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Hello! My name is Dr. Carolyn Stern; | am a Deaf Family Physician, in private practice in Rochester, NY. My topic
is Health Care and the Deaf Postsecondary Student. | will “tell you a story” about myself and the Deaf community.
You will learn about Deaf children and their social and educational upbringing. You will then recognize how their
experiences effect their health care needs while in college. | will discuss some ideas and resources. This will help
you manage the Deaf student’s health care needs, and allow them to continue their studies.

Carolyn R. Stern, MD, Family Physician 1
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For this topic, there is little research available. As far as | was informed, audiological needs have been evaluated,
but there is little written about health care needs of college-age students in China. Therefore, my focus will be my
direct observations and findings, (as well as information from colleagues in the Deaf/Hard of Hearing field) in the
USA, at NTID and other universities. Prevalent anecdotal evidence exists showing the naiveté of many Deaf
students with respect to their health care needs as well as their poor understanding of the health care system. |
make no assumptions about the health care environment for the Chinese Deaf, but you might find this presentation
informative. | sincerely hope you can use my information to compare your findings and experiences in China with
ours. | understand fully that generalizations may or may not apply to Chinese Deaf Culture.

As long as you understand this caveat, | will now discuss my objectives, summarize my
observations, and | will answer questions when finished.

Throughout my talk, | will use the word Deaf. For your information, Deaf can mean many things;
for this topic, | refer to the severe to profound hearing losses that require an assistive device in order to
communicate. | include those that utilize American Sign Language to communicate as well as those who are Hard
of Hearing who need hearing aids and other assistive devices to achieve effective communication.

Carolyn R. Stern, MD, Family Physician
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These are the goals for this presentation. To give you a taste for this topic, | will tell you about
myself and my educational experiences. While my personal experience does NOT reflect the experiences of all
Deaf discussed, it will stress the important fact that Deaf people are individuals, just like you and me. Each person
will have a different experience, based on family history and background, culture and educational achievements.
Once you understand this, you can help the Deaf community receive excellent health care.

In the United States, there are different educational philosophies; these philosophies impact the
health care of the Deaf. The pendulum in the US has shifted numerous times; each state varies as to their
preferred communication method. In addition, deafness and the need for an alternative communication method,
either to understand others or be understood profoundly affects health care.

Unfortunately, in many places, physicians and other health care professionals (nurses, midwives,
physician assistants, nurse practitioners, physical therapists, occupational therapists, dentists and others) are not
trained to understand and work with the Deaf/Hard of Hearing client. This, too, affects health care. Therefore, with
the newly matriculated postsecondary Deaf student, if the student has health problems, these problems may hurt
their educational experience.

Lastly, | will discuss prevention and provide some tools and resources; | will also discuss future
options for health care and the Deaf community.

Carolyn R. Stern, MD, Family Physician

October 12-14, 2004
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When my mother was pregnant with me, her first child, she contracted German Measles (Rubella). In the
1960’s, there was no vaccine. At 8 months of age, my Grandparents recognized that | was not hearing things; they informed
my Doctor. He empirically tested me, reportedly found nothing wrong, and reassured my parents and grandparents that
everything was fine. When | was 14 months old, they retested me; sure enough, they discovered my severe to profound
hearing loss and fitted me with hearing aids for the first time. They told my parents that | was “slow”, not to expect much from
me and place me in a residential school for the Deaf; they instructed my family to learn sign language. My parents disagreed.
At that time, the residential schools’ educational standards were not as high; we lived about 1 % hours from the nearest school.
Instead, they decided that when | entered school for the first time, | would be “mainstreamed” at my home school. Until then,
five days a week, my Grandmother drove me to the speech pathologist/audiologists office and back. There, at the age of 2, |
learned to speak and even read. With my hearing aids, although my right ear was deaf, my left ear had enough residual
hearing, that | functioned as a hard of hearing child. Both of my parents helped me with my speech and language development.
I would not be surprised if my parents read me over a million books in my lifetime!

When | became 5, | entered the mainstream setting. My parents became dissatisfied with the services that
the schools provided in NY; before | entered 5" grade, my parents moved to Maryland. There, they had a “cooperative”
program for Deaf and Hard of Hearing students. Some Deaf went to a regular public school (mainstreamed). Some had
classes with all Deaf students and mainstreamed for others, whereas other students were only in classes with other Deaf
students (self contained classrooms). While in school, | was able to be completely mainstreamed; | received speech therapy
and auditory training several times a week. For classes, selected students would carbon copy their notes for me in class. This
process allowed me to sit up front, where | could focus on learning from the teacher. | received the “scripts” for the slide shows,
to follow along with the class; often, | ran the slide show, since the script explained when to advance the carousel.

