

















Speaking to Her

Studying the facial expression of our dystonic child was a vital element in establishing a two-
way communication with her; this led to timely recognizing the signs that indicate her basic
choices and preferences. For instance, a silent smile means ‘Yes,” laughing loudly or giggling - T'm
excited,” a quick smile - ‘T like it, but not now, an emotionless look - ‘Not interested,” and
frowning - a firm ‘No.” We started using an augmentative alternative communication device when
our daughter turned five. It has been an extremely helpful instrument for her not only to express
herself through eye control and tracking technology, but also receive necessary education.

‘Reading’ body movement has been another way for us to understand our daughter’s condition
and reaction. Contractions, twisting, stiffness, or floppiness have unique patterns signaling about
her discomfort or excitement. Sometimes tooth pain or a favorite TV show might cause similar
movements such as neck twisting; while fear, pain, or extreme weather conditions send her into
involuntary full-body extension. Defining her state allows us to decide what she needs whether it
is the right medication, a gentle massage to relax her muscles, or simply the right cartoon.

Monitoring our daughter’s breathing has become an important task for us to instinctively
perform 24/7; I have been on alert every night since she became ill. By the time, my ears learned
to catch even a slight change in her breathing that tells me a lot: it might be mucus buildup after
she eats her favorite ice cream, reaction to a medicine, or bad positioning. Unfortunately, due to
weak esophagus muscles, dystonic children have both breathing and swallowing difficulties. That
is why, in many cases, a gastro tube can be the only solution to providing a child’s body with
necessary nutrients without challenging airways.

A regular body examination might reveal so many unexpected answers to parents’ questions
about their dystonic child’s unusual behavior or restlessness. Insect bites, accidental bruises,
allergic reactions, diaper rash, or wrong positioning in a wheelchair and bed are often found as
the main reasons causing discomfort. If this is a case, a non-verbal dystonic child’s body speaks
for itself asking a parent to perform a thorough check-up. Therefore, whenever my daughter
starts extensively spitting or sticking out her tongue, I know that either she is bitten by mosquitos
or something irritates her skin.

It would not be an exaggeration to say that by
supporting our daughter’s emotional well-being,
we have built even stronger family ties. It is a
blessing to see her happy face and “chatty” clever
eyes thanking us for respecting her freedom of
choice, offering morning, bedtime, and shower
time rituals interwoven with role plays, cuddling,
reading sessions with her elder sister, including
family activities starting from cooking in the
kitchen and ending with gardening in the
backyard, regular group hugs, and family vacation
trips. Her rare medical condition has transformed
our world views, lifestyles, and careers, as well as
helped us to increase our awareness about the lives of many other people with special needs.



Speaking on Her Behalf

By learning medical terms and acquiring additional knowledge about the diagnosis and
medications of my daughter in several languages, I have been able to freely communicate with
her doctors in Central Europe, the United Kingdom, and lately, the United States. It helped me to
timely realize that in some post-Socialist countries “dystonia-dyskinesia” is not as well-studied as
in the West. For instance, medical specialists in those countries can vaguely categorize many
movement disorders as “cerebral palsy,” while “dystonia” might refer to a heart disease.

A relevant “elevator speech” (I call it “ER speech”) that I prepare for emergency cases has saved
my daughter’s life several times during hospitalization. I regularly update my ER speech
including exact dates of her recent procedures, major events, and current medications to make it
easy for my daughter’s doctors and nurses to deal with her case. In some situations, I had to ask
an ER doctor to check my child’s CK level and mention that she might be entering a red zone of
“status dystonicus” (life-threatening severe muscle contractions).

Having realistic expectations regarding our dystonic daughter’s improvement has benefited us
in many ways. We managed to set small goals prioritizing occupational therapy based on the
Bobath approach to prevent the deformation of her body and develop muscle memory.
Comparing our daughter to kids with the same condition, not to her healthy peers, has allowed
us to see small but important improvements and appreciate medical professionals’ work.

