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Take it With a Grain of Salt! K_‘
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| hope you have perused the “Encouraging Stories” section of my website to gain
strength from others’ experiences. One story I wrote called “Taking it With a
Grain of Salt” is about what I gained through a scary time when our son, David,
was born six weeks premature.

This past Thanksgiving, as our family gathered together, we reminisced about this
experience, and what it taught us. David, now a college senior, started out life in
the NICU (neo-natal intensive care unit) a little cocooned infant, surrounded by
machines and specialists. When he was four days old, the head of the NICU
came to our hospital room to present the medical team’s preliminary diagnosis.
My husband’s mother, Roberta, was visiting us at the time, and when the doctor
asked us if we wanted to speak confidentially, we said we wanted her to be with > 7
us...a decision which soon proved most valuable! David and his grandma showing their
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The NICU physician began by describing a multitude of problems our newborn
appeared to have, using medical terms that meant nothing to us (such as
“hydrocephalus” and ** hypospadias”), finally ending with what he apparently thought “sealed the deal” that David was
entering life with dire mental and physical impairments. He told us that David exhibited a rare and serious anomaly on
his right palm, in that he had just one horizontal palm crease, called a “simian line” rather than the typical two creases.

As he went on to explain why this was important to David’s diagnosis, Warren and | instinctively held up our own palms
to stare at them, while we tried to absorb this information. Suddenly, my mother-in-law, who had been sitting quietly in
the background, jumped up and walked over to us with her own palm raised. Looking straight at the doctor she said,
“Well, maybe what you say is true, about it being bad and all—but I've got one of those lines myself!”

The doctor was immediately dumbstruck as all three of us grabbed Roberta’s palm to take a closer look. Sure enough,
Roberta had a “simian line” as well. As we looked to the doctor for explanation, he mumbled something about medicine
being an inexact science, and quickly excused himself from the celebration that spontaneously broke out among us. The
three of us hugged and wiped away tears of relief feeling like we had just received a “stay of execution.” Although our
little boy did, indeed, have a few less serious medical issues, this experience bolstered us through the weeks and months to
come. (By the way, the doctor was also wrong about David having hydrocephalus and hypospadias.)

I re-tell this story to encourage you that you must not “hang your hats” on a dire diagnosis or prediction; rather, you
should take them all with a grain of salt, leaving room for the improbable, and even the miraculous!

This issue is devoted to challenging your role as a participant in your treatment;
while also learning new ways to manage your pain illness.



Time to Make a Paradigm Shift
INn How You View
Your Role as a Patient?

There is a growing paradigm shift in the way we view our roles as patients.
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There are reliable and consistent protocols for treatment that

are clear -cutand consistent between physicians and medical
centers. Your physician will be knowledgeable and well skilled
to care for you . You should be able to receive effective
treatment in your own city of residence.

Medication and treatment options change often and vary widely;
as do physician training, expe riences, values and beliefs. It will
serve you well if you seek second, and even third or fourth

opinions for diagnos is and treatment  considerations.  If you are
able to travel, you may even want to visit doctors in other cities ,
who may have more experie nce and training than found in your
hometown.

You do not need to become well informed about your illness or
treatmen t options. Your physician(s) is (are) fully capable of
doing this fo ryou, and it is likely you could no t understand the
information anywa y.

Patients and physicians benefit ~when patients seek to learn as
much as they can about their illnesses. It allows patients and
doctors to have more open dialogues about the pros and cons of
various treatments, and ensures better patient buy -in and
adh erence to treatment plans.

Never let your physician know you might want to get a second
opinion, or that you may ohe fHphasshi
become offended and consequently, not provide you with good

care, or he/she may even drop your case o utright.

Physicians invite patients to seek other physician resources,
particularly regarding rare illnesses, such as facial pain

syndromes. If you do not find this to be the case with a
particular physician , you might want to consider t histobea fed
f | avghén making your physician choices.

During appointments , it is best if you take a passive approach,
listening without asking many questions . You believ e that the
doctor will tell  you everything you need to know and you do not
want to take up to 0 much of his/her valuable time. You may

also fear that if you ask many questions, the doctor will see you

as apbBbhkbhwhondr iaddieowvhi mrer . O

Before your appointment, keep a running list of questions you

need answered. Recognizing that time is limited, tryto find out

the answers to some of your questions prior to the appointment

through your own research or by calling a member of the
physiciands staff; al so organize Yy
brief and to the point. If you run out of time during th e

appointment, ask your physician for suggestions about how to

get the rest of your questions answered.

