
247Volume 29, Number 4 The Journal of Clinical Ethics

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

At the Bedside

Edmund G. Howe, MD, JD, is Professor of Psychiatry and
Director of Programs in Medical Ethics at the Uniformed Ser-
vices University of the Health Sciences in Bethesda, Mary-
land; and Editor in Chief of The Journal of Clinical Ethics. The
opinions or assertions contained herein are the private views
of the authors and are not necessarily those of the AFRRI,
USUHS, or the Department of Defense. The funders had no
role in study design, data collection, and analysis, decision to
publish, or preparation of the manuscript. Conflicts of inter-
est: none.

Helping Patients to Achieve What They
Find Most Meaningful in Life

Edmund G. Howe

ABSTRACT

Patients’ and families’ greatest need is often to do what
for them is most meaningful. This may be, for example, their
religion, their family, or their doing good for others. This piece
will explore ways in which care providers may help maximize
these ends. Paradigms offered will include Jehovah’s Witness
patients needing kidney transplants, a transgender adoles-
cent wanting his sperm preserved, care providers’ deciding
whether to disclose that a deceased organ donor had HIV,
and care providers seeking to do good for children profoundly
impaired and adults who feel shame for just existing.

In this issue of The Journal of Clinical Eth-
ics (JCE), three articles discuss aspects of life
through which patients and their family mem-
bers—or anyone—may find the most meaning:
religion, family, and being able to do good. What
gives meaning to our lives is of the most impor-
tance to all of us, including patients.1 Thus, as
clinicians, to the degree that we can, we should
seek to determine what is most important to pa-

tients and assign it priority when we treat them.
I will consider these three sources of meaning
as examples and as paradigms for other values
that patients and family members may find most
meaningful, and I will consider how we might
prioritize these values, as well.

In “Justice and Respect for Autonomy: Je-
hovah’s Witness and Kidney Transplant,” Paul
J. Cummins and Federico Nicoli ask whether Je-
hovah’s Witness patients should have equal ac-
cess to kidney transplants.2 Their article high-
lights religion and meaning. The authors state
that although they discuss only kidney trans-
plants, their arguments apply also to heart, liver,
lung, pancreas, and stem-cell transplants. I
would go further, and suggest that their argu-
ments apply to all patients who have religious
or cultural beliefs that are meaningful to them. I
will suggest a response to an additional core
question they raise, taking an altogether differ-
ent tack than many have in the past.

In the second article that I will discuss, “Fa-
milial Discordance Regarding Fertility Preser-
vation for a Transgender Teen: An Ethical Case
Study,” Gwendolyn P. Quinn, Amani Sampson,
and Lisa Campo-Engelstein ask whether an ado-
lescent, Kasey, who identifies as transgender,
should be able to have her sperm frozen.3 (Here,
I will use “transgender” in place of “noncon-
forming gender.”) Kasey’s father opposes freez-
ing Kasey’s sperm, and also opposes her transi-
tioning. This article involves family and mean-
ing. I will discuss how clinicians may best ap-
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proach resolving such impasses regarding treat-
ment for minors, doing it in a way that maxi-
mally benefits both transgender children, wheth-
er young or adult, and their parents. I will also
discuss the age at which parents or transgender
persons should make different decisions, and
how clinicians—and we, as a society—might
best respond when transgender persons request
to freeze sperm or eggs. I will also discuss two
articles published in the last issue of JCE. Both
address what clinicians should do when they
discover that a posthumous kidney donor had
HIV. The specific questions the authors pursue
are whether we should tell the donor’s partner
and family.

The third article in this issue of JCE that I
will discuss is “To Give or Not to Give: The Chal-
lenge of Pharmaceutical Coupons,” by Mihail
Zilbermint and Louise Schiavone.4 The authors
ask whether clinicians should give patients free
medication samples. The article involves clini-
cians who want to do good, and is a springboard
for asking a host of additional far-reaching ques-
tions. For example: Can what some people find
most meaningful in their lives harm others? How
far should clinicians go to help patients who are
worst-off? How may we most help patients find
meaning in their lives?

Overall, I suggest that if we want to priori-
tize helping patients to find meaning in their
lives, we have a ways to go. We may need to ask
our patients, early on, “What is most important
to you?” and then listen. It might seem that there
is not enough time for this, but that assumption
may not be accurate. A series of studies report
that patients’ complete opening statements of
their concerns took an average of 38 seconds,
and none of the patients took longer than 150
seconds to fully elaborate their concerns.5

RELIGION

Cummins and Nicoli state that Jehovah’s
Witness patients are sometimes denied equal ac-
cess to kidney transplants because clinicians
deem them to be at too much a greater risk be-
cause they do not accept blood and blood prod-
ucts.6 A second concern that Cummins and
Nicoli raise goes the opposite way: they note that
these patients may refuse blood because they fear
that if they accept it, they will be ostracized by
their religious community. In regard to these
decisions regarding the allocation of donated
organs, I will first discuss what clinicians might

want to consider as they decide whether or not
to treat these patients as they would other pa-
tients. In regard to the latter concern, I will pro-
pose that clinicians might want to take a differ-
ent tack.

Should These Patients Have Equal Access?