Carolyn R. Stern, MD, Family Physician 4
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| graduated High School at the top of my class; | entered Case Western Reserve University in Ohio. While
there, | had note takers for some classes. Since | sat up front in class daily, students approached me for copies of my notes!
While in college, | opted to study at University of Sussex in England for a year, since they spoke “English”, even if with an
accent. My application process required an interview with my college Dean. During the interview, he asked, “Carolyn, | wonder
how you will survive in England; the teachers will have accents. Although they speak English, there are expressions and words
that are not “American” English?” My reply was, “Dean Davis, with all due respect, at Case Western, | have had wonderful
teachers, an English teacher who stutters, foreign teachers with their accents and teachers who can'’t teach! Why will it be any
different there?!” He laughed, and | had a wonderful time.

While in England, there were few multiple choice tests. Instead, we received questions to research and wrote
papers on these chosen topics. | wrote more papers in England than in the 3 years at Case Western; it was a great experience
for me. | learned about the National Health System and | made some wonderful friends. | learned to utilize the library
effectively, and wrote profound papers for my science and English literature courses. | loved the unique opportunity to improve
my vocabulary and writing skills. For many Deaf, reading, research and writing skills are critical for higher education.

When | applied to medical school, | carefully wrote my personal statement. | felt it important to mention my
deafness, and present it as an asset to me and to the school. Out of 17 schools, | was accepted to three, and chose
Northwestern University Medical School in Chicago, lllinois. Before arriving at Northwestern, | sent a letter explaining my
deafness; that at some time during school, | might require sign language interpreters. The first 2 years, | participated in a note
distribution system; | recorded each class. We then distributed the typed lecture to classmates who participated. | also had an
FM system that helped in class. During my second through 4™ years, | required sign language interpreters. Discussion groups
and surgery (where they wore face masks) were the communication challenges. | could not follow with my hearing aids and
the FM system. Since there were no “medically certified” interpreters, often the interpreter and | would create medical signs,
while listening to the instructor at the same time!

Carolyn R. Stern, MD, Family Physician 5
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For my career, | chose Family Medicine. With Family Medicine, | could deliver babies, take care
of children and adults and | loved the possibilities. | could be THE primary physician for all patients. | would refer
to a specialist if not comfortable with a specific problem.

Then, while in residency, | suddenly lost the rest of my hearing and developed tinnitus (a ringing in
my ears). Since | was not “in the Deaf community”, it was difficult for me. | endured one year of fluctuating hearing
loss in my good ear. Subsequently, my loss stabilized to complete deafness in both ears. In retrospect, | feel there
was a reason this happened to me. | had surgery for a cochlear implant, and then immersed myself in the Deaf
community. | became fluent in ASL (American Sign Language) and realized that Family Medicine enabled me to
provide health care to the Deaf community (as well as those who could hear...I did not discriminate).

Since graduating, | have been in 2 large group practices; | have seen well over 2000 Deaf clients. |
have presented all over the US and internationally, providing medical information, practice information and role
modeling with my personal story to those who are Deaf, as well as to parents, medical professionals, schools and
universities.

A few years ago, | had a dilemma with continuing medical education. Physicians are required to
take 50 hours per year of continuing medical education. If we don’t, we may lose our license to practice medicine
in the United States. | approached the Accreditation Council for Continuing Medical Education (ACCME), the
organization responsible for accrediting CME (Continuing Medical Education) providers to provide CME for
physicians, stating that providers were not making their courses accessible to those with hearing losses or other
disabilities. They proposed that | present on the Americans with Disabilities Act (ADA) to their CME provider
meetings. After about 4-5 years of doing this, many providers of CME have since made their courses accessible to
those with disabilities. | am proud of this accomplishment; the ACCME's support and trust helped me provide
critical information to improve accessibility.

Carolyn R. Stern, MD, Family Physician 6
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To review, there are numerous causes of deafness. Most cases are unknown, but the most
common causes are TORCH (Toxoplasmosis, Other, Rubella, Cytomegalovirus and Herpes) infections during
pregnancy, of which the most famous one is Rubella. Now, there is a Rubella vaccine, which prevents most of
these cases. Meningitis is another common cause of deafness. Now, for meningitis; there are vaccines to prevent
these infections too. The remainder are: Medications that can be ototoxic (damaging to the auditory nerve or to the
middle ear bones), trauma (such as a head injury from a car accident or trauma to the organs from pregnancy).

Carolyn R. Stern, MD, Family Physician 7
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Thirty percent of deafness is genetic, which include the connexin gene and other chromosomal
abnormalities, such as Down syndrome and Diabetes Insipidus. Other causes include Rh factor incompatibility,
Anatomical abnormalities in the inner or middle ear, Menieres disease and numerous viral ilinesses, often
associated with high fevers. There are still many unknown reasons for deafness.

