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M
erging is something habit-
ual to human nature. We
marry, form families and
maintain relationships in
part because we expect—

or at least hope—the other party will put as
much into the alliance as we have committed. A
medical alliance, though, is special, since it is
asymmetric. The physician is the expert and
service provider while the patient is the suppli-
cant and ward. “It is such a wonderful and frag-
ile thing,” says Norm Kachuck, MD, who is
Associate Professor of Clinical Neurology,
Director of MS Comprehensive Care, Chief of
Neuroimmunology Division and Vice-Chair of
Health Sciences IRB at University of Southern
California Keck School of Medicine. 

And, like any relationship, the specific people
involved define this alliance differently. MS
patients, like others with chronic, incurable dis-
eases, often seek to “redefine” their alliance by
switching doctors in numbers that can reach
double digits. The capricious nature of the ill-
ness, the severity of neurologic deficits it pro-
duces, and side effects, expense and discomfort
associated with approved treatments are all fac-
tors that lead to dissatisfaction with the care you
provide and doctor switching.

In each of your relationships with individual
MS patients, both of you have to read one
another, and sense what the other needs from
them in order for the relationship to succeed,
Dr. Kachuck says. The doctor must know
him/herself and how to play the roles required.
“The patient may or may not know how to
adopt and optimize theirs, and the additional
onus on the doctor is to instruct them in this,”
Dr. Kachuck adds. “It is this latter aspect that is
critical, sensitive and difficult for many physi-
cians, and it is often here that the relationship
founders.” When successful, however, healing
can happen, the relationship thrives, and the
pursuit of health is shared. Here’s a look at how
several neurologists with established practices
deal with doctor switching and what they’ve
done to keep their relationships with MS
patients strong.



Causes of Static
“The MS patient has to feel advocated for, valued, worried over,
special—like all of us,” Dr. Kachuck says. Ideally, to the extent
they wish, their sense of alliance with their MS doctor allows
them to communicate frustration, disappointment, skepticism,
as well as positive emotions, he adds. “If they can do so, the rela-
tionship will triumph even during difficult times.”

That medicine can be just as much of an art form as it can a
science confounds patients and can leave them weary of the doc-
tor’s approach or even credentials and lead to a “neurologist
burnout.” One MS patient lamented on the issue: “I have just
finished with number seven and there will not be a number
eight.” She grew frustrated when one thought it was
menopause—though she had a hysterectomy over 25 years ago.
Another said brain lesions were “a normal aging process” and one
who said she was too old for MS because no one over 50 has
been diagnosed with MS. Frustration easily turned to termina-
tion. Some of these comments may not have actually occurred in
precisely the way the patients remembered it (it’s unlikely that a
neurologist would say that MS lesions are a part of the normal
aging process), but the important thing is that these are the per-
ceptions the patients took away from the encounter. Somewhere
along the line, patient education broke down.

Seeing so many different doctors raises the question of
whether or not an “MS personality” exists. “Many patients are
depressed, and if they do not get better, or at least stay the same,
many want to search for ‘the cure,’ which some are convinced
just must be out there,” says John Corboy, MD who is Director
of the University of Colorado Multiple Sclerosis Center and
Associate Professor of Neurology at the University of Colorado
Health Sciences Center. He likens it to a “you haven’t fixed me,
let someone else try” mentality. 

But Dr. Corboy, like most of the health care professionals
interviewed, did not feel this was necessarily specific to MS
patients. “There are some common features such as fatigue,
depression and cognitive dysfunction that many patients share
but I do not buy that there is an MS personality,” says Deborah
Lynn, MD, Associate Professor of Neurology at Ohio State
University and a staff neurologist at the OSU Multiple Sclerosis
Center. However, Dr. Lynn has experienced the traveling
patient. “I see patients who sometimes make the rounds of two,
three, four or more neurologists and then sometimes even come
back to my care.”

