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Future selves

At this child neurology clinic in Yerevan, Armenia,
there is no privacy. My colleague and I stand with
our patients’ families in successive corners of a play-
room. As we interview, the families stay together,
closely knit, watching. The spring light of this beauti-
ful city streams in through large windows.

Our first patient is a 7-month-old boy who was fine
until 3 months ago. Now his eyes track poorly, his
hands stay fisted. The parents smile at how the infant’s
gaze reaches for me as I say his name. Repeatedly,
during the interview, he seems to grow sleepy, then
he revives, as though it is important to stay present, as
though he wants to be there for his family. His MRI
shows leukodystrophy, and my colleague’s first
thought is metachromatic. Or Krabbe—how is the
head growth?

Another family watches from across the room. Per-
haps they are related? But they maintain their distance.
As I come to realize that they are in fact the family of
the next patient, my mind scrambles to reconcile the
dissonance of the confidentiality breach. I start to think,
they are like family, as I am not. I am the intruder here.
And there is something in the gravity of their gaze: if
there is curiosity there, it is not morbid; if there is
empathy there, it minds its fences. Though the 2 fam-
ilies have never met, I wonder if they know what I
know: after this meeting, having shared this delicate
medical moment, they are like family to each other.

The lack of confidentiality in Armenia makes me
a little anxious, but I have been keeping that to
myself. As an ethical principle, confidentiality not on-
ly protects us from social hurts like stigma and gossip
in the here and now. So often, in American cultural
discourse, the value we place on our confidentiality
has to do with dread of some awful, future outcome.
We believe that confidentiality can protect our future
selves from being misunderstood by a colleague; from
being underestimated, judged incompetent by a peer,
missing a job opportunity; from being pigeonholed,
made into an “other”; and from financial disadvan-
tages, from having our ambitions frustrated some-
where down the road. Of course, sometimes we are
our future selves’ own worst enemy, underestimating
and abusing ourselves with static expectations . “I
always . I never . When will I ever learn?”

We move over to the family across the room, and
I feel the first family’s gaze, tracking us. Their artic-
ulate, economical responses to my colleague’s ques-
tions are not in the least ruffled by the attention of
the first patient’s family. As the interview proceeds, I
watch a 4-year-old girl reach her right hand across
the front of the doll’s house to open its side door.
She plays seriously while her parents talk, her left
arm always flexed towards her chest. Her seizures
have significantly decreased on valproate. Globally
delayed, she is just now starting to relate to peers.
Her parents’ faces show their anxious apprehensions,
as though they can already see the long road ahead
for their disabled daughter. Infantile hemiparesis
was first described by Sigmund Freud before he
turned to other sorts of brain problems, the kind
whose pathology remains relatively anonymous,
poorly defined; the kind that, in part because of
the elusiveness of its underlying causes, remains
heavily stigmatized.

Later, the first parents come unannounced to my
colleague’s office. He holds the MRI print up to
a window to show them the lesions, and their faces
look beautiful together as they gaze at the translucent
film: the grandfather, rough and stubbled; the tidy,
composed grandmother; the laconic, equanimitous
mother; and her infant child, eyes also searching.
Their joint attention transcends the image of disaster
they behold.

I have a strong impulse to photograph them. But if
I ask permission, will they feel obliged to assent? And
will others see their beauty in a photo, ricocheting,
out of context, around the planet? They have enough
to worry about. After all, it is not like I am family.

I leave that office turning over my inhibitions,
with a new ambivalence about confidentiality rules.
A central premise of confidentiality rules is that, for-
saking compassion, people will adopt negative stereo-
types. But how well do these rules protect us from the
harm, downstream, of stigma, of lowered expecta-
tions? Do confidentiality rules reify the negative ex-
pectations that they were intended to mitigate?
“Treat people as if they were what they ought to
be, and you help them to become what they are
capable of being,” as Goethe is said to have advised.
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And what if we ought not to defend our future selves
so carefully? I still think of that family, looking
through an MRI towards a window they cannot
see. I return to them, remembering how they
accepted each other, and how quietly and gracefully

they welcomed me into their presence. To me, they
are like family.
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