In the future, we will see less deafness from Rubella and Meningitis, due to the advent of vaccines.
Yet, we still have a large percentage of children (about 1-2/1000) that are born each year with some degree of
hearing loss. For these children, we need to commit to excellence and flexibility in education so that they can
become successful members of our society. We need to improve their access to excellent health care. They are
our future.

Carolyn R. Stern, MD, Family Physician 8
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As this slide shows, we have different educational philosophies concerning the deaf. At one end of
the spectrum, is the auditory-verbal method. The Deaf child may acquire hearing aids, cochlear implants and/or
other tactile devices to maximize use of their residual hearing. The school focuses on maximizing the child’s
speech, language and education using auditory-verbal approaches. This occurs in either day school or the
mainstream.

At the other end is the bilingual-bicultural method. The Deaf child sometimes uses hearing aids or
cochlear implants for maximizing their residual hearing; but, the focus is on acquiring American Sign Language as
the most acceptable language and primary mode of communication along with written English. Speech
development is important, but more emphasis is placed on language development-learning both ASL and English,
education and socialization. Often this requires a residential school environment, but some students live nearby
and commute daily.

Another approach is somewhere in between. Some children and/or parents may not want either
option; these students are often in a cooperative program. Some may have classes only with deaf children. Others
have self contained classes (only deaf children) and mainstreamed classes (with children who hear), still others are
fully mainstreamed. Usually this occurs in the mainstream; some students attend residential school half a day and
mainstreamed the other half.

Carolyn R. Stern, MD, Family Physician 9
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Lastly, some deaf enroll in private school or are home schooled--their parents form
groups with other parents for cooperative learning. These options are also effective for the deaf child; there is more
personal interaction, which some schools cannot provide.

Parental attitude and involvement in the deaf child’s education is critical. If parents do not have a
good attitude, are not involved nor supportive, frequently the child AND the family suffers. | encourage parents to
help their children meet other deaf children and adults and form support groups. This allows the Deaf child to
realize that there are others “just like me”, and the parents are able to network and learn as well. The parents
should not “baby” the child, or tell the child “you can't do that because you are deaf. Focus on solutions. Allow that
child to become independent. Then, when they leave home, they know how to take care of themselves, their health
and have good study techniques. Parents and other family members should make every effort to communicate

with their child. | do not advocate one particular method; the family needs to evaluate and use what works for them.

Carolyn R. Stern, MD, Family Physician
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With the Deaf, we have several educational issues. In the educational system and in many
cultures, there exist male and female role models. Society and religions place different emphasis on these roles.
In America and more so in Japan, for example, men tend to be more dominant in the working world compared with
women although this gap is closing fast. Women are usually at home with the family. Why is this important? In the
educational system and at home, if the deaf child is a boy, there may be increased pressure on that boy to succeed.
Or, that boy may be shunned from the family and sent away. The family may be more ashamed having a male
deaf child than a female deaf child. In other societies, the women need to work and earn money. In this case,
there would be different challenges. We need to recognize and understand these subtleties within the educational
system and be ready with possible solutions.

Regardless of the educational method, with Deaf, there exists a communication barrier. It is nearly
impossible, unless everyone knows sign language or everything is visually displayed, for the deaf child to
understand all that happens around him. Most ambient information is auditory (you hear the information as
opposed to seeing the information); this therefore limits the deaf individual. The Deaf rely on visual cues, whether
written, gestured or one’s body language.

Carolyn R. Stern, MD, Family Physician 11
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Sign language is not written; it is a visual language with its own idioms and grammar structure like
the English language. However, languages are not alike and it can make communication a challenge. For
example, the sign language idiom, “Train gone sorry” (meaning you missed the conversation, I'm not going to
repeat it), does not translate well to an idiom in the English language, but “by a hair” (meaning a “close call” or a
situation that was “almost a disaster”) does translate well into English. Additionally, there may be many signs for
one particular English word, such as ‘run’ (again, similar to some English words). Sometimes, there is no sign for
a word; it either needs to be spelled, or a story is told to explain the word. These communication challenges
lengthen the time required to express a concept.

This impacts health care, as | will explain later.

Carolyn R. Stern, MD, Family Physician
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The concept of the “communication barrier”, is critical in education as well as in health care. Many
words look or sound the same. If the discussion topic is unknown, group conversations can be confusing to the
Deaf. | am sure there is a parallel in Chinese. | would not be surprised if there are Chinese words with similar
spelling, and pronunciation—that if you change the inflection or accent within the word, you might say the wrong
thing! In English, words such as mat, pat and bat all appear to look the same on the lips; however if you are
discussing a baseball game, unless Pat is up to bat next, | would venture to say that pat and maybe mat would not
apply in a baseball discussion. Conversational cues are critical. If there are no contextual clues or residual hearing
ability, only 30-40% is truly understood by lip-reading alone.

