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Just as | found the article | wanted to read in the waiting room magazine, a nurse poked her
head out the door and said, ORegonini?O

Damn it...third time I’'ve been in here and tried to read that article. Why can’t they run a
little slow for a change?

| sighed and put down the magazine, walking quickly toward the open door. Even though |
had been here many times before, a twinge of nervousness and a small adrenaline rush caused
my stomach to clench as | entered the back office for my cardiologist visit.

Nothing to fear, nothing to fear, nothing to fear, | started droning in the recesses of my brain.

But if there’s nothing to fear, why are you here?

My body was telling me theneas something very real to fear, just as it had a couple of years
ago. | didnOt want to listen then, thinking it was just a very bad joke.

QDh, this will be funny...she’s exercising, losing weight, eating right...how about some chest
pain to shake things up a bit?”

But | did listen, even if most of my physicians didnOt. Nearly a year later, | was diagnosed
with a 99% blockage of the left anterior descending coronary artery, and had 4 stents placed to
open it, narrowly avoiding bypass surgery.

Something to fear, something to fear, something to fear.

Sometimes though, my body does play tricks on me, telling me there is something wrong,
only to have medical science tell me itOs nothing at all. Now, | like science; | donOt worship it,

but | respect its power. However, | also know from the year | spent in medical limbo that it does



not always see the obvious and that my bodyOs complaints and messages must be repeatedly
offered up for examination and discourse. Eventually B usually B the bodyOs true message is
found, but getting to it requires constant reinterpretation of my somatic semaphore, which leads
to tests and procedures that are added and cancelled depending on how | describe my ailment ¢
any given day. I0Om in a medical Tower of Babel, trying desperately to get my bodyOs message
across, but sometimes 10m just too tired or frustrated to try very hard.

So, how hard do I want to try today? How much time and energy do I want to spend playing
interpreter this time? Every time I mention a new symptom or concern, cha-ching! There’s a new
test, a new medication, a new expense! Where exactly do you think I'm going to get the money to
pay for this? And if [ can’t pay for it do you just let me get worse, telling me it’s my fault ['m not
following the treatment regimen?

-

This scenario of quiet fear mixed with frustration and resignation is likely familiar to those
who have a chronic medical condition. You visit the doctor repeatedly. You probably know the
nurses by name. As long as things are progressing smoothly for you medically, the frustration
and resignation decrease, but the fear of change, of a worsening of the condition, never really
goes away. When a new complaint, a new blip on the lab work rears its head, things do change.
New medications, new tests, and certainly, many new costs for your treatment are incurred. The
doctor will ask, OHow do you feel? How are you doing?O The first time or two, especially if
youQOre new to this condition, youOre likely to tell the truth. Based on what you tell the doctor,
your medications may change again, a new test or two may be ordered, or new therapies may bt

prescribed. Slowly, steadily, over many months or years, these constant changes are wearing.



Many patients become angry and disgusted with the limitations of medicine, and end up
distrusting or suspecting the physician of not caring about them or their sitbation.

Again, your doctor asks, OHow do you feel? How are you doing?0O and this time, depending
on if the numerous changes already made have had any effect on your body N or walletNthe
answer may be a bit different. Ol feel fine, doctor!O you may state. Maybe that is true today; was
it true 3 days ago when you almost went to the emergency room because you were in pain? Is it
only true today because you didnOt have to walk very far to get from your car to the office? Or
are you saying, Ol feel fineO because youOve given up on standard treatments, or cannot afford
them anymore? What does the doctor say when you tell him that you canOt afford the
prescriptions, or that you have to stop your rehab because you canOt get anyone to drive you th
three times a week or that your insurance wonOt pay for the surgery he says you need?

