel shame at
any time, for example, even when they can no longer identify loved ones, and can acknowledge this openly,
without emotional pain. Feeling shame may cause patients to feel increasingly separated from loved ones,
and such a loss of connection may be patients’ greatest fear.

How can loved ones try to help them? They can repeatedly “rehearse” interactions in which both the
patient and loved ones pretend to forget things. When patients’ loved ones also pretend, it may give them a
greater sense of “being equal.” In any case, it might also provide an opportunity to laugh together.”” After
enough “dry runs,” patients may be able to laugh about forgetting, or at least feel accepted, if and when such
forgetting occurs later.

Mary S. Mittleman, Cynthia Epstein, and Alicia Pierzchala recommend both rehearsal and role reversal
for patients’ caregivers as a way to help them better cope.” I suggest extending this to include patients. These
“rehearsals” can continue until patients reach a point that they can simulate forgetting and experience no
shame. A test case might be when a patient’s loved ones can say, “Hello, dear,” and the patient can say,
without feeling shame, ‘I’'m sorry, but I don’t know who you are.”

Loved Ones Can Help Patients Reduce Anticipatory Grief

A still more difficult goal during this same period is for patients and loved ones to go through “anticipa-
tory grief” together — to the degree possible. Anticipatory grief occurs before a loss and involves “the
constant recognition” of the future loss and the process of gradual, continual, incremental detachment.”
Unlike typical grief, which occurs after a loss and primarily involves acceptance, anticipatory grief is “a
constant living with the uncompleted loss,” and moving forward is more “complicated” when this is the
case.’® By confronting anticipatory grief together, purposefully, rather than just waiting, patients and loved
ones can become “emotionally freer,” and so be able to relate more meaningfully to each other later. This
work is commonly done in hospices, for the same reason. As Beatrice Turkoski and Brenda R. Lance note,
for patients and loved ones, “done constructively . . . anticipatory grieving can facilitate a healthier resolu-
tion of the entire grieving process.”!

Patients and loved ones each grieve for something different: Patients grieve the eventual loss of even
knowing who they are, in addition to dying; loved ones grieve the loss of the patients, first, as the persons
they were, and, second, the loss once they die. Anticipatory grief, to the extent that it involves “letting go,”
occurs automatically, to some degree, if patients and loved ones discuss together patients’ future options, as
discussed above. Discussing the future in this way allows patients and loved ones to anticipate the grim
realities that they may expect.

If they do this, they may also share painful feelings, and merely sharing this way may help patients and
loved ones feel less alone. Careproviders can facilitate this process by adding guided imagery:*? careprovid-
ers can encourage patients and loved ones to allow spontaneous visual images related to their discussions to
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emerge, to describe the images, and then discuss the feelings that they associate with them. Patients and
loved ones can try to imagine the outcomes they would like to experience together in the future; they can also
recall times they have enjoyed together.* The use of guided imagery with hospice patients and their families
has often allowed both to “achieve a greater degree of intimacy.”** This may be because it reduces “feelings
of helplessness, hopelessness, depression, and apathy that often discolor the time a patient has left to share
with family and friends.”*

Visualization, like rehearsal and role reversal, is an approach that is already used to help caregivers of
patients with Alzheimer’s disease. It is particularly helpful in helping loved ones find new approaches to
helping patients when they feel they are “stuck.”® The approach suggested here involves not only loved
ones, but also patients.

It might be asked whether patients with Alzheimer’s are sufficiently capable of visualization, even at the
earliest stage of their illness, for it to be successful. It might be assumed that this approach would be pre-
cluded because they can’t sufficiently imagine themselves in past or future states. It may take these patients
more time; still, with extra time, patients may be able to visualize effectively. This was demonstrated by a
patient who had dementia and needed a spinal tap, but was “phobic” about having the procedure done.*’
Hypnosis can enable some patients to overcome a “needle phobia” such as this. Patients must be able to
become relaxed enough to achieve a hypnotic state and, in this state, they must be able to visualize enough
to actually change their “instinctive responses” of experiencing fear and pain so that a spinal tap or other
desired intervention becomes a procedure they can “endure.” Slowly closing one’s eyes is one method by
which hypnosis can be initially induced. As patients slowly close their eyes, they are instructed to let them-
selves become exceptionally relaxed and go into a trance. This typically takes approximately five minutes.
With this patient who had dementia, it took nearly 15 minutes to achieve.*® The therapist also had to change
how he gave the patient instructions; usually, these are only verbal, but, in this instance, the therapist found
it effective to give the instructions non-verbally. He motioned with his head to show how the patient likewise
should respond. It worked. He numbed the spot on this patient’s back where he needed the spinal tap with
lidocaine, and then told him that the injections he was giving were like “three mosquito bites.” He also told
a story about how the sweetest children are the ones that mosquitoes bite.* The patient was then able to
tolerate the procedure.