Keeping your MS patients in your practice is not a task that
requires an advanced degree but nor is it for one whose patience
teeters between “thin” and “empty.” Keeping your patients is not
an “at all costs” game, but maintaining the perspective and
knowledge of your patient’s historical course is a nuance in a dis-
ease where even the slightest improvement has substantial value
to a patient and their loved ones. Said one neurologist on an

internet message board: “Some [patients] may not be aware their
traveling from one neurologist to another is destructive to their
health. While we write down our examination results, do we
really convey the exact change that we remember from one visit
to another?”

Strengthening the Signal
MS specialists and patients expressed several points of emphasis
that can be strengthened in your approach to patient care.

Set expectations together. Drawing up and agreeing on a
playbook before you take on a likely progressive disease with an
armamentarium consisting of only partially effective medica-
tions is the first step in avoiding mishaps that can occur later in
the game. As in any relationship, oftentimes everyone is right
and no one is wrong—“but,” Dr. Kachuck explicates, “in this
setting it is clear that the aims, objectives and the time, effort and
risk each party is willing to expend in the pursuit of these are key
elements that often are either not shared or agreed upon.”

In their initial meeting with an MS patient, most neurologists
interviewed recommended trying to provide the patient with a
sound knowledge base about MS’s course and treatments from
the beginning. They can then expect disease activity break-
through and/or progression despite treatment and are not sur-
prised, Dr. Lynn says. Patients must be informed that sympto-
matic improvement won’t be immediate, and they shouldn’t be
deterred by the presence of medication side effects. Neurologists
need to communicate realistic treatment goals at the outset, and
also establish drug regimens and appointment scheduling that
minimizes the impact on patients’ lives as a way to improve com-
pliance with therapy and follow-up visits.

“The first meeting I introduce myself and quietly listen. This
may take up to 45 minutes to an hour,” says Emilio Cruz, MD,
Clinical Assistant Professor in the Department of Neurosciences
at the North Dakota University School of Medicine. Next, he
spends time to feel out their expectations of their disease man-
agement as well as their expectations of him. 

The drawback of spending this time is, of course, financial,
and “is unfortunately becoming increasingly difficult in this
health care climate,” says Dina Jacobs, MD and Assistant
Professor of Neurology at the Hospital of the University of
Pennsylvania. While it’s an individualized decision for each neu-
rologist and each practice, it can be looked at from the perspec-
tive that such a listening session can take the patient off the neu-
rology merry-go-round and keep their names penciled in your
schedule for years. 

But any desire to design a working relationship should be
tempered by the realization that a patient may seek a slower
approach. “You can’t talk about all of these sorts of things with
everyone; some folks like their expectations spoken of explicitly,
some don’t but like it slowly worked into the relationship, and
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some don’t want to know at all,” Dr. Kachuck says.  Some can
deal with their disease better than others and some doctors can
deal with some patients better than with others, he points out.
“These issues of settling in with a physician sometimes take a
period of warming-up to one another; getting a sense of how the
system works for you, the staff, the nurses, the process of getting
care from you and your group.”

Effort. Several MS patients say the unhinging of the relation-
ship began when they felt their neurologist wasn’t making the
effort to be supportive and show they actually cared about them
as a person. Referrals for counseling, social services and outside
support can sustain the patient’s belief that their neurologist is
exploring all avenues for their success and are not giving up on
them. Many times there is little a physician can do about issues
such as worsening disease in terms of medical management, but
trying to develop creative solutions will keep the patient coming
back, says June Halper, MSCN, ANP, FAAN of the MS Center

at Holy Name Hospital, Consortium of MS Centers and
International Organization of MS Nurses. “For example, a per-
son with worsening MS may be experiencing walking difficulties.
A referral to rehabilitation for evaluation and follow up shows
thinking outside the box. Asking about emotions and quality of
life shows a deep understanding of the impact of MS and treat-
ing symptoms such as depression and fatigue are very important.”