I would like to stress the importance of understanding the kernel concept of dealing with
dystonia: there is no magic therapy, medicine, or surgery that leads to a complete recovery. It is
all about managing the pain, slowly but steadily improving the life quality of a child without
comparing it to one of able-bodied kids, celebrating even a tiny positive change, as well as
staying optimistic and healthy (the most difficult part); and my story is only one way of doing so.
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THE CURRENT
NEED FOR IN-
PERSON
INTERPRETERS

In-person medical interpreters are needed now more than ever

The idea that on-site, face-to-face medical interpreters are being replaced or will eventually all be

replaced by remote interpreters has not come to fruition even after a year into the COVID-19
pandemic. It has been shown that in-person interpreters are a necessity. And the demand for
interpreters to work in person will not be going away. Furthermore, having to choose between

remote and on-site interpreting is a false dilemma—medical interpreters are needed in all

modalities—phone, video, and in-person, depending on criteria and circumstances.

I have been working with a language services and interpreter training company for almost ten

years and will share my viewpoint and experience from the past 12 months. For some

perspective, our company has made a name for itself largely on its consistently high-quality pool
of on-site interpreters, mostly medical interpreters. We also provide remote interpreting services,
both telephonic and video, and were prepared for an increased volume of remote interpreting as
hospitals and other medical providers had to adapt to seeing patients via telemedicine visits over

phone or video.

Some people have been surprised to hear when I tell them that our on-site work did not

completely disappear and that on-site interpreters were still being requested in the first months
of the pandemic. The volume of on-site assignments decreased at first and the volume of remote

interpreting increased for much of the past year. Many formerly on-site only interpreters

accepted being trained and making the switch to video remote interpreting. They had the



CADUCEUS SPRING 2021

internet connection, appropriate device and physical
space that allowed them to do this. This was of great
benefit to all: to interpreters, who could continue to work
with our company and be provided assignments; to our
company so that we could continue to provide requested
services; and to the hospitals and medical settings we
serve so that they could continue to provide language
services to their limited-English proficient (LEP) patients.

The desire and need for in-person interpreters is not
simply wishful thinking or because a company wants to
continue to enjoy business from that modality. Often, in-
person interpreters offer the best possible solution for
quality language interpretation. This modality generally increases patient satisfaction and clear
communication—especially communication between a patient and provider that is more complex
such as dealing with sensitive or difficult topics, diagnosis, discharge instructions, or complex
care and treatment discussions.
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The benefits and advantages of having an on-site, in-person interpreter are discussed in a study
of interpreter perspectives and indicate that in-person interpretation is better for “establishing
rapport and for facilitating clinician understanding of patients’ social and cultural backgrounds.”

Additionally, the mere presence of an in-person interpreter is powerful. The interpreter becomes
the person in the room who not only ensures communication between parties, but also gives a
voice to the LEB can more readily check for understanding, meaning and also manage cultural
issues and “bumps” if they arise. Remote interpreters also provide this voice. However, there are
important differences due to the limitations of an interpreter appearing on a screen. The
interpreter behind the screen has limited ability to view all body language, all participants, and
the entire room. Other barriers to effective communication when a remote interpreter is provided
include difficulty by all parties being able to use their devices, the app or program, and the
“technology” not working for various reasons including poor connection or no connection, not to
mention that not all individuals possess a smart phone or device.

Even before the COVID-19 pandemic, hospitals had protocols in place regarding when to use in-
person versus remote interpreters. There is specific guidance on what types of medical
encounters require an in-person interpreter versus a virtual or remote interpreter. These
protocols continue to be in place and for in-person interpreters, now include personal protective
equipment (PPE).

Remote interpreting alone will never be able to provide the quality and health equity that an in-
person interpreter provides. Remote interpreting should not be considered a complete solution.
Unfortunately, remote interpreting technology can have the effect of compounding already
existing barriers to healthcare experienced by LEPs.

The COVID-19 pandemic forced a faster move to use the technology available for language
services. This is generally seen as a good advance—the use of technology to bring together a
provider, LEP and interpreter so that critical communication takes place. Except for whoever was
left behind. How many LEPs were not reached or served in the past 12 months due to this forced
change? Who was left behind due to technological requirements and other constraints for a
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telemedicine visit? Remote interpreting only cannot be considered a complete solution as far as
equal access is concerned.

There is a continued demand and need for on-site interpreters. Aspiring and already working
interpreters can plan on returning to or continuing to work alongside frontline healthcare
workers. Working on-site is an experience like no other and many interpreters prefer to work in
medical settings in person. Those who train and mentor interpreters should continue to guide
and advise new interpreters on how to work properly and effectively on-site with medical teams
at hospitals and other medical settings.
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