When the Deaf don't understand something in conversation, often they ask the person to write it
down. While this seems ideal, if you were talking about linear algebra or experimental physics, writing your
dialogue would be a challenge! Since Deaf rely heavily on visual as opposed to auditory information, it may help to
draw a picture during the conversation to explain a concept. But, most written information is shortened. Instead of
writing, “I need you come to my office to get your medications and explain side effects that you need to understand”,
often one would write, “Come to office to discuss medicine”, or the writing may be unreadable.

As mentioned before, idioms and other language nuances may not translate well; it takes time to
explain concepts. Time counts; classes may be 40 minutes in length and an office visit may be 15 minutes. If the
concepts cannot be explained within the allotted time, it affects health care as well as education. Schedules may
have to be altered to accommodate this need.

Background noise, music, and improper lighting affect learning and conversation. Other
distractions include chewing gum, eating while talking, beards, mustaches, and covering your mouth. All can
distract from good communication.

Carolyn R. Stern, MD, Family Physician 13
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The Deaf child’s social environment can affect communication. Many Deaf do not know how to
advocate for themselves to ensure they receive adequate communication. Many Deaf rely on peers for information,
even if the information is misleading. Why? Because parents, family members, physicians, schools and many
others don’t know how to communicate with the Deaf. Many, even today, feel that Deaf “can’t do anything because
they are deaf”. This “babying” of the deaf child has undesirable consequences. Many Deaf leave home, not
knowing how to take care of themselves when they graduate high school. They don’t know how to cook, do laundry,
or study. Many don't know how to make an appointment with a primary care physician, or know why they should
see their doctor. We need to empower the Deaf so that when they leave home, they are independent and can fend
for themselves.

Physicians are also guilty of “babying” the Deaf child. When a child is old enough to communicate
directly with the doctor, if the doctor communicates with the parents and ignores the deaf child, the child feels
powerless. The child feels it is not important to learn about his health. He knows Mom and Dad will take care of it.
When the child is not held accountable for his health care, usually, he won’t understand his health care needs when
he leaves home for the first time.

Carolyn R. Stern, MD, Family Physician

October 12-14, 2004
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While auditory information can be misinterpreted, the information can be critical. Ambient
information is that which is all around you. One hears the customer next to you at the beauty salon, talking about
her favorite physician and how she went to the best specialist for her knee problem. One listens to the radio about
the newest medicine to help people quit smoking and it doesn’t have any nicotine. One listens to Mom and Dad
explain about cousin Connie—that she is in the hospital due to a stomachache and had her appendix removed.
This happens everywhere—parties, movies, documentaries as well as conversations at your workplace.

Because this is information you hear and don'’t see, many deaf are denied access to information
we take for granted. This is one reason why deaf have gaps in their knowledge base with regard to health care and
other subjects.

Carolyn R. Stern, MD, Family Physician

October 12-14, 2004
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“Well,” you say, Deaf can “see things we can’t.” While this may be true, communication is central to
improving the education as well as the health care of the Deaf community. Even visual information, such as body language,
can be misleading. For example, Mom has a migraine headache and feels nauseous. The Deaf child sees Mom holding her
stomach and Mom taking lbuprofen. That child may not realize that Mom also has a headache. Using only visual cues, the
child may wrongly believe, that when their stomach hurts, they should take ibuprofen to relieve the pain! Several years ago, |
saw a Deaf patient who complained of stomach pain. When | inquired about her medications, she said, “I take ibuprofen, since
my Mother took it for stomach pain.” Once we realized her mother had migraines, | then explained why her Mom took ibuprofen.
I then demonstrated why ibuprofen was NOT a good pill to take for an upset stomach, and in fact, would make her stomach
pain worse. Despite their problems, nonverbal cues are still critical. Deaf people know when you are asking a question or
making a statement, by watching your eye and eyebrow movements (not by the tone of your voice).

If they can’t hear information, where and how do Deaf get information? Before TTY's (Teletypewriters for the

Deaf), computers, volume amplified phones, captioned TV’s and movies, the Deaf congregated at the Deaf Club. There, they
played cards, bingo, had fundraisers, meetings, wrote newsletters and shared news as well as gossip about Deaf people all
over the US. Many cities still have their Deaf Clubs. Deaf people rely on news from their classmates at school and sporting
events as well as their colleagues at work. Now, Deaf will use instant messaging and text pagers instead of the TTY. When |
was younger, we used to watch “subtitled” James Bond movies on huge 16 mm reels; we would have “movie night” at our
house with Deaf friends. Now, movie theaters in nearly every state have captioned movies or rear window captioned movies.
Also, Deaf people receive information from deaf publications. Rarely do they rely on information from parents and physicians.