STAGE 2: SHOULD LOVED ONES MANIPULATE PATIENTS?

As patients lose their capacity to understand and remember, they find making decisions more difficult.
Consequently, loved ones may want to respond in ways that avoid forcing patients to make decisions —
because this may evoke patients’ frustration — but, at the same time, allow patients to feel fully involved.
One approach is to use a so-called last-word connection. Here’s how the technique works: “The care partner
asks, “Would you like to wear this green shirt today or the one that’s blue?”” Nine times out of ten, the patient
says, ‘Blue’ — simply because it was the last word he remembered hearing.”* Patients may respond to the
use of this technique by feeling better, even though the involvement it invites is, to some degree, an illusion,
as it allows them to maintain the sense that they have some control. Feeling they have some control and
involvement may be exceptionally important to patients at later stages of their illness. Coste advises, “Guide
the patient or take over as inconspicuously as possible to allow him to maintain a sense of control for as long
as possible.”*!

This approach is manipulative, and, ethically, it is paternalistic; it is also deceptive. But it may have
merit. Key questions in considering whether this deceit is justifiable (or at some point even morally obliga-
tory) are: What are the alternatives? Is it possible, at this stage, that patients echo their loved ones’ last words
“nine out of ten times” because they believe, rightly or wrongly, that this response is what their loved ones
most want to hear?

Patients may want to hold onto their connection with loved ones more than anything else, and so may do
whatever they can to enhance this relationship. This could include agreeing with loved ones’ “last words”
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even when they would prefer something else. Patients may respond to loved ones’ last words in a way that
actually is an attempt to manipulate their loved ones — they may do this to maximally maintain loved ones’
positive feelings toward them. If this is the case, loved ones could ask “last-word connection” questions in a
way that is not manipulative, but wholly genuine; they could also take special care to reassure patients that,
regardless of which choice they make, it is “fine” with them.

The possibility that patients assign their relationships with loved ones top priority supports Lindemann’s
view that social factors are exceptionally important to patients with Alzheimer’s.

STAGE 3: SHOULD LOVED ONES LIE?

During the middle and last stages of Alzheimer’s, patients have greater loss of memory. Further, if
confronted with this loss, patients, like Lindemann’s mother, may deny it and instead feel enraged. It may be
less emotionally painful to distort this particular reality than to accept it as it is, especially since this loss will
probably continue. Lindemann’s mother may have found it less painful to believe that her daughter stole
from her, rather than accept that she was having trouble with her mind.

The question loved ones may face at these later stages is whether they should be honest and risk evoking
patients’ rage. Here, the overriding principle that authorities suggest is to avoid provoking distress. Strauss
offers this guideline: “If you can’t give a truthful answer that is believable or acceptable or not hurtful at the
cognitive level, then tell an emotional truth.”*

An example illustrating how loved ones can apply this concept is when patients repeat themselves be-
cause they forget what they have just said. It is important in this instance to keep in mind that patients truly
believe that what they are saying, they are saying for the first time. Strauss suggests, “Every time they ask
the question, it is a new question to them. You must act as if it is a new question to you.”* Accordingly, loved
ones should not say, “You just told me that.” They should say, “That’s interesting; I didn’t know that,” even
though it is untrue.* Loved ones should respond to patients in as emotionally supportive a way as possible,
regardless of the truth of the content, as this reduces patients’ stress and leaves the relationship intact, or even
enhances it.