Patients often say that they will Odo anythingO to take awa¥tpaiomply with their
treatment, but doctors donOt always see it that way. They respond to patient complaints with a
mix of concern, disbelief, or negative emotions, and the patientOs anxiety and distrust simply
increasé€. Doctors tend to overestimate how compliant patients are in their treatment, especially
when they are knowledgeable and articulate about their conditiblosvever, particularly in
chronic medical conditions, this is not the case. Treatments that are long and complicated and
have a negative impact on the life style of the patient lead to non-complidnaey patients
want a Omagic pillO that will OsaveO them or OcureO them, not understanding the reasons for v
the doctor is asking Nor more often, pleading or threatening themN tdRftients often think
the doctor is totally responsible for their outcome, failing to recognize their own responsibility in
the matter. This dichotomy puts patients and doctors on opposite sides of a conversation of care

that seems productive and positive on the surface, but is often silently dysfunctional underneath.
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As far as my own care went, the only reason | had scheduled this visit was that recently, | felt
like my chest was full of wet cotton; gasping for air, | often struggled to make it up a flight of
stairs without losing my balance, becoming lightheaded and weak. All | wanted to do most days
after work and school was go home and take a nap. | was scared of how restricted my life was
becoming, and knew | needed to find out if a worsening of my coronary artery disease was
behind my symptoms.

Although my recent stress test came back totally normal and my blood work had been
consistently good, | feared this visit to the cardiologist, anticipating that this would be the time
when instead of sending me home with yet another warning to lose some weight and get more
exercise he would admit me to the hospital and open my chest for a bypass.

Chest X-rays were done. Normal. New blood work was done. Normal.

OWell, | donOt see anything that just jumps right out at me as a cause of your discomfort,O [
Zelenka said.

Discomfort? It’s a bit more than “discomfort,” dude. How about abject exhaustion and
feeling like ['ve got concrete in my lungs?

That slight simplification of my distress aside, | liked Dr. Zelenka, the incredibly young
cardiologist with braces who had been assigned to my case back in April 2005 when | came in
with chest pain. He was sympathetic to the complexities of my lifestyle and insurance situation,
but seemed more resigned than empowered to do anything to help. | respected that he listened t
what | was telling him about the realities of my care, but resentment about my treatment often
flared up in my daily thoughtsdm I going to die just because I can’t afford this medication? [

wish I could do the 6 months of cardiac rehab you wanted me to do, but my insurance won'’t pay



for it. I know I need to reduce some stress, but I can’t take anytime off from school or I lose all
my health insurance, as paltry as it is. Isn’t there anything you can do to help me stay on my
exercise and diet program? [’'m not very good at doing it myself, it appears.

Dr. Zelenka said, OYou know, | donOt think youOre getting a further blockage, although we
canOt rule that outEdo you wake up at night with shortness of breath?0

ONo, not really, butNO

Well, not shortness of breath, but feeling like I can’t complete a yawn? Pain in my upper
back and shoulder that keeps me tossing and turning? Yeah, that I've got. But he didn’t ask
about pain.

OWhen do you really feel short of breath? With physical activity only or at rest too?0O

OUN, physical activity; when | walk from the parking lot to my classes. IOm starting to gasp
by the time | get across the street. Walking up a flight of stairs will do it too. But IOm usually
carrying a heavy book bag and IOm probably off balance, and that makes my back tightNO |
ramble, grasping at any possible non-cardiac-related rationale | can find for my plight.

ORNOKkay. You know, 10d really feel better if we did a pulmonary hypertension check,O he
interrupts. OYou could be getting that from your rheumatoid arthritis, and even though your
blood pressure is normal, your symptoms make me think that pulmonary hypertension might be
at work here.O

OSo, how is that done?0 | ask.

OWell, you would have to have another catheterization; we could set that up for next
weekEO he trails off, letting me consider this for a moment.

Oh great. Like I've got time for this now. | started computing all the factors around this

treatment in my head:ve got three final projects to finish, I've got to pack up for the trip to



California in two weeks and, oh yeah, make my rental car reservation...right after I get back, 1
have to turn around and get Mom off to Ohio, and then Mark’s family comes in for Christmas...
Oh Lord, when am I ever going to get the house cleaned? And Mark wants to do a garage sale in
the middle of all this? Does he think I'm frickin’ Wonder Woman or what? This will lay me up
for about a week with no lifting or driving. And the insurance...I know they won’t pay for it; the
last statement I got said they 're no longer paying for this condition. No surprise there. I reached
my lifetime maximum of $50,000 per illness a while ago. Great. Even without any cardiac stents
this procedure will be at least $15,000. Do I really need it anyhow? I seem to be feeling a bit
better this week...