Carolyn R. Stern, MD, Family Physician 16
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e Most Deaf have parents who can hear (90%)

e Many parents and other family members do not
communicate well with the Deaf individual

e Lack ambient information and, therefore...
e Fund of knowledge deficits
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Although approximately 30% of deafness is genetic, 90% of deaf have parents who can hear.
Immediately, this creates a situation where communication is a challenge. If communication matters to the family,
and they create a supportive environment with information access, the child will thrive. This does not mean that the
family needs to learn a particular method for communication. This means simply an environment in which the
family and the deaf child can communicate and all feel part of the family.

The situation in most families has improved slowly over time; still, many parents and other family
members have not learned to communicate with the Deaf individual. The ambient information is frequently not
relayed to the deaf child, and once again, the Deaf individual suffers from deficits in his fund of knowledge.

Interestingly, research studies show that Deaf children with Deaf parents, have strong literacy skills
as well as cultural and critical literacy levels. They have fewer knowledge deficits.

Carolyn R. Stern, MD, Family Physician 17
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Let us look at the medical profession. They are supposed to be “caring people who desire to help
others.” In the past 10 years, physicians and other health care professionals’ lives have changed. Where once
General Practitioners came to your home to take care of you or deliver your baby, now, those same physicians
have offices you need to visit. Before health insurance or malpractice insurance, physicians could see as many
patients as they wished, and could live comfortably. The medical field is no longer the same. Physicians now see
20-30 patients a day, allow only 5-7 minutes with a patient, and every minute counts. Physicians and other
professionals now need to satisfy their boss, their hospital, their insurance company, their accountant, their lawyer
(malpractice company) as well as their family!

When | went to medical school, there never was a course on “Deaf Culture”. We received a one
hour presentation on the audiogram, as well as what speech pathologists and audiologists do for doctors. This
does NOT prepare the physician or other health professional to have Deaf as patients. It did not prepare
physicians to read, understand and interpret the audiogram with implications for communication. Not until recently
have we embraced the concept of pain management and hospice, as opposed to treating everyone with terminal
illness or a heart attack to CPR (cardiopulmonary resuscitation). In general, medical professionals are taught to
cure, fix or treat the problem, and to them, deafness needs treatment. This treatment includes cochlear implants
and other devices.

Additionally, deafness is a low incidence disability. In the US, about 28 million people have some
form of hearing loss. That number is only 1-2% of the population! Most physicians, unless they live in a city with a
high concentration of deaf individuals like Rochester, NY, will never meet a deaf person in their lifetime.

Carolyn R. Stern, MD, Family Physician 18
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e Some focus on deafness and not
purpose of client visit

e Many not aware of available resources
- Communication (Interpreters/Relay/etc.)
- Community (CILs, CODA, etc.)
- Research
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Physicians feel awkward when they meet a Deaf person. They don’t know what to do! Some
physicians believe Deaf want a “cure” or are unhappy with their deafness. Health professionals may feel “sad” or
guilty about the client’s deafness. Some physicians have had bad experiences with deaf clients. Some can't
understand the deaf person’s speech. If the Deaf client did not get better as expected, physicians may feel their
client did not follow instructions, when in fact, adequate communication was not provided.

One deaf patient’'s mother explained why she brought her child to me and not their former
physician. “Every time | brought my son to the doctor, whether a well child exam or a sore throat, the doctor would
ask if we had considered a cochlear implant for him. | informed the doctor on our first visit that we considered it,
and our family decided it was not the right choice for our son. The doctor would not give up! Finally, we told him,
“we brought our child here because he has a sore throat, NOT to see if he needs a cochlear implant!” This child’s
doctor focused on the child’s deafness and a cure; not the reason for the child’s visit.

Physicians are not trained nor are they aware of community resources available to them or their
deaf clients. Many are not familiar with language used to describe the Deaf. They may use Deaf-Mute, Deaf-and-
Dumb or Hearing Impaired, instead of Deaf or Hard of Hearing which are preferred terms in the US. In fact, when
physicians assign a diagnosis code for a patient visit, the term deaf-mutism is still considered a valid code! They
are not familiar with Sign Language interpreters, “relay services”, where you can talk to a deaf person through an
operator who either types or signs your message to the client. Nor are they aware of community resources, such
as Centers for Independent Living (CILs) or support groups such as Children of Deaf Adults (CODA) and Deaf
Clubs. They may not be aware of available research.