An extreme example of memory loss occurs when patients can’t recognize their loved ones. Then, as |
have suggested above, it may be best for patients to be able to say openly, “I don’t know you,” without
feeling shame.

This may not be possible. In such cases, Strauss recommends that loved ones should respond with
“emotional rather than cognitive truths,” that is, they might say something like, “No, we haven’t met before,
but it’s really nice to meet you.”*

CORE EMOTIONAL REALTIES

Authorities on Alzheimer’s have recommended that loved ones try to meet patients’ emotional as well as
cognitive needs, but what are these emotional needs? I have suggested that loved ones can affect patients
profoundly, as Lindemann contends, but what are their needs? Later stages of Alzheimer’s may include
hidden, significant potential for increased emotional richness for patients and loved ones. What, more pre-
cisely, could this potential be? The answers may help loved ones and the careproviders who advise them to
better implement the specific approaches described above.

WHAT ARE PATIENTS’ PRIMARY EMOTIONAL NEEDS?

All of these ethical questions involve the degree to which loved ones should abandon truth-telling to
better meet patients’ emotional needs. Strauss offers this general guideline: “Everything comes down to a
simple question you can ask yourself: Will this make my loved one more comfortable or less comfortable?”’#

It may be helpful to know more about what patients’ most important needs are. It is difficult to know this
with certainty, especially since, in the later stages of illness, patients may be unable to describe them ver-
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bally. Still, these needs, even then, may be reasonably imagined, if not inferred, from three sources: what
patients say when they can still describe their feelings; what loved ones and others, such as careproviders,
report; and what patients may reveal through other means, such as their art.

As a starting point, it must be recognized that patients with Alzheimer’s can’t seek the same goals as
most other patients. They cannot, for example, seek to communicate intimately with loved ones during the
final days of their lives. Likewise, careproviders can’t respond as Cicely Saunders, who has done so much
for hospice, advised; she suggests that careproviders say, “We will do all we can to help you live until you
die.”

These patients may lose the capacity to communicate, as well as the knowledge of who they and others
are. At best, careproviders may be able to help them find meaning in other ways. They may explore with
them, for example, whether they want to find ways to bear their losses gracefully, either for their own sake or
for loved ones, such as the suggestions above regarding shame and anticipatory grief. As the disease progresses,
patients’ needs may change and be much like those experienced through childhood, but in reverse. Strauss
adds that they also “need to make sense of why they are there.”*

It is much harder to be a patient with Alzheimer’s than to be a child. Unlike children, patients were
formerly independent, and they may find it humiliating that others do not let them do what they were once
able to do.* This suggests what has implicitly been stressed already: loved ones should give great priority to
enhancing patients’ comfort, and, in doing so, to maintain patients’ self-esteem. This guideline can be useful
to loved ones who are trying to decide what to do in other contexts. Patients may, for example, despite their
impairments, give parental advice to adult children who care for them, or even reprimand them. Strauss says,
when patients are “parental,” “Don’t say, ‘I’m an adult, not a child.” Do say, ‘You always look out for me. I
love you for it.” ”%

As patients get worse, their needs may then become more like those of younger and ever more younger
children. What they may need most, for example, is frequent touching. What one can do to comfort these
patients as this “regression’ occurs is, however, limited only by loved ones’ imaginations. Coste notes that
“many good Alzheimer’s programs now use aromatic therapy to help evoke pleasant memories.”*' Beyond
this, and more specifically, Kuhn states that “people with AD require three things [other than physical needs]
to be relatively happy: intimacy, community, and meaningful activity.”>?

The first, intimacy, particularly needs elaboration. Kuhn continues, “Without intimacy, fear and loneli-
ness prevail. Just being in the physical presence of a trusted person at all times may offer reassurance to
someone with AD who otherwise feels fearful while alone or with strangers.”> It may be difficult for those
of us who have not experienced intense fear, or who have not been exposed to someone who has, to imagine
how important it is to be with someone who loves us when bad things happen. Patients who have panic
attacks will know what a relief this can be. During these attacks, patients may fear they will die. They may
develop an additional illness, such as agoraphobia, a fear of going outside in open spaces. Some patients can
still function normally, but only in the company of those whom they trust. An example is a policeman I met
who was decorated for bravery many times throughout a career of more than 20 years. He and his partner
hadn’t missed a day “riding” together during all that time. When his partner suddenly became ill, the police-
man was unable to function; he could not go out in his squad car, even with another partner.

WHAT ARE LOVED ONES’ PRIMARY EMOTIONAL NEEDS?

Any number of factors can cause a patients’ loved ones to become “unglued.” Among the most difficult
emotions that they are likely to feel are helplessness and uncertainty, which often stem from, in large part,
not knowing or being able to know what patients experience. As John Bayley, worried, “Does Iris speak,
inside herself, of what is happening? How can I know? What is left is the terrible expectancy.”>* Helpless-
ness and uncertainty are, some assert, among the most painful emotions we can experience.

Emotions such as these can affect loved ones profoundly and cause them to become different persons; it
can also cause them to respond in ways they never had before. Iris’s husband gives an example, of when he
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became angry: “I find myself looking in the mirror at the man who has been speaking. A horrid face, plum
colour.”> He asks, “What can loved ones do about this?”” and “I wonder briefly, if we’d had a child, would I
have learnt not to be angry with it? In which case would I not be angry with Iris now?”>¢ The answer for most
loved ones is, probably that it is possible to learn not to respond to an infant with anger, and so it may be
possible to learn to not become angry with patients, no matter how “regressed” they are due to Alzheimer’s.

Kuhn suggests two approaches. First, loved ones can try to remember, at all times, that fear is often
behind the anger that patients express. “If you can remember that,” Kuhn says, “you’ll be able to handle the
anger washing over you with relative tranquility, and you’ll be able to react with compassion.”’ Loved ones
can repeat this to themselves, silently, like a mantra. If they do, each time they repeat it, it may reduce their
anger. A second approach is to recall as vividly as possible a time that they, too, felt as the patient does. As
Kuhn says, “much of it isn’t foreign to you . .. the emotions people feel are familiar [within] your own
experience.”®

One example is the feeling of shame. The feeling of embarrassment, a less severe version of shame, is
very common. When someone says or implies that we have just done something wrong, we may feel an
impulse to come up with an elasticized or at least mildly stretched excuse. If our doctor says to us, for
example, “Hmm. I see here that you were going to call for a follow-up appointment,” if we didn’t make that
appointment, we might feel some shame.

A well-known writer who felt shame was August Strindberg. He wrote to his third wife, Harriet Bosse, “1
feel shame without reason, remorse without having sinned, disgust with myself without knowing why.”* He
depicts shame in the words of Miss Julie, in the play by the same name. After Miss Julie “gave in” to the
seductive efforts of a man who was “lower in station than she,” she says, “I’m incapable of feeling, not able
to be sorry, not able to go, not able to stay, not able to live — not able to die.” Then she takes her life.®* This
description may come close to capturing what patients may feel when they can’t remember. As a patient told
me, when he is with his friends he is careful to not speak very often.

Loved ones who seek to remain close to patients with Alzheimer’s shouldn’t give up too easily on
patients, but should proceed in the most emotionally soothing ways possible. As Kuhn notes, “It may take
months, even years, before you become comfortable with using a new set of communication skills in your
relationship.”®!

Yet there is another realm of possibilities to consider: some loved ones may find it nearly impossible to
continue to feel strongly for patients; they may feel they need to distance themselves emotionally. They may
be more acutely affected than others when patients’ diseases worsen, and patients become more and more
mere shells of the persons they once were. Loving patients may become too painful to bear. John S. Rolland
says, “Clinicians should be sensitive to nodal points that may require discontinuous change for the family.
For instance, one family tried at all costs to preserve the deteriorating father’s role functions. . . . As disability
increased, successful adaptation required acceptance of that which could not be changed.”

Accepting this need to “distance” may be also be difficult because of guilt, which may be compounded
when loved ones can’t keep the patient at home. As one person said, “It was a question of both obligation and
gratitude, a way of paying back.”® I experienced a need to distance myself after my father first had a
persistent vegetative state. His heart stopped for several minutes before a rescue squad could get to him at his
home. Before this, my father had been a person you would not want to play Scrabble with. He loved to make
puns: in one rhyme he wrote, he described a tribesman looking for his wife at night in a tent in a desert in the
Mid-East, who lifted up a tent flap and called, “Which Bed-u-in?” In a pre-persistent vegetative state, he
would sit in his hospital bed, staring blankly.

I didn’t want to visit my father daily. Or weekly. I wanted to be with him as little as I could. Patients’
loved ones may feel this way, too, and experience the patients’ bodies, as I did my father’s — as a cruel
mockery of the person he had been. The tasks for loved ones, for their own emotional survival, may be to
accept that the person they loved is no longer there, and to accept the change in their feelings that may go
with it.
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WHAT IS POSSIBLE IN PATIENTS’ AND LOVED ONES’ RELATIONSHIPS?

There is a third possibility that, for many loved ones, is quite far from gloomy. As Stephen G. Post says,
“Because our culture so values rationality and productivity, observers easily characterize the life of persons
with dementia in the bleakest terms. . . . The experience of the person with irreversible and progressive
dementia is clearly tragic, but it need not be interpreted as half empty rather than half full.”*

Patients may retain a considerable capacity of their ability to relate to others non-verbally. Thus, they
and their loved ones may be able to continue an emotional relationship, even though it may be far different
from what they experienced. Since patients may have lost all of their cognitive capacity, they may make no
judgments about others based on “superficial” factors, such as what they do. Rather, patients may respond
only to how their loved ones are, when they are with them. In earlier stages of illness, for example, patients
may respond bluntly, like children. As Strauss says, “if you really want to know how your hairdo looks —
just ask him!”% Later in their illness, patients may respond only to the moment at hand. As Coste says,
“People with Alzheimer’s live in the moment; to convey positive emotions, you need to live in the moment,
t00.”7%

Loved ones can learn to cherish the unique and unprecedented emotional richness of emotionally inti-
mate experiences such as holding and comforting the patient, which may be very much like discovering
(and later missing) similar opportunities with an infant or a very young child. For instance, I can recall the
joy I felt as a young child playing Slap Jack for hours with my mother. In this game, one player flips over
cards, and the first person to slap a hand down on a Jack “wins” that hand. The game is absolutely mindless,
but the sense of peace and wholly un-selfconscious bonding I had with my mother is the closest I have come
to feeling bliss. I can’t actually recall a greater joy. I suspect that patients can feel this kind of pleasure in
intimacy at the end of their illness with their loved ones.

Loved ones may experience a new sense of meaning they wouldn’t in any other way. As Strauss says,
“they will only see you. They may be the only people who can do that. . . . When you are with them, you are
stripped to your essence. . . . This is a great gift they can give you.”% I think in this regard of the singular,
immense joy some parents experience, even with most severely impaired children, in response just to a
smile. One parent and his wife provided continuous care, 24 hours a day, to their child. He said to me, “But
it’s all worth it every time I see him smile!”

Iris Murdoch’s husband provides another example: “Tone is what matters,” he says. “I stroke her back or
pull her backwards. . . . I imitate the fond way her father used to say (she told me this long ago) ‘Have you no
sense at all? . .. Iris’s face always softens if I mention her father in this way. Instead of crying she starts to
smile.”®

CONCLUSION

Having Alzheimer’s disease is, without question, among the greatest misfortunes any person can un-
dergo. In the discussion above, I have explored three possible ways that loved ones can try to lessen patients’
emotional pain. Patients’ and loved ones’ relationships, in sum, may become richer. Are there, however, real
life examples of this? I refer once again to Iris and John.

John says, “Every day we are physically closer; and Iris’s little ‘mouse cry’, as I think of it, signifying
loneliness in the next room, the wish to be back beside me, seems less and less forlorn. . . . She is not sailing
into the dark: the voyage is over, and under the dark escort of Alzheimer’s she has arrived somewhere. So
have 1.”% Why would John say this? Because, in large part, of the incredible, rare love such patients some-
times can bestow. John reports, for example, “I make a savage comment today about the grimness of our
outlook. Iris looks relieved and intelligent. She says: ‘But I love you.” "7
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