Cummins and Nicoli state that clinicians
who do not give Jehovah’s Witness patients’
equal access to kidney transplants stems from
an overreliance on the ethical principle of util-
ity. They cite Robert Veatch in support of their
view. Veatch is an acknowledged expert on eth-
ics and specifically on the ethics of kidney trans-
plant. He said, as these authors quote, that jus-
tice should generally be prioritized over utility,
and that no allocation should be acceptable if it
is driven solely by utility.7 The United Network
for Organ Sharing (UNOS) has shared this view.
It gave the principle of equal access greater pri-
ority than previously was the case, for example,
when it enacted new criteria for allocating kid-
neys in 2003.8 It did this to reduce the disparity
then present between African American and
Caucasian kidney recipients.9

UNOS continues to strive to balance com-
peting principles in the best possible way. All
adult kidney candidates in the United States
now receive an expected survival score based
on age, time on dialysis, current diabetes status,
and whether the candidate previously has had
a solid organ transplant.10 Even though UNOS
uses a somewhat complex point system to de-
termine which patients who need a kidney
should be accorded the highest priority, it seeks
to make this determination sufficiently transpar-
ent so that those who want to understand the
point system can. Thus, transparency is an ad-
ditional ethical criterion that was intentionally
built into the scoring system, as it currently ex-
ists.11 The difficulty, which is no doubt irresolv-
able, is that persons have differing views. Pa-
tients who need a kidney acquire points in this
system, for example, if they are younger and
have previously donated a kidney to another per-
son. How much these considerations—much
less other conditions—should weigh relative to
each other is controversial.

None of the factors currently being consid-
ered work against Jehovah’s Witness patients
having equal access to kidney transplants. These
patients may be turned down, not because of
policy, but primarily because surgeons who



249Volume 29, Number 4 The Journal of Clinical Ethics

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

would perform the transplant don’t want to do
it without the option of giving the patients blood
if they need it.12 Surgeons may refuse to do this
procedure because they feel that it would require
them to act against their consciences. The right
to follow one’s own conscience has been equat-
ed to other ethically problematic medical pro-
cedures, such as termination of pregnancy and
fertility treatment.13 The right to follow one’s
own conscience includes policy makers who pri-
vately determine priorities and clinicians who
carry out the policies. Many healthcare institu-
tions allow administrators and clinicians to fol-
low their consciences.14

These considerations could pertain to clini-
cians who have a role in determining the prior-
ity of organ recipients. The consideration that
should come first is that Jehovah’s Witness pa-
tients’ refusal of blood and blood products, and
any added risk their refusal could cause, are
based on their religious beliefs. Our general re-
spect in the U.S. for all people’s religious be-
liefs is well-acknowledged. It is, in one sense,
contradictory to respect Jehovah’s Witnesses be-
liefs such that we allow them to die for their
beliefs, but at the same time not respect their
beliefs sufficiently to give them equal access to
kidney transplants when they will not accept
blood or blood products.

I will focus next on the relative moral weight
and priority that should be given to the prin-
ciple of equity, as opposed to the principle of
utility. Clinicians often have a preference for
utility in making decisions because arguments
based on utility may be easier to defend than
those based on deontological principles. Argu-
ments based on utility can be quantified; they
support decisions that are based on what will
mathematically provide the greatest good for the
greatest number. Those responsible for making
decisions may use reasoning based on utility to
protect themselves, should their decisions be
challenged. That they do this to protect them-
selves may be outside their conscious awareness.
Thus, we should ask ourselves, when we are
making these kinds of decisions, whether we
should give greater moral weight to deontologi-
cal values such as equity, even though they may
be more difficult to defend.

Finally, reasonable people may differ regard-
ing the question of who should decide which
patients warrant the greatest priority. We might
always want to ask whether a decision is the
best one, but also who should make the deci-

sion. We often do this in ethics, for example,
when we determine that parents should decide
a child’s outcome when the child is so ill that
there is no valid way to decide what clinicians
should do.

 Again, Veatch here may lead us. He repeat-
edly has asked whether clinicians’ medical ex-
pertise and experience gives them greater ethi-
cal expertise, or more enlightened ethical judg-
ment than others, at least to the degree that some
clinicians believe. Rebecca Dresser, JD, repeated
this concern at a recent Office for Human Re-
search Protections workshop, by asking who
should decide what information research par-
ticipants should receive when they enter a re-
search protocol. This determination might, she
noted, best be made by “ordinary” people, rather
than by medical experts.15

I recall an instance that gives this concern
added anecdotal support. After a research project
was completed, researchers asked participants
what information they wished they had been
given before they agreed to participate in the
research. Most reported they wished they had
been given information that wasn’t provided
when they signed up: how painful it was to have
blood taken from an artery rather than a vein. In
the same way that “ordinary” people might de-
cide that additional information should be in-
cluded in recruiting packets for research proto-
cols that medical experts would miss, ordinary
people might offer differently weighted values
regarding providing equal access to kidney trans-
plants for Jehovah’s Witness patients. Perhaps
ordinary people would be more likely to share
Cummins and Nicoli’s views. Robert Klitzman,
MD, an eminent ethicist, recently suggested that,
in allocating points to determine who should
receive a kidney, it might be better to progres-
sively decrease the points allocated to potential
kidney recipients as they get older, rather than
allocating points based on age solely to recipi-
ents who are under the age of 18, as is currently
the case.16 Based on Klitzman’s suggestion, we
could ask: Do the existing hearing and consen-
sus panels that set policy on the allocation of
organs capture alternative views that should be
on the table?