Carolyn R. Stern, MD, Family Physician 19
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due to bad experiences
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poor understanding of their
health care needs

%}\*D%j—k@ EE October 12-14, 2004 Carolyn R. Stern, MD
o[RIM,  MESRE A JRE IR T (R P T

o N IR Ky AN PR 28 okt M = AR B AN ET i

oAb BB BN BIANET
oG5 VR A HECRAE AR AR

*kkkkkkkkkkkkkkkkkkkkkkkkkkkkkkkhkkkkkkkkkkkkkhkhkkkkkkkkkx

FRATT AR = A AN 2 NI NAE B A3 ANET IR, 252 A AAT [ 16, DR O AT A o AN bR (R 28 D 38 N A 322 A8 3 ) Al 47 g
fEo bR, AEMER AR TR LT AN ML IR, R 0 7 IR MR i kR e SRS IR0 . 2 i A1
AW BB g, AT 2 kR IR AR DU AW T, mskbs RS EOFBCA LIS R . AL
ARG AR, AN ZRTAERIRE, Sehbr ERIPEADUUEHBEN, RIRH Bhe k.

FNIE ARSI ARG R TERE, AR AN AR, AR DS EAANE, BEANRAAE
RIS FNINATI AT IFEANE FL -7 ] BERE AR A I AATREE )

PN I LELe 1y, IRZ B AANERE H OB RO T K o AR i R B B, (R, 2 KRNV E K
B XU T AT R .

WA TBA G B MAVBFEATEAT T BRI . AT TIERESE, MBI NEATZR. MBS A Ay
SUETRIEA LA -

We understand that physicians are uncomfortable with Deaf clients due to bad experiences. Deaf,
too, are uncomfortable with medical professionals due to bad experiences! Deaf individuals, too, are responsible
for their communication failures. For example, how many of you, while talking with someone in a noisy restaurant,
will not hear everything, but to keep things moving, will “nod” your head as if you understand the other person
completely? Well if you do, Deaf people are “masters” at this technique. Even if they don’t understand what a
health professional or teacher says, they will “nod” their head in a “yes” fashion to show understanding! This
makes the physician think that the Deaf person understood him, when in fact, the message was not clear. Some
Deaf do not want to “burden” their physician with the “hassle” of a sign language interpreter, when in fact, the
interpreter is there for the physician as well as for the deaf person.

For the Deaf, here are some reasons why they change physicians: Doctor won't provide a sign
language interpreter, Doctor is abrupt and won’t take the time to “explain” things, Doctor has an accent they don’t
understand, and the doctor’s body language shows he is “frustrated” with the deaf client (even if not true-the doctor
could be upset about a new cancer diagnosis, for example).

Because of these experiences, many Deaf do not understand their health care needs. They don't
understand what happens when you call a doctor’s office, insurance policies, how long a visit with the physician
lasts or why you should see the doctor. These are areas where there is room for improvement.

With regard to interpreters, we don't “use” an interpreter like we “use” a pen to write on paper. We
work with the sign language interpreter, who is a professional, to help facilitate communication with the deaf client.
We, as health care professionals and educators, are ultimately responsible to make sure that communication
happens effectively.

Carolyn R. Stern, MD, Family Physician 20
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In the US, there are some common observations that | and others have recognized when working with the
deaf university student. Not all students will fit these observations; again, research is lacking in this area. The Deaf community
is very similar to a small town. Deaf sports, Deaf clubs, email, Deaf schools and colleges with large numbers of Deaf allow
word of mouth (and hand) to spread rapidly.

Additionally, due to communication barriers, many Deaf students do not understand their own changing
bodies. They may not realize if you don’t eat enough fruits, vegetables or drink enough liquids, they will become constipated
and have stomach pains. They may not understand that it takes 10 days to recover from a “cold”. They don't realize that it only
takes one time to get pregnant. They don’t know their health care options. In the US, many Deaf use the Emergency Room as
a doctor’s office, because they provide sign language interﬁreters They don't understand the concept of the primary care
physician and rely on peers for information— not their health providers or their parents due to poor communication.

Mental health is another concern. The University may have therapists on site, but many Deaf will see
therapists “outside” the university or not at all. The negative stigma is harsh; they won’t go to “Dr. Smith’s office” at the
University, because they don't trust their peers. They don’t want others to know they have a problem, therefore, they won't get
help. Also, the Deaf may not realize they have depression or bipolar disorder, for example; they don’t know how to get help
when needed, until too late.

When | see a new patient, | like to get a complete medical history. This includes their family’s medical
problems as well as any personal surgeries or hospitalizations. Often, the Deaf don’'t know Dad is on a special diet, or that
Mom has asthma and diabetes. They rarely know why a relative died or their Grandparents’ medical problems. More
concerning are stories from deaf clients where they have a scar on their stomach, but are not sure why. | can usually explain
the surgery, based on the scar location; usually, | gather old records, listen to their story, and explain what happened to them
10 or 20 years ago. They need to know their medical history for their future.

The Deaf may need assistance in using health services effectively. Questions need to be answered. What
services can the student health center provide? Why would | need a specialist? What does that specialist do? When should |
got to the emergency room? Deaf clients often start their office visit from “the beginning of all their problems”. Five minutes
intcl)I theirh story, they finally state the real reason for the visit. We need to teach them how to best use the physician’s time as
well as their own.