Let all the record -keeping be maintaine d by the physi
office.  If you find you need something from your file, call or

Recognize that your physi  cians have increasing time constraints,
and are not likely to be communicating with one another.

write the office to make this request. And never, ever look at
your own file because this is confidential. If you have several
physicians, you canbe assured thatthey are communicating to
one another, and that you are receiving the best care possible.
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Therefore, create your own personal medical file. Include
appointment summaries, medication and treatment summaries,
plus the dates and outcomes of appointme nts, surgeries, etc.
Ask for copies of lab results, appointment notes, etc. from
physicians to place in this file. Send copies of relevant
information to other physicians involved with your care.



After you share, you need to let the doctor talk. Listen,
taking notes if you would like to, and asking pertinent

Makiﬂg the Most of questions as needed.
Physician AppOintmentS Be realistic. Chronic pain problems demand long-term

attention; there are few short-term solutions. Dr.Vallerand
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may never haveotal pain relief, however, we can come to

the place where the painigti KS OSy G4 SNJ 2 F 2 dz

a ! a ch¥igdwe want the most important part of the Seek a partnership with your doctor, through being open
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and the restrictions on doctors regarding what medication properly; make needed lifestyle changes; etc.)

treatments they can provide is also governed by

insurance rules. There is great stress and strain in
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patients are often very difficult to treat, adding to the
strain on part of the doctor. | am certainly not
suggesting that any of this is the fault of the patient;
what | am saying is that patients should be aware of
these issues and do their part to make the most out of
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Keeping a Pain Journal

April Hazard Vallerand, PhD College of Nursing at Wayne
State University in Detroit as quoted during the TNA National

Conference in September of 2008. One of the ways you can ensureoy provide good

information to your physicians about your pain, is to
keep a Opai nA simpla ispiratbdound
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Come to appointments prepared, bringing your records What to Include in Your Pain Journal:
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including the major highlights. Bring a list of topics and/or 1 Date and time you felt the pain.
questions to stay on track. When you talk to the doctor, f What were you doing at the tim& working,
avoid going off on a tangent, and try to keep your emotions talking, drinking, exercising, driving, resting,
under check, presenting the facts and minimizing the feelings. etc.
. . 1 Where specifically, did you feel the pain?
When preparing for an appointment, doctors are q Describe what the pain felt like. For example,
looking for these things: was it dul | or sharp?
0col doé? yinbhedladetordglit a
 How bad is the pain? move around? How longdid it last?
1 St elees Qe [[aeE 1 Did you have any warning that the pain was
i How often does it occur? about to come, sich as a slight ingling
' What makes it better/worse? sensation for example?Doesthe painback
1 What do you do when you off all at once, ordoes itslowly ebb away?
have pain and does it help 1 Can you compare this pain to anything which
you? may help others understad it better?
f What does your pain keep (Exampl es: ol feel ik
you from doing? curling iron onto my fa
swal l owed dry ice. o
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Suggested C&E Prod ucts for Easterand Mot her 6s D
15% off Regular Prices!
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Hope Bracelet s

On Sale for $15.00
Plus $2.00 S&H to US and Canada
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time when'l was confined to my home for many

f or Ti me s of P g houss acglay because of pain. Making these

| developed this spiral-bound flipbook as a
source where you or your loved onecan find
ongoing encouragement and inspiration. | re-
wrote special bible verses as prayers on some
pages; on others | placed a poem or an
inspirational quote. For years, |creatad hand-
written books for myself and others who were
facing hard times before a friend challenged me
to have them professionally done. Now each
book has a strong laminated cover and back
page, and the inside pages are printeth heavy
card stock for long-term usage. You will find
them to be a great help for peple who struggle
with facial pain, as well as othempain such as
fibromyalgia, chronic back pain, or the pain
which arises from cancer or depression.

On Sale for $13.50

Plus $2.50 shipping to anywhere in the U.S. or Canada!
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bracelets wasone way | could bring hope into the
lives of others, while also giving purpose to my
own pain .

Also! For each bracelet sold, $1.00is donated
to TNA, the Face Pain Association, towards
helping people who live with Trigeminal
Neuralgia and related Facial Pain.

Shown above in Green/White: Also Available in :
Burqundy/White; Ocean-Blue/White: and
Cream/White

Order Details Found On the Following
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Email me at jujuju judi@aol.com with your request and

| will reply with  easy payment details.

Order before April 6 1 to guarantee delivery by Easter;

Order before May 3¢ UOwl UEUEOUI | wEl OPYI Ua wi OUw

Also, please visit my website soon for more products and help with facial pain!

Goals of Comfort and Encourage, LLC

1 - To provide practical, and inspiring help to those who suffer from Trigeminal Neuralgia (TN) and related facial-pain
syndromes, along with their care-givers and medical practitioners.

2 - To demonstrate how great value, joy and purpose may still be found in one’s life despite serious pain; as well as to
reduce the immobilizing fear that pain can cause in one’s life.

3 - To increase the understanding of how to accommodate those who suffer with facial pain, so that they may be more
actively engaged with their communities.
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