The core questions may be what limits, if
any, should be placed on clinicians’ being able
to exercise their moral consciences, and who
should decide on those limits as conditions, like
the success of bloodless surgery, continue to
change. When there is inequity, as is in this case,
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the importance of our asking these questions
increases.

An additional consideration, warranting no
small ethical weight, is the possible consequence
of excluding Jehovah’s Witness patients: if  they
do not have equal access to kidney transplants,
they may die. This serious outcome makes a
strong case for increasing the consideration of
equity in ranking these patients. Similar seri-
ous consequences in other contexts have re-
sulted in distinctive policies and practices; for
example, when patients can’t afford emergency
care, they must still be admitted to emergency
rooms. Ignoring the possible consequences in
these cases assaults the dignity of the patients
as people.

Liver transplant could be used as a para-
digm.17 Even though patients who have liver fail-
ure due to excessive drinking may resume ex-
cessive drinking after they receive a liver trans-
plant, they are given access to transplants not-
withstanding this increased risk to the organ.18

What kind of difference might this make for
those making kidney allocation decisions? Even
if the effect of these considerations is slight, the
outcome for some Jehovah’s Witness patients
may be life, rather than death. For example, for
those who make allocation decisions, these con-
siderations may shift the burden from having to
prove that these patients should have equal ac-
cess, to having to prove that they shouldn’t. I
use the word “burden” as it is used in the law,
not as  in everyday conversation. I do not mean
“a heavy load.” In the sense I use it, “burden”
may be illustrated most clearly by the assump-
tion in U.S. criminal law that an alleged offender
is innocent until proven guilty. The prosecution
has the burden of proving guilt. If the prosecu-
tion does not prove guilt, and the alleged of-
fender may have committed a capital crime, the
offender may live. If the defense has this bur-
den, the offender might die.

Clinicians’ Options

We can take steps in advance to assist Jeho-
vah’s Witness patients that could be lifesaving.
For example, we could identify surgeons ahead
of time who are willing to operate on them with-
out blood. Some hospitals already do this.19 This
requires that hospitals poll surgeons who have
admitting privileges in advance to discern who,
if any, would be willing to operate on Jehovah’s
Witness patients without using blood. The ef-

fort could go further. If there are not enough sur-
geons at a hospital who are willing to operate
under these conditions, the hospital could poll
surgeons in the wider community. It could con-
tinue its outreach further and further until
enough surgeons are found to ensure that the
hospital is prepared as adequately as possible—
even though a Jehovah’s Witness patient may
have never previously come for surgery.

Similarly, hospitals could seek in advance
to identify persons such as elders in the Jeho-
vah’s Witness faith who have special knowledge
regarding the most effective clinical use of blood
substitutes.20 In the past, clinicians and hospi-
tal authorities may have been reluctant to call
in these experts. They may have feared that if
they called in experts, the experts would encour-
age patients to refuse blood. This might happen.
But how likely it is that it would determine pa-
tients’ outcomes is open to question. On the
other hand, if the experts have knowledge that
clinicians lack, the experts’ extensive knowledge
might save patients’ lives.

Jehovah’s Witness patients who are hospi-
talized may refuse blood not because they want
to, but because they fear being socially ostra-
cized by members of their church if they accept
blood. Their families may arrange for relatives
and friends to be with them in their hospital
room 24/7, to try to insure that a staff member
can’t come in while the patients are alone and
try to persuade them to accept blood.

In such situations, staff may respond in two
ways. Initially they may wait, hoping that fam-
ily and friends will leave. If they do leave, staff
will go to the patients and do what family and
friends feared. The other option is for staff to
remove family and friends by force. For instance,
they may tell family and friends that they sim-
ply must leave, that they have no choice. Staff
may say, perhaps in an attempt to soften their
demand, that it is hospital policy. The policy
may not be formal or written, but it may be an
informal policy. Staff may understand that they
will do this, based on past experience, if such
an impasse comes about. They may explain that
they must do this to insure that what patients
say is what patients truly want. These interven-
tions have an obvious downside. They may de-
stroy the alliance between families and clini-
cians. If a patient dies, the family may need the
clinician’s support more than ever. Yet, while
the death may be heart-wrenching, the family’s
religious faith may sustain them.
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What might clinicians do instead? Let us as-
sume, hypothetically, that some patients and
families believe that if blood is transfused, this
will eliminate any hope patients have for eter-
nal life. Of course some Jehovah’s Witness indi-
viduals may have different beliefs, which is not
unusual when individuals share one basic faith.
Based on this assumption, we may choose to ally
ourselves with patients’ family members. We can
invite patients and families to meet with us and
talk with them about what they all feel. We
could, for example, express our own regret and
sadness. We could express our understanding
of why the patient and family feel they must
make the choice they are making. (Ethically, we
should still say that the patient can accept blood,
but this would be clear from the conversation.)
We might say that we wish the patient was young
enough that we could transfuse her or him over
her or his objections, because then the patient
would have had no control over the decision to
receive blood, and so would not be held account-
able or ostracized. But saying this may risk los-
ing the support of the patient and family.

A last question to be considered is who
should carry on these discussions. Many of us,
from just knowing that a patient could lose his
or her life (and in our view, lose it needlessly),
will find such conversations emotionally
wrenching. We may be less able to effectively
establish an alliance with the patient and fam-
ily. Paradoxically, staff members who are least
emotionally affected may be best equipped to
lead these discussions.21

FAMILY

Many people would willingly die for a fam-
ily member. Such a preference may be expressed,
for instance, when pregnant women say that they
are willing to undergo a surgery that is needed
by their fetus, with no consideration of the dan-
ger it may pose to them. Consequently, surgeons
may agonize over whether they should proceed
with surgery.

In this section on family and meaning, I will
discuss the core dilemma considered by Quinn
and colleagues in their article about Kasey and
her father, who disagree about Kasey’s
trasitioning and about freezing her sperm.22 I fol-
low this with other important questions raised
by the case, involving the age at which trans-
gender persons transition and about preserving
their sperm and eggs.

In a subsection, I will present and discuss
whether we should tell a posthumous kidney
donor’s family that the donor had HIV. This case
raises the question of how we can best respect
the special meaning that members of a family
find in each other.

The Transgender Adolescent

Quinn, Sampson, and Campo-Engelstein’s
article about Kasey, a transgender adolescent,
and her father brings up for discussion the fre-
quency of tragic outcomes for transgender indi-
viduals. As many as 40 to 60 percent may at-
tempt suicide at some time in their life.23 Par-
ents’ support of their child may greatly prevent
this tragic outcome. Thus I will describe a way
that we may try to help parents offer their child
maximal support.

The Importance of Parents’ Support

Parents’ support of their transgender child
is likely to be critical to the child, at any age.
With this support, the child may fare much bet-
ter, regardless of the many other stresses faced.24

Experts in treating transgender persons report
that parents can fully give their child their sup-
port even when the parents continue to have
doubts.25 This should not be surprising. Clini-
cians who know this may be much more help-
ful to these children than they might imagine.
That is, the transgender child, whether adoles-
cent or adult, may know substantial uncertainty
remains in this field regarding when and wheth-
er transgender persons should make the changes
that will alter their gender identity. Clinicians
in the Netherlands, for example, tend to believe,
based on research performed there, that trans-
gender persons may change their views regard-
ing their gender more often than transgender
persons in the U.S. say they do.26 There may be
various reasons for this. It may be, for example,
that the persons studied in the Netherlands who
identify themselves as transgender are a differ-
ent population, with less strong convictions re-
garding their gender, than those seen by clini-
cians specializing in treating these patients in
the U.S.

Children in the U.S. may know that their par-
ents could still have doubts, even though their
parents support them. As a result, the children
may feel all the more certain that their parents,
supporting them regardless, love them, and, for
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that matter, love them unconditionally. The chil-
dren may conclude, likewise, that their parents
will put their child’s needs first. But even par-
ents who fully support their child may not know
the many ways in which they can unknowingly
give or not give their support. Thus, clinicians
should alert parents to resources available to
them, so that they can help their child as much
as they can.27

Given these considerations, how can clini-
cians who, presumably, do not have adversarial
beliefs, help parents like Kasey’s father, who
opposed his child’s transgender identity? There
are three steps clinicians should consider. First,
we can ask parents why they feel as they do,
and try to support them. There always will be
some validity to the parents’ views, and ac-
knowledging this may connote, quite rightly, that
we value their views and concerns. By “some
validity,” I mean that there will be something of
concern that can or ought to be recognized, con-
sidered, and discussed openly and compassion-
ately—even feelings of hate.

If, for example, parents say that they feel as
they do because they fear their child’s changes
will be irreversible, we can say that we appreci-
ate this, using the example of a teenager who
wants to get a tattoo. “Many parents may fear
this for the same reason,” we can say. We could
commend the parents for being so concerned for,
and committed to, their child: “You clearly and
greatly love your child.” We could go on to say
that children are often able to forgive a parent
who has abused them, knowing the abuser was
sick, but they but may not forgive as easily the
parent who remained passive but who could
have intervened to prevent the abuse.

We could add the horrendous statistics re-
garding suicide rates in transgender persons. We
could say to parents that if they wish to help
their child to the greatest extent possible, they
need to support their child, and that they can
do this, regardless of what they feel about tran-
sitioning. We can explain that each day their
child lives as a member of the “wrong gender,”
it may be a living hell for the child. Further, the
negative effect may be cumulative. The longer
such daily hell continues, the worse chance the
child may later be able to enjoy an emotionally
rich and fulfilling quality of life.

In seeking to support parents, we may find
our countertransference feelings to be most dif-
ficult. We may feel angry at the parents because
we side with the child, and, as a result, our tone

and nonverbal behavior may refute and even
offset what we say. Thus, we must at all cost
avoid feeling such anger, or, if we can’t, to pass
this task on to another person who can. It may
help us to feel more compassion for the parents
if we continually remind ourselves that they may
love their child just as much as parents who sup-
port their child, and also that what is best for
these children still remains significantly open
to controversy.

At What Age Should Changes Be Made?

For the best ages at which gender-related
changes should generally be made, there are
guidelines. Patients’ needs and contexts may
vary greatly. Thus, serious clinical questions
remain—and always will, I suspect—in regard
to what we should best do for persons who want
to make gender-related changes.28 I will discuss,
then, just a few of the more critical clinical ques-
tions we may confront regarding the best age to
transition. The first is the singular importance
to a child of any age of being able to “fit in” as
seamlessly as possible with peers. Not fitting in,
its negative short- and long-range effects, may
outweigh most other concerns in regard to what
is best for the child.

There may be standards, some of which are
legal, regarding the age at which individuals
have the requisite capacity to make such deci-
sions. Ideally, children might be accorded ca-
pacity requirements that are geared to the dif-
ferent kinds of decisions they may make, for ex-
ample, taking medicines to prevent changes due
to puberty to better fit in, or later taking medi-
cines to bring about gender-appearance changes,
so that they can better fit in. The hardest ques-
tion for parents may be the age at which they
allow their child to socially change. At a very
young age, children may not yet be able to ex-
press themselves well verbally. But they may,
some believe, be able to express themselves by
such behaviors as the toys they prefer to play
with.29

On the other hand, some parents so strongly
fear that they may, even unwittingly, influence
their child to adopt one gender or another that
they scrupulously seek to avoid giving any cues
that the child could read as a hint. The parents
thus raise the child as gender-neutrally as they
can. Even so, they may have to decide at some
time, in some way, the social gender they be-
lieve their child feels he or she is.
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Freezing Sperm and Eggs

The third and last ethical issue I discuss in
this first section involving family is whether
Kasey, in the case presented by Quinn and col-
leagues, should have her sperm frozen. This
would apply to the preservation of eggs as well.30

First, we should recognize how important pre-
serving sperm and eggs is to some people. They
may, for instance, see the sole ultimate meaning
in life as being able to pass on their genes to
biologically related offspring.

Clinicians who miss this may respond to pa-
tients who make such a request in a way that,
connotatively at least, is demeaning. Clinicians
may do this because they see their own view as
based on impeccable logic. That is, they may
reason—quite rightly —that parents can be as
happy, or possibly even happier, with a child
they adopt. And vice versa: adopted children
may be as happy, if not happier, than they would
be with a biologically related parent.31 Thus, cli-
nicians may say, “But you can adopt.”

Patients who have requested assistance in
having a biologically related child may find this
insensitive. They may see the clinician as not
being concerned with what they want. Patients
may also see this as clinicians’ imposing their
own views, and, worse, attempting to make pa-
tients feel shame for not wanting to adopt.32 Cli-
nicians may be more prone to offer their views
with transgender persons who are younger, like
Kasey in the case Quinn and colleagues present.
Younger patients may need their clinicians to
be optimally sensitive to their felt needs. They
are more vulnerable due to their young age, and
because they may anticipate that their clinicians
will feel more free to offer their own opinions.

At present there are great uncertainties about
the effect of the hormones transgender persons
may take on their sperm and eggs. We do know
that the effects may be substantial.33 Conse-
quently, freezing sperm and eggs may be neces-
sary. That transgender people want to give birth
to biologically related children presents new
challenges. This should be considered because
the needs of transgender persons, although less
common, should be equally addressed as other
persons’ needs, and, if possible, should be met.
Some transgender men may, for example, want
to deliver their child.34 They may want to be able
to breast-feed their infant. In this past year, trans-
gender men have done so. Concerns for the in-
fants still make this practice controversial.35

Informing Family Members that a Deceased
Kidney Donor Had HIV

Two articles in the fall 2018 issue of JCE ad-
dressed whether clinicians should tell family
members that a deceased kidney donor had HIV.
In “Positive HIV Tests from Deceased Organ Do-
nors: Should We Disclose to Next of Kin?” Anne
L. Dalle Ave and David M. Shaw highlighted the
medical gains that clinicians may provide by
sharing this information.36 In “Posthumous HIV
Disclosure and Relational Rupture,” Laura K.
Guidry-Grimes and D. Micah Hester focused on
some of the possibly harmful emotional effects
of a disclosure.37 I will discuss primarily the lat-
ter effects, because they illustrate the importance
of clinicians attending to what patients find most
meaningful, and then making this a priority. The
psychological effects that Guidry-Grimes and
Hester unearthed are examples of family mem-
bers’ concerns to which clinicians should attend.

The source of the harms for family members
of deceased, HIV-positive organ donors, as is of-
ten the case for transgender persons, is stigma.
Stigma is still associated with people who have
HIV. Examples continue to abound. For example,
a couple chose to have their embryo frozen. They
learned that the container that stored their em-
bryo included an embryo from a parent who had
HIV. They strongly objected to their embryo’s
sharing a container with the other embryo. As a
result, the other embryo was placed in a sepa-
rate container, even though, as one clinician put
it, even if HIV was present, the virus cannot fly.38

I will now consider the specific issues that
Guidry-Grimes and Hester most insightfully
raised.

Finding Meaning in Remembering

A first concern Guidry-Grimes and Hester
raised was whether a donor who had HIV would
want family members to know this. Key possi-
bilities include: (1) what may have been most
important to the donor was his or her legacy with
family members and their memory of him or her;
(2) while alive, the donor might have cringed at
the thought of family knowing the donor had
HIV; (3) the donor might have feared this knowl-
edge would damage the beauty of the family’s
memories of the donor; (4) family might trea-
sure their memories of the late donor, and their
knowledge that the donor had HIV might harm
their memories (as irrational as that might seem).



254 The Journal of Clinical Ethics Winter 2018

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

Dalle Ave and Shaw pointed out that dis-
closing the donor’s HIV status, at least to a mari-
tal partner, might enable the partner to discern
that he or she has HIV and get earlier treatment.
This might allow the partner to avoid passing
HIV on to another person. Should this possible
medical gain outweigh the gain of allowing the
deceased donor to preserve her or his legacy, and
allow family members to remember the donor
as the donor may have wished? This question is
readers’ to resolve, but these questions should
at least be on the table.39

Not Having an Opportunity to Ask Why

Guidry-Grimes and Hester raised a second
potential harm of informing members of a de-
ceased donor’s family that the donor was HIV
positive. If the donor was married, and the
donor’s partner was informed of the donor’s HIV
status, the partner would not able to ask the
donor why. For example, why did the donor
“stray” from monogamy (if he or she did)?
Guidry-Grimes and Hester seem to presuppose
that if a donor’s partner could discuss this with
the donor, it would help. But would it? The ques-
tion is germane to this specific example, but is
also germane in similar situations, when both
partners are alive. The partners who are in-
formed may seek out a mental health provider,
or may choose instead to share their distress with
a primary careprovider they already know.

There are many possible variations of this
kind of situation, and I will provide a few points
regarding what clinicians may best do.40 For
example, the conflict need not be sexual. Per-
haps one partner has had intimate conversations
over the internet with a person he or she has
never met. He or she may say, and believe, that
this is nothing. We could inform him or her that
this absolutely isn’t the case; what bothers the
other partner must dictate. Perhaps the
“wronged” partner responds in new and irratio-
nal ways, again and again, such as calling the
partner at work every hour to reassure him- or
herself that the partner is not with the other per-
son. The offending partner may well “squawk”
at this. We may be able to clarify for him or her,
that such repeated calling may be necessary, at
least initially, for the wronged partner, and the
relationship, to heal. The offending partner
should accept this. But what can we do if the
offending partner has died, as in the case of the
HIV-positive organ donor? We may point out

that, yes, the donor may have erred. Yet, al-
though the donor may have done this, many such
people still deeply love their partner.

The surviving partner may, as Guidry-
Grimes and Hester noted, become more troubled,
and wonder why the deceased partner didn’t
share this information. With a sudden, devas-
tating awareness, the surviving partner might
wonder whether the deceased partner wholly
trusted him or her. The surviving partner may
wonder whether the deceased partner saw him
or her as untrustworthy, as too judgmental. Per-
haps there was nothing to their relationship at
all? Perhaps it was wholly empty and a sham?

Should a possible, devastating awareness
like this play out, we can point out what the
surviving partner may not have fully considered:
the deceased partner may have not shared this
information because he or she loved the surviv-
ing partner too much. The deceased may have
loved the surviving partner so much that he or
she feared that if he or she shared this, the sur-
viving partner would reject him or her.

This kind of intervention may well be be-
yond what many of us would feel confident and
comfortable doing, based on our limited experi-
ence and/or training. We might prefer to refer
such cases to another. Alternatively, we might
not refer, but, although well-intentioned, re-
spond in a way that is mismanaged or misun-
derstood. We may do this out of an understand-
able and praiseworthy desire to do good, but this
may end up doing harm. I present this, regard-
less, to illustrate two critical points. First, it is
always possible to benefit patients by alerting
them to relevant perspectives that they may be
missing. But it is preferable when doing to first
ask, “Would you be comfortable with my shar-
ing with you an additional perspective? I might
be all wrong, but it’s up to you. What would you
prefer?”

Making this point could restore the surviv-
ing partner. In all cases, we should dare to take
such initiatives. We should share with our pa-
tients alternative meanings that they may have
missed. This is particularly the case when an
event such as this has damaged the core source
of meaning in the patients’ lives.

DOING GOOD

In their article in this issue of JCE, Zilbermint
and Schiavone ask whether clinicians should
give patients free samples of medications. Cli-



255Volume 29, Number 4 The Journal of Clinical Ethics

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

nicians may especially want to do this when
patients can’t afford their medications. We want
to do this because we want to do good.41

Zilbermint and Schiavone point out there can
be downsides to such generosity. For example,
some authors have describe the plight of par-
ents who were given samples of an expensive
baby formula for their young infant, only to learn
later that the infant greatly preferred the formula,
but the parents couldn’t afford to buy it.42

On the other hand, we can consider the ef-
fect that giving out samples may have on bond-
ing with our patients. This bonding could out-
weigh all other considerations, because these re-
lationships may be necessary to bring about
many other positive outcomes. Such relation-
ships may be lifelines for some patients, that
enable them to keep going, rather than choose
to die.

Regarding the moral weight we should place
on bonding between patients and clinicians,
throughout the remainder of this last section I
will explore the pros and cons of clinicians do-
ing other kinds of “good.” First I will look at an
example in which we may do a good we believe
in, only to miss what may be a much better way
to go. Then I will look at the other extreme, in
which we may “do good” in a way that is liter-
ally lifesaving.

Placing the Good Above What Is Better

In a particularly heated set of articles pub-
lished in 2015 in JCE, authors wrangled over
whether a pediatrician or neonatologist should
attend the delivery of a pregnant woman who
wanted home delivery attended by a midwife,
even though the woman and her husband knew
that their infant might experience exceptional
difficulties after birth.43 The authors considered
whether the pediatrician should attend the de-
livery to assist the infant. Or, the authors ask,
would the pediatrician benefit the infant more
by refusing to go to the parents’ home for the
delivery, which might force the parents to in-
stead go to the hospital for the delivery?

We could ask decisive, empirical questions,
such as how likely it would be that the
pediatrician’s not going to the parents’ home
would move the parents to change their minds
about home birth. But, when confronted, these
parents “dig in” and stay with their plan for a
home birth. This is a clinically profound truth:
we all have an oppositional part of our mind

that, when confronted, tends to dig in.44 We can
keep this in mind when we consider how we
may be quite wrong when we believe we are only
doing good.

For example, a newborn who is doing quite
badly in the hospital, medically speaking, be-
cause she needs artificial respiration and tube
feeding, which cannot ever be removed. Parents
in these kinds of situations may be devastated
and engage in unruly behavior. The catastrophe
may only increase. The staff may focus on the
child’s outcome and may see, rightly, that the
infant may do well, if loved throughout her life-
time, even though she is never able to breathe
or eat on her own. Given the staff’s focus, if the
parents seem insufficiently loving, don’t visit
enough, don’t hold the child when they could,
or, worse, deny their child’s needs and want to
take her home without the technologies that
sustain her life, the staff’s intent to do good for
the child may be stirred. The staff may instruct
the parents, with ever increasing force, that the
child has the difficulties that she has, needs what
she needs, and the parents better shape up. The
staff may even surreptitiously contact the hos-
pital legal team to see what they must do if the
parents go further and try to take the child home.
The staff may envision, even at this early time,
the possibility that they will need (with help) to
divert the child to an institution or, preferably,
to a foster home, to do this child good. The writ-
ing on the wall then may become more obvious.
The oppositional brains  of the parents may be
triggered, and it is more possible that the child
will be separated from her parents.

An alternative route that the staff can fol-
low is to be indirect. They can put most of their
nonmedical efforts into recognizing the parents’
pain and responding to it. Then, if the staff can
support the parents adequately, the child may
go home with the parents, who still feel sup-
ported enough to be able to carry out the needed
medical caring at home . As this example illus-
trates, the staff’s desire to do what they find most
meaningful may mislead them—in the same
way, Zilbermint and Schiavone might contend,
that giving out free samples can mislead.

There are other ways to do good that focus
on building parents’ alliance with their children.
A first approach is preventative: we can recog-
nize, early on, that some parents are at higher
risk. When this is the case, we can come by to
see the parents, not to check on them, but to
support them.45 Rather than come by and ask,
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“How are you?” we could say something like, “I
can’t even come close to imagining how much
you may feel devastated.”

Perhaps surprisingly, a second approach
would be to attend to clinicians’ needs. The ra-
tionale for this is simple: if to any degree par-
ents are distressed, clinicians also will be dis-
tressed. This innovative approach involves what
informally might be called “the eyeball test.” If
clinicians roll their eyes when discussing par-
ents or their interactions with parents, we might
infer that they feel stressed. We can then do all
that we can to try to reduce their stress, for ex-
ample by giving them an opportunity to debrief.

Ethicists who do regular consults can assess
when families appear to be exceptionally dis-
tressed. As they seek to address the families’
concerns, ethicists can put equal effort into help-
ing clinicians relieve their stress, as well. The
underlying assumption here is that the stress of
both parties may be triggering each other. Thus,
helping both may better help all.

Ethics consultants who know this can wel-
come the opportunity to help, in advance. Con-
sultants may routinely come to rounds, and,
while rounding, can ask clinicians whether par-
ents are having trouble, and thus prepare the cli-
nicians for possible later consultations. The suc-
cess of such enhanced interventions, intention-
ally focused on how clinicians hurt, is ultimately
dependent on the relational skills of the ethi-
cists and their bonding with clinicians. Ethicists
who have prior bonding with clinicians can
empathize with their frustration and reframe for
them what may be going on that they may be
missing—and point out that these things can be
easy to miss.46 For example, in the case of the
infant above, ethicists can note that the way the
parents are acting is normal: they are devastated.
The parents did not expect to have a future with
a child on a respirator and a feeding tube. Ethi-
cists can note that such parents can, with suffi-
cient time and support, come to love their child
and their life with them, just as much as any
other set of parents would.

A third approach to building alliances is the
use of a sharing model, if clinicians and parents
are stymied as they try to decide together what
to do. One highly innovative approach is to ask
what the baby would want. In one way, this
makes little sense. What could a baby know
about what he or she wants? The clinician who
came up with this approach says that while the
answers that parents and clinicians imagine to-

gether may be instructive, this approach, on the
other hand, can also be self-interested. It allows
parents and clinicians to reduce the guilt they
feel, as it allows them to place some imaginary
responsibility for what they decide on the child,
as well as on themselves.47 In discussing this
question, regardless, the parents and the clini-
cians are allied. This may be the essential spring-
board for the child to later do well.

Patients’ Gains from Clinicians Helping
Them Find Meaning

Clinicians who treat patients with cancers
know how these patients hurt. Most clinicians
who enter this field anticipate and willingly ac-
cept making extra efforts for their patients. The
clinicians know that they themselves will suf-
fer exceptional emotional pain. An example that
needs no explanation is sharing bad news. The
predictable aspects of this practice were recently
documented in a study of 22 medical
oncologists.48 One internist said in regard to the
need to be accessible, “It hurts sometimes but
you have to be available.”49 Many of those stud-
ied said that their interest in working with pro-
found emotions brought them to this specialty.50

One said that the especially demanding emo-
tions they are likely to feel are crucial to their
sense of themselves. These emotions reflect, this
clinician said, “the meaningfulness of our work
and the role we play.”51 This kind of increased
availability is exceptionally beneficial to pa-
tients.

Turning back to pediatrics for an example, I
recall talking with parents who had a child who
could neither talk nor walk, and never would,
and who needed around-the-clock care. The
parents, as a result, hadn’t taken a day’s vaca-
tion away from the child for more than 10 years,
although they had other children with whom
they would have loved to go away, “as other chil-
dren could.” The parents began to see a new pe-
diatrician. On learning of their situation, the
pediatrician said that she would be happy to find
a nurse who would stay with their son, and she
would make herself available throughout their
time away, 24/7. The parents and the other chil-
dren then did go to the beach, loved it, and have
spoken of this pediatrician, gratefully, ever since.

Clinicians who find it meaningful to be es-
pecially available, like this pediatrician, may
meet their patients’ needs more than is evident.
This often is the case in psychiatry. Here patients
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may experience sudden, meltdown turmoil. One
patient called me at home at 4 a.m. She was fall-
ing apart because a past assault had been
retriggered. Within a half hour of our talking,
she was calm. It continues to amaze me how a
person who is wholly disheveled emotionally
can rally in response to a trusted other in so little
time. As Elvin Semrad, a much renowned psy-
chiatrist at Harvard said, even patients who ap-
peared to be very psychotic became, in their con-
tacts with him, understandable human beings.52

I end this section with an extreme example
that is meant to illustrate how far clinicians may
go in their choice to do what is most meaning-
ful to themselves. The kind of patients consid-
ered here are rare, perhaps, although they may
exist more commonly than any of us recognize.
These are patients whom one psychiatrist de-
scribed as feeling shame just for existing. The
psychiatrist describes one patient using the pa-
tient’s words: “My presence, my being is a bur-
den on those around me, on humanity, on the
world.”53 As this psychiatrist describes it, the
shame of existing, as opposed to other forms of
intense shame, is not shame felt for an aspect of
who or how the patients feel they are, but per-
tains to their merely existing. Whereas shame is
usually characterized by the urge to hide and
conceal, the shame of existing impels the sub-
ject to wish to disappear or dissolve.54

These patients feel empty inside. They may
dread the nighttime, when they wake up and
then can’t return to sleep, only to dread more
when they awake in the morning. Every day,
every minute, they may wish they were dead.
How might they come to be this way? One pos-
sibility is as follows. A mother chose not to look
at her newborn for days after he was born. She
told him when he was older that she wished she
had never had him.55

How might a psychiatrist who is wholly de-
voted to such a patient intervene? An example
is the psychiatrist Frieda Fromm Reichmann.
She, it is said, would return time again and again
for sessions with a withdrawn and uncoopera-
tive patient who would not talk to her until the
patient could bear it no more and would then
open up to her.56 However, as is evident from
this example, more than the usual approach may
be required. Some psychiatrists who do this
work have said that, for these patients, clinicians
must radically depart from standard practice.57

This may involve, for example, abandoning their
traditional hierarchical place for one that is

equal. For example, in response to a patient’s
asking, “How old are you?” rather than ask,
“Why do you ask?” they may respond, “I’ll tell
you, if first you tell me why you ask.”

CONCLUSION

I have reviewed three core sources of mean-
ing in life: religion, family, and doing good. I
have suggested in regard to religion and specifi-
cally Jehovah’s Witnesses that clinician may ally
themselves with patients, even when this means
accepting the patients’ death. I have suggested
that clinicians who meet with parents regard-
ing a transgender child first validate the parents’
views, then celebrate who and how they are, and
then tell the parents what they must do if they
love their child.

I have given examples of how clinicians who
prioritize what is the most meaningful to them,
such as doing good, may have both bad and good
results. They may give priority to their own prin-
ciples, and not see that forming relationships
with patients may be the only way they can
achieve what they want. To reach and help pa-
tients who are the worst-off, like patients who
feel shame for existing, they may have to aban-
don the usual tenets of their practice.

Our own reason for living, presuming we
have one, may be paramount in our life, although
it may be out of our awareness, or around the
corner. We must never forget the importance of
meaning in life when we treat our patients.

An excellent example of such meaning is
presented by Arthur Miller in his play The Cru-
cible.58 The lead character, John Proctor, is a lov-
ing husband and father who is caught up in the
hysteria of 17th century witch trials in colonial
Massachusetts. At the end of the play, a court
determines that Proctor must either confess to
being a witch—which will result in punishment,
but not death—or deny he is a witch, for which
he will be hanged as a liar, as the court has de-
termined this would be a lie. Proctor’s wife tells
him he must do what he determines to be right.
He writes a confession to save his life, but then
tells the truth, and is hanged. For this character,
like Jehovah’s Witnesses, the price of death for
doing what is meaningful is not too high.

NOTES

I would like to thank Norman Quist for his most
insightful comments on this article.
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