Carolyn R. Stern, MD, Family Physician 21



Health Care and the Deaf Postsecondary October 12-14, 2004
Student

Confidentiality

= Deaf from residential schools often
are a “small town” unto themselves

= Rumors and facts spread quickly
(positive/negative effects)

= Poor sense of trust

« Backstabbing is prevalent

* Mainstream/home schooled
environments may or may not be
similar
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The “small town” atmosphere is prevalent in the Deaf community, even though Deaf live
everywhere. People in California know what is happening in DC or in Chicago within minutes or days. They know
who got divorced, who was fired or who abuses others, as well as the positive events of marriage, children and
careers. This impacts the health care field where confidentiality is critical. We can'’t stop health care discussions in
our office waiting rooms, but we can improve their trust in the health system by not discussing their care with other
deaf or their families. Often, the parent, daughter or sibling act as translators or communicators for the Deaf
individual. The physician, unaware of the ramifications, will give the family member information to “help” the deaf
patient. While that may be acceptable for a 2 year old or a 6 year old, it is hot acceptable with teenagers and
college age students. Teenagers and adults usually don’t want family in the office during an exam. They need and
deserve direct communication with the physician. We need the Deaf to “trust” the health care system.

I encountered “backstabbing” when | first started my practice; several Deaf asked me if my medical
license was suspended. Some asked if | was really a “real doctor—an MD”. When a community has been
excluded or oppressed by a larger community, often disbelief and jealousy occur when members succeed. This
jeopardizes higher education for the Deaf. They feel “they can’t succeed because they are deaf”. As a result,
some Deaf create false rumors and destroy reputations with backstabbing.

Be aware that Deaf in the mainstream, in private schools or who are home schooled will have
different experiences than those in residential or day schools.
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Before College

* Mainstream students vs. residential or
home schooled children

« Impacts future health care needs

= Teachers and Interpreters communicate
health information effectively?

« Educational resources accessible?
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Before we evaluate health care needs of the deaf college student, prior experience is critical. What
do they already know? Then, we can provide further education. Students will enter college from different school
environments and will differ in knowledge regarding their personal health and future concerns.

Were the student’s former teachers and parents able to communicate health information effectively?
Were the materials distributed in class accessible to the deaf student? Did the deaf student understand the
vocabulary used in the materials provided?

Carolyn R. Stern, MD, Family Physician
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Before College

» Grade level appropriate? (many
read at 4-5t grade level)

= Focus on improving literacy?
« Health staff provide education to

students?
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We know that for many Deaf, English is not their first language. If they use Sign Language to
communicate, we understand it takes time for reading and writing skills to develop within the different educational
philosophies. On average, many deaf do not read better than 4-5 grade level English. Here, again, if a deaf
student has deaf parents, usually literacy is on par with those students who can hear.

We need to know if there was an emphasis on improving English literacy as well as ASL literacy?
If so, the students will do better overall. Is the student health center nurse or physician at school involved and
vested in evaluating the school’s health curriculum? Do they assist with educating the students about health? This
information is helpful to the Student Health Center when the student enters college.

Carolyn R. Stern, MD, Family Physician 24
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Prevention and the Future

« What are the Health Issues?
* How to address these issues?

* Set up a system w
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In general, health care issues in the Deaf do not differ much from their hearing counterparts. For
example, in the US, the prevalence of depression is the same in the Deaf population as in those who can hear.
The flu is as prevalent in the Deaf population as in those who can hear. The differences are with treatment and
importance associated with the health issues. At an annual exam, if a doctor checks height and weight, asks about
immunizations, smoking and sexuality, and the exam is not accessible, the Deaf student might only feel that height
and weight are important. But, if the examiner communicates well with the Deaf, inquires about smoking,
sexuality, the student’s mood and blood tests, then the student understands the importance of all these issues.

If there is no research on the health status of the Deaf student compared to other students in China,
then we need to start asking questions. How do we prevent health problems in college age students? What are
the health issues when they arrive in college?

Regardless of research availability, the university health staff know which crises happen regularly
and which situations are rare. Health education for the staff is as important as health care for the student. Is there
a system to address these events? If so, is this system accessible to all students? Who is the contact person?

Carolyn R. Stern, MD, Family Physician 25
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Health Care Issues

« Communication
« Health education/prevention
= Male role issues
= Female role issues
= Deaf issues
= Hard of Hearing issues
= Relationship issues
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With the Deaf in the health care setting, we need to address communication. What can be done
within the system to improve communication? Not just for the Deaf, but for all students. We know that having
ramps instead of stairs helps those that need to use wheelchairs for mobility. We also know that ramps help
mothers with young children in strollers, people with arthritis, and movers! Even students who can hear prefer to
use email as opposed to the telephone. Therefore, when we think of access for one group, we are really providing
access for all students, whether or not they can hear.