ONo, I donOt think thatOs possible, | said. Ol just donOt have any time at all until after the
holidays. 10m going to be traveling, and my husbandOs family is coming down to stay with us fol
a weekEl just canOt right now.O

And why didn’t I tell him about the insurance? Or how much I really hate cardiac caths...1
hope they don’t give me any damn morphine next time! I was sick for two days after the last shot!

Dr. Zelenka nodded his head and scanned my chart again. OAhREhmmmEwell, | understand.
1Od really like you to have it done, but maybe we can try some changes in your medication and
see if that helps.O

OUm, okay. If you think that will help.O

But I don’t want any more meds! I worked so hard over the last few years to get off of all my
arthritis meds and get healthy, and then out of nowhere, I get hit with this crap! Back on the
meds I go...According to my labs, they 're working, but they re so expensive, and I just feel so
draggy all the time...is it the meds or the heart disease? Did I tell him how tired I was?

Hmmm ...or it might just be stress...yeah, like I'm gonna be able to eliminate that from my life



anytime soon! Or is it just that I can’t seem to get motivated to get off my ass and exercise
anymore...if it just didn’t make me so afraid...but what am [ afraid of? Afraid to find out that the
reason [ feel like shit is entirely because I’'m too lazy to exercise? Or am I afraid to exercise and
have chest pain and end up with a bypass...or worse?

He hands me prescriptions for nitroglycerine patches and Plavix, and tells me to double my
dose of Toprol. OIf the nitro patches help, then we know itOs heart related and not pulmonary
hypertension. Some people canOt handle them, and they get headaches; hopefully you wonOt. |
| really want you back on the Plavix again, at least while youOre traveling.O

Uh huh. Plavix is about $200 per month...I’ll pass and stick to my massive amounts of
aspirin I take on a daily basis for my arthritis. I don’t think I'm in danger of getting clots
anytime soon! And headaches from the nitro patches...yeah, that’s one extra annoyance I don’t
need in the middle of finals and traveling...I’ll get them just in case I really get scared, but I
think I'm gonna wait on using them anytime soon. ['ve got my nitro spray, after all. That should
be good enough.

Ol think the extra dose of Toprol might just ease the stress on your heart enough that it may
help as well. Oh, and letOs see if we canOt get that weight down, ok? YouOve really got to mak
that a priority. See me in 2 months, and weOll see how youOre doing at that time.O He says,
signifying the allotted time is at an end.

OAny other questions?O He asks.

A myriad of random thoughts fight for space in my braind I describe the symptoms well
enough? Did I over-exaggerate them? Did I make the messages clear? Should I have told him
that I wake up in the night and feel like I can’t get enough air? No, that seems to be because of

that tight spot I always have under my shoulder blade...but wasn’t that one of the symptoms you



had that was really bad when they found the blockage? Are they related? Should I ask for some
samples? What about any help for a poor college student with minimal health insurance? Is
there anything you can do to help me with the lifestyle issues besides chastise me?

ONo, not right now,O | cheerfully answer, knowing his time is short, and | really need to get
going as well.

-

Yes, | lie to my doctor. | donOt think IOm unusual in that aspect. But why? Why would | or
any other patient compromise their care in that way? Many times, weOre not even aware that we
are deliberately lying. Arthur Frank says that we are conditioned from a young age as to what
counts as the story the doctor wants to hear. We learn how to be ill from families and friends,
and from popular culture. We are molded into telling the illness story in a specific way D Otell the
doctor what hurts®The patient not only tacitly agrees to comply with physical regimens that are
prescribed, but to also tell her story in medical terms, subjugating personal feelings or non-
medical information to the accepted model of the physician as spokesperson for the’ disease.

Personal attitudes and values regarding health and illness also affect what patients tell their
doctors: If a patient believes drugs are poisons, theyOre obviously not likely to fill their
prescriptions, but other patients may think drugs make them invincible. In either case, non-
compliance is likely to occuf. The OinvincibleO patient may ignore diet and other therapies that
are more bothersome than taking a pill, while the Odrugs are poisonO patient may choose to try
alternative therapies without consulting his doctor who prescribed Othat poisonO in the first place

In addition, the clinical models of the physical exam and history taking do not leave room for
the patientOs personal experience. Doctors usually donOt tell the patient that they recognize her

frustration, her fear, and the changes that have happened in fieAlifieur Frank says,



OTalking to doctors always makes me conscious of whatkbasupposed to say“OEven
when a doctor or nurse asks a question admitting the possibility of a multi-layered situation that
goes beyond the clinical concerns, telling the truth is a crapshoot at best. Frank gives the
example of answering the question, OHow are you and your wife dealing with the possible
recurrence of cancer?0O Optimistically, he told the truth: The truth was that they were doing very
badly. Quoting Frank,

Cancer was the straw that was threatening to break the back of a marriage weakened

by post pregnancy drains of energy, the normal fatigue of parenting an infant, not

having supportive family living near us, and the strains of my work and travel. | told

her | wasnOt sure we had the energy to do the cancer thing again.

| had heard that nurse offering help, and I tried to be clear that we needed help. She
never looked at me. After listening to my tale of woe, she looked down to close my
chart and rose from her chair. As she left the room, she said only, OYou have to talk
to each other.O Then she was gone. No question about whether | wanted some further
referral, no offer of supportE.l had allowed myself to speak the unspeakable and 10d

been dumpe&’

Every time we, in the role of patient, try to explain the little complications and annoyances
that form the experience we call Oour illnessO, in an attempt to reach out in the confusion for a
helping hand, we grate against the clinical interviewing process that abstracts the patient into
jargon and categories, and encourages interruption of our disease narratNene of us wants

to be OdumpedO, especially when many times, we do not know if there is anyone else out there
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trust, or who would even care what became of us. As frustrated and resigned as we may be with
the state of our care, even to the point of distrusting our physicians, we still cling to them for
hope and direction. There is more to our treatment than just our diseases and we furtively pray
that they can hear// that we are asking and will help guide us through our murky futures.
*kk

As we exit the exam room and | pick up my bill, | start to get annoyed with my3slium 1
reticent to take up his time? Why is it so hard for me to get back to a healthy lifestyle again?
What am [ afraid of...it just seems so nebulous, so silly sometimes. I really shouldn’t be so afraid
of this disease. How many other people much older and sicker recover just fine? But now I’ll
never be able to get life insurance again...I worry about leaving Mark with so many
expenses...Will I even be around long enough to worry about these things, or should I just not
care?

Tears start to well up in my eyes as | ride the elevator down to the parking lot.

Damn. Why does this have to be so hard? I know I’ll get through it, but just once, 1'd like Dr.
Zelenka to know how hard this is emotionally on me, and the fears I have about everything
related to my treatment. I'm usually perky in the exam, even when I'm not really feeling it — I
guess that’s me wanting to please everyone again, wanting to appear strong and capable, even
when I want to go running and screaming into the night. I always seem to go blank when I talk to
him anyhow. Too many things in my head, the time goes so fast, and sometimes what I'm feeling
doesn’t fall easily into the questions he asks...I consider myself a fairly sophisticated medical
consumer; I used to work for a surgeon, was a pre-med student, and I know medical vocabulary

and the health care system...so why does this seem so overwhelming?
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As | leave the office building and get into my car, | get vaguely sick to my stomach and more
than a little angry at how much energy and time this illness demands from me.

It could be worse you know. You could have cancer, or not be able to walk ...you re just lazy,
that’s all.

But mentally kicking myself only makes me more upset. My body tells me things with every
stretch, every walk to my car, every time | bend over to pick up the laundry; | canOt stop the
messages no matter how hard I try to stifle them with the knowledge that my medical reports are
normal; nor does my self-loathing and constant nagging do anything to reduce their volume. |
have to hear them. | know they arenOt all telling me things that were important, but how can |
sort them out? And how can | get my doctor to hear all of them like | do?

| donOt know, and am too tired to really care. | drive off to work, turning up the radio to
console my mind and grabbing a bite to temporarily console my body, hoping that it will stay
relatively mute today, allowing me to deal with other areas of my life uninterrupted.

-

This is one story from my own disease narrative: It has its own unique set of social
constraints and relationship challenges, but at its core, it probably isnOt too different from that of
any other patient with a chronic condition. There are good days and bad days. Unfortunately, the
way | feel on the day | am scheduled to see the doctor ultimately seems to determine the
treatment | am offered (or may timidly try to request), even if the bodyOs message that day is no
a true interpretation of the general state of my disease. In turn, I risk having my condition treated
incorrectly, increasing my frustration and distrust, and creating even more distance between my

doctor and myself.
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How then, can we bridge this communication gap between patient and provider? Is it a matte
of simply providing the physician with even more detailed information about our daily aches and
pains? Documenting, as some would have us do, every pill taken, every morsel eaten, all our
intimate daily activities? We are admonished by health educators to Okeep a diaryO of our
weights, medications, and other pertinent health data to share with the doctor on our next visit.
While there are indeed conditions in which this detailing is essential for determining aspects of
care such as medication doses, for most patients, it is not only an onerous task, it also has the
potential for causing over-analysis and self-absorption in their conffition.

Other methods of reporting, such as e-mail, allow the patient to sefports important to
themwhen it is important. This is a major step forward in patient-physician communication, as it
allows practitioners to have an exchange with the patient which is easily documented in their
chart, and can be reviewed at the physicianOs leisure, rather than trying to receive and return
phone calls during limited office hours. Patients of all ages seem to like electronic
communication; in fact, the fastest growing group of e-mail users is those over 65, who often
require the most medical cafeAs of 4 years ago, between 6 to 37 percent of patients actually
used e-mail to discuss health issues with their physicians, but 89 percent were satisfied with this
method of communication. In internet-time, four years is an eternity, and certainly, more current
statistics are needed in this area, which is, unfortunately, still not heavily researched.

As with any technology, there are hazards as well as benefits. Physicians often feel they do
not have time in their busy schedules to review and answer, e-mails from patients. Others are
anxious that their patients are taking a more active role in their disease management, including
accessing other sources of health information online. Some simply will not answer e-mails unles:

they are paid to do s8. There are guidelines for e-mail usage from the American Medical
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Informatics Association, which advises that email be used primarily for scheduling, prescription
refills, and routine communications, and there are studies that warn e-mail could increase a sens
of urgency and nervousness in patients, causing them to send excessive communications. Thesi
kinds of e-mails can also increase physician discomfort and cause them to respond with
increased patient visits and tests, ultimately increasing costs and changing the doctor-patient
relationship for the worsg.

Certainly email can be a valuable tool in improving doctor-patient communication, even if
the results are mixed, and the promise of the technology hasnOt quite measured up to the actua
of use. However, there are other technological developments which can allow patients to
document their concerns for review by their physicians, but more importantly, use their own
words to help them understand whatOs truly important to them in dealing with their illness and
managing its effects on all aspects of their lives.

Blogs and the number of people who post to them have risen exponentially in just the last
two years. While most people are familiar with blogging as a way for internet pundits to get their
opinion known worldwide, or as an Oopen diaryO for online emotional exhibitionists and budding
authors, blogging can, | believe, be helpful in allowing patients to be gently guided toward
reflexivity and insightful goal setting in their own treatment, while also enlightening physicians
about the major concerns in their patientsO lives.

Following the advice of DeSalvo and Pennebaker, the type of writing patients should do is
not simply a listing of symptoms, but should link traumas and concerns with the emotions that
they generat® Writing in this manner helps patients examine their fears and negative feelings
regarding their treatment and other issues that may be affecting their care and work through ther

in a positive fashion rather than simply dwelling on a collection of clinical symptoms that they
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may feel powerless to do anything about. As DeSalvo states, Oln other words, we canOt improve
our health by free-writingEor by writing objective descriptions of our traumas or by venting our
emotions...We must write in a way that links detailed descriptions of what happened with
feelings N then and nowNabout what happenéd &ditionally, this style of writing can help
patients see previously unrecognized patterns in their illness and lifestyle that may be affecting
their attitudes and treatment.

Blogging in this manner rather than just keeping a written journal is more likely to be
accepted by patients for a number of reasons. First of all is the acceptability of electronic
communication by ever-increasing numbers of the general public. Most people do not keep
written journals or other hard copy written communications, but the vast majority of us compose
emails, Live Journal entries, MySpace profiles, board and blog responses on a daily basis. We
seem to have no problem writing when done electronically. As with other technologies, there are
issues of access to all, but the benefits and acceptability of these types of communications make
them valuable tools of which physicians and patients should take advantage.

Second, the open-ended and diary-like nature of blogs make them ideal, not only for patient
self-expression, but for physician feedback. | believe that blogs OfeelO different psychologically
than emails. An email often signifies a style of writing that is brief and business-like, while blogs
are more reflexive and confessional, hopefully encouraging a more insightful exchange between
patient and doctor. Bloggers also generally do not expect a reciprocal response every time they
are post; a patient may post for several days in a row when working through a particularly
difficult situation, but may not see a response from the physician until she recognizes a pattern o

an issue that she believes needs her attention.
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The difficulty with blogging is exactly how to encourage patients to relate their emotions to
their specific traumas or challenges, rather than a free-writing exercise that will not help them
heal. A new methodology, Goal-Directed Health Care (GDHC), has been developed for chronic
pain treatment, and seems to be a concept that could be used in a Oguided blogging®O model to
encourage patients to go beyond lists of symptoms and complaints and enter a reflexive writing
mode. As stated in the literature, GDHC Oemphasizes the importance of identifying the global
life goals of patients and theasons they wish to be well for andwhat they would do with
improved health once they had it?©

Starting with these life goals, discussion between patient and doctor becomes richer and mor
productive. A plan of action can be better mapped out for the patient, and the doctor becomes
more aware of what other resources and providers may be needed for the patient to reach their
goals. Sometimes, the patient is not ready to work on the goals, but they often become more
aware of why they are not sufficiently motivated, and physicians can use dialogue about their
goals to help patients choose to be more responsible in their own care and understanding how it
affects their outcome. Patients start to see that the request to Otake the pain awayO comes with
costs and complex decisions, and that they are free to participate in these decisions based on hc
they affect their life goal$.

Various questions are posed to patients to help them clarify their goals, and | believe these
guestions could be the starting point of a physician-guided blog which encourages each patient t
determine goals such as OWhat do you care most about in your life, and why?0 OWhat do you
want to be able to do that you canOt do now?O OWhat is your greatest dream, what you still wis
to accomplish in your life?®The ultimate rationale for this approach is neatly summed up in the

statement, OPatientsO attitudes are shaped by their own words, not by those of the practitioner.!
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The answers to these and other directed reflexive questions, in conjunction with the patientO:
documentation of their physical concerns, might provide an extremely rich basis for physician
diagnosis and treatment planning. As Rita Charon says, the value of patient narratives is in their
Oability to enhance medical caregiversO recognition of the complexity of treatment détisionsO.
For patients, these informal Oe-visitsO to the doctor can help build a strong, trusting relationship
requiring less formal office visits, testing, and overall cost. Even better, some healthcare payors
are now reimbursing doctors for these e-visits for non-urgent iésues.

Of course, concerns about privacy, physician time constraints and reimbursement will
continue to slow adaptation of patient blogs or other technologies. However, the issue of patienc
compliance is growing. Estimates of over $100 billion a year in increased health care costs due
to patient non-complian€emake insurers sit up and take notice of tools that can help encourage
more active patient participation in treatment plans. Physicians may have no choice but to take
the time for these more intensive patient interventions, or possibly hire therapists or nurse
educators who would specialize in working with patients and developing their personalized care
plans. Overall, | believe a guided blogging technique may be a useful tool for realizing the
potential of electronic communication between patients and physicians, while helping patients
reflexively examine their emotions and goals surrounding their health care motivations and
decisions.

Would blogging with my doctor help me feel more in control of my own condition? | believe
that it might. Will it be as easy as it sounds? Probably not. Goal setting is difficult, emotional
work, but so is living with chronic illness. Combining the two is likely the most healthy thing |

can do at this point, helping me to regain control over my life. Have | started a blog yet? No.
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This paper is my first look at this concept, and while the examination of it was clearly motivated
by my own situation it still just exists in my brain as an abstract, scholarly concept. IOm just
starting to reflexively examine the complex factors of living with a chronic disease. IOm not
entirely sure | want to hear the truth my body is trying to tell me, or the lies | tell to try to block
those messages, but IOm girding my loins, preparing to sit down at my computer and examine v
illness from multiple angles, hoping that over time, writinng help me heal, helping my doctor

understand my story and what it means to my care.
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