Michael Kaufman, MD, Director of the MS Center of
Carolinas HealthCare System, believes his effort on two fronts in
particular help retain his patients. Those who stay feel that he is
listening and giving them adequate time, and he follows up all
visits by sending his notes to the patients. “They know my
thoughts and understand what we are attempting to do.”
Surprisingly, he says, even those patients who tend to think they
are sicker than they are seem to appreciate an honest appraisal of
their condition. “I also think they know that I have heard them
if I ‘get it right.’” 
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On Things Their Neurologist or MS Specialist
Doesn’t Understand

MS patient 1: The first neurologist didn't get that I wanted
to do something to help myself. I had to beg to get physical ther-
apy. His reaction felt like, “It’s going to progress, so why bother?”

My second doctor is just now starting to understand I don’t
like to take medication for every symptom. The doctor is quick to
say, “we have a pill for that” and I am not one to use even some-
thing as common as aspirin!

MS patient 2: I actually like all my doctors. However, I get a
puzzled look from them when I refuse to take tests during the
summer or around holidays. They don’t get that I don’t like to
mess up my favorite times of the year with results.

MS patient 3: My neurologist has a “what’ the point” mind-
set. While I understand there is very little I can do about gait
problems and mobility, I want to make sure that I’ve done all I
can do.

I’ve complained of real symptoms and was told that I could-
n’t possibly have them, because there wasn’t a lesion in that loca-
tion on the MRI. I’ve done some research, and lesions only form
after the axons are severed. If I’ve got damage in that spot, it does-
n’t necessarily show up on the MRI. It bothers me that he doesn’t
realize that—I apparently do a lot more reading on the subject

than he does! I’ve considered changing neurologists, but then
again, what’s the point?

MS patient 4: I have had a few neurologists that didn’t
understand my previous abilities. I have forever been quite strong
and when they would check, they would say, “your strength is
good” and just wouldn’t hear that for me it wasn’t good. It did
not seem to matter that I had lost many of my abilities.

MS patient 5: Doctors do not test properly for a B12 deficien-
cy that can imitate MS right down the list. They usually only
draw a B12 level and go with that.

On How They Picked Their Doctor
MS patient 6: I always find which hospital my “candidates”

are on staff at, because the hospital web sites typically have pho-
tos of them. I then make my decision based on whether or not I
like their face. So far my judgment has worked out very well!  We
seem to relocate every few years, so it’s been tested repeatedly.

MS patient 7: You know what, I just went to a new neuro yes-
terday, and I told my husband, “I don’t have high hopes for this
one.” He asked me why, and I said because the picture on his web
site showed him wearing a bowtie. I told my husband that he
must not be very up to date on things if he wears a bowtie. And
after the visit, no, I wasn’t impressed with him.

In Their Own Words
Perhaps the best way to understand the rapport between MS patients and neurologists, and where it unravels, is to ask those who
generally rescind the relationship. Several MS patients were asked to list three things their neurologist didn’t “get” or understand
about their treatment. Many knew exactly where and when their neurologist went to school and knew what their reputation was
through message boards.Their responses ranged from minor patient care issues you might expect to obvious failures of communica-
tion by both parties, and even to seemingly inconsequential issues on appearance that you might not otherwise consider. 



Communication. A better connection is made when the
neurologist approaches the patient as someone who is open to
their thoughts and concerns. Patients typically want to feel they
have easy access to communicate with the office staff and neu-
rologist and won’t be left in the dark when they have needs. “The
discouragement arises quickly when patient calls go unanswered
and questions are answered coldly without the infusion of hope,”
Dr. Cruz says. 

When gaps in communication form, the doctor-patient
alliance walks a tight rope across the abyss of lost patients.
Clearly stating your choice of treatment, why you feel it’s the
best method and opening the floor to a cross-examination will
in the very least assure both parties on the same page. “I tell
them how our office works and how to communicate with us.
The most common response I receive after seeing a patient
who saw someone else previously is, ‘thank you for spending
the time to answer my questions,’” Dr. Corboy says. “People
just want answers and respect. Hustled out the door doesn’t
work.”