In order to provide excellent health education and prevent disease, are accessible educational
materials and educational conferences available? Have materials been reevaluated and updated as necessary?
Do health care staff have access to computer technology or university students who can assist in developing
visually appropriate health education? There will be differences between the Deaf and the hard of hearing student.
Male and female students will have different issues and needs. And of course, family and peer relationships will
change while the student is in college.

Carolyn R. Stern, MD, Family Physician 26
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« Multiple opportunities pusloy
‘ name is Bob
= Interpreters and this is ABC

= Real time captioning news.” Lf
= Written brochures = ?
= Videos with ’\‘

captioning/signs
= Computers and email
= Telephone, fax, pagers
= Others?
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There are many ways to communicate health information to the Deaf. Remember, people learn in
different ways. Some learn by listening, some by seeing, others by doing. Certainly sign language interpreters are
an option. However, if you have a video that you frequently show students, perhaps another way is to have it
“subtitled” or captioned in Chinese, or have it “subtitled” and interpreted simultaneously. Graphic brochures are
helpful as well. Brochures that are wordy with few pictures are often thrown out...not only by those who can'’t read,
but also by those who can read! Graphics are easy on the eyes and help illustrate your concept clearly. Computer
technology has liberated many with disabilities. Email and instant messaging can convey a message similar to the
way a telephone answering machine takes a message. Fax machines and text pagers are another viable way to
communicate with the Deaf. Are there other methods?

Carolyn R. Stern, MD, Family Physician
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+ Student Health Center
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Perhaps there is already a University Health system in place for all students. Will the entire system be
accessible to all? Let’s walk through a typical emergency--a student develops a headache with a sore throat and fever at 11:00
Saturday night. Does the Deaf student know when the health center is open? What are the options at that hour? Will he have
to use the phone or can he get campus security or another person to help? What if the health center is open? closed? Does
he have to call another emergency number? How will he get to an emergency room or an urgent care center? Is there a
pharmacy nearby? Is there a way he can call home? What technology is available to make the student as independent as
possible and ensure confidentiality?

What if a student is Depressed or just broke up with a partner? What are the options available? Will the
student have insurance? Will insurance cover off campus therapists? Are there therapists who know sign language, or will an
interpreter be needed? Will there be an obvious “Mental Health” Office, or will it be part of the “Student Health Center"? This
option may be a nice one, since the student might not go to a place “known” to be the Mental Health Center. Confidentiality is a
concern.

Is there orientation before school starts to explain the University health care system to students? Will there
be peer educators? How will the deaf student be notified of an emergency such as a Fire or earthquake? In the US, we have
flashing alarm systems that alert Deaf students to an emergency. Some have text pagers that go off when an emergency
occurs on campus. Some buildings may have TV screens that continually scroll written announcements and emergencies.
What about utilizing off campus health care services? Urgent care or Emergency rooms? Will there be interpreters available or
access provided?

You will need to continually reassess and revise these procedures based on your experiences. If you have
questions or concerns, often the disabled student knows the available resources. They know what has been successful for
them and others. Don't be afraid to ask for help. The Deaf student will be happy to help you with ideas and resources to make
your system the best it can be.

Carolyn R. Stern, MD, Family Physician 28
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In summary, | have given you my personal story as well as experiences of the Deaf and Hard of
Hearing in the US. | have also given you some techniques and services that we have provided in the US.
Obviously, there are cultural and language differences between the US and China. Certainly we need to consider
educational differences as well as male and female role differences. Are there others? We need to know what the
barriers are to education and health care of the Deaf in China. Once we know the barriers, we can apply this
knowledge to create solutions. We can improve the educational system as well as improve access to health care
for the Deaf in China.

| discussed the importance of adequate communication as well as barriers to communication in the
US. | also provided several ideas and communication methods that you can use in the University environment.

You now know that health care knowledge may differ among the many students at the University.
Once you have this information as well as their literacy level, you can prepare educational materials to address the
appropriate issues.

Carolyn R. Stern, MD, Family Physician
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The University system can be overwhelming and confusing to a new student, let alone a Deaf
student. Knowledge is a powerful thing; the more information we can provide, the more successful the student will
become. | showed you that Deaf culture and school education prior to college impacts their health while in the
University setting. | also showed you that if your health care system is accessible to all, then it will be easy to
modify if needed. Ask students what is needed and brainstorm for solutions.

The future is bright for people with disabilities. We continue to develop new educational and health
care technologies that benefit all. If we educate the Deaf and others with disabilities, everyone wins. Often, the
disabled take care of their own. They enlighten us with questions, ideas and possibilities that never occur to the
able bodied. A mind is truly a terrible thing to waste.
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Questions?

Thank you!

Carolyn R. Stern, MD, Family Physician

Thank You!

October 12-14, 2004
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