Empathy. Scrolling through threads on MS patient support
web sites, one gets the distinct feeling that patients believe their
neurologists see them more as a case on chart than as the per-
son sitting with them in the room. In the annual Gallup poll of
professions that are considered the most honest, nurses came
out on top, at 83 percent. Physicians didn’t do badly, coming in
at #4, but they are 19 percent lower than nurses. That gap may
result in part from patients who consider their physican’s
approach too coldly scientific and brusque (see the sidebar on
the previous page for several candid remarks from patients). For
neurologists, there are two take-home messages: (1) try to do a
better job at empathizing, and (2) get your nurse to reinforce
what you say and/or handle the bulk of the patient education.

When neurologists are looking for and sensitive to detecting
frustration and negative changes in the patient’s outlook and
attitude about treatment, the physician is able to bring it out
into the open. “This is predominantly a disease of young
women. They must be made to feel that their health problems
will be managed from a deeply professional person who genuine-
ly cares about them,” Dr. Cruz says.

The relationships can become close. Several patients spoke
that the doctors who they felt cared about them were the ones
they stuck with even when the disease progression accelerated.
Their neurologist must care, many reasoned, because of the con-
cern they conveyed when others have not. “I have taken care of
MS patients often for longer than 15 years,” Dr. Cruz says.
“They are almost like your friends. Building these good relations
require time, attention and as good, true friendships go, avail-
ability, tolerance and concern for the MS patient that may actu-
ally compromise some of your own sensitivity and other obliga-
tions to other patients.”

The doctor-patient dynamic has to be set so the two can read
one another, and sense what the other needs from them in order
for the relationship to succeed in its aims. But sometimes worse
than the relationship ending is the one drags on. “We have to
keep always in mind that sometimes the best thing that can hap-
pen in a relationship is to end it,” Dr. Kachuck says.

The Switch
Problems can arise on both the receiving and shipping end when
patients decide to change their neurologist. Among others, there
is a loss of health care information and loss of a sense of a
patient’s trajectory. It can be difficult to get a perspective on a
patient’s MS course when you meet them years into a diagnosis,
and also to understand why treatment decisions were made prior
to seeing you, Dr. Jacobs says. When receiving a patient, Dr.
Lynn says she may encounter difficulty in obtaining old records.
“If the patient is not a good historian, the neurologist may shy
away from a treatment option that has not had an adequate trial
or was discontinued because of a poor reason or may choose
treatment options that are not optimal.”

Minimizing the plight of a patient switch can be done keep-
ing records as detailed as possible and sending/getting those
records at the time of transfer; asking the patient to write their
own time line of symptoms, exacerbations, progressions of MS,
and treatments tried. “And the duration of treatments, benefits,
and side-effects, i.e., why did they switch medications,” Dr.
Jacobs says. “Patients should ask their partners and family mem-
bers to help with this perspective.”

Getting a history report from the new patient personally can
be especially important because of variations that can exists
between doctors and their interpretations and measurements of
tests. “There can be subjective physician differences in the exam
from visit to visit even in one physician’s own exam and certain-
ly compared with another physician’s exam,” Dr. Jacobs points
out. “In addition, there will be day-to-day variability in the
patient’s condition—even heat or stress-related symptoms.”
When asked about the notion of “mental” record keeping, so to
speak, in general, Dr. Kaufman disagrees. “If adequate records
are kept, this is not a problem. Anyone who feels they recall bet-
ter than a meticulous exam is fooling themselves.”

When encountering a new patient in your practice, Dr. Cruz
recommends a rigorous approach be applied in verifying the cri-
teria used upon which the diagnosis was made. “Many neurolo-
gists accept reports of an MRI of the brain without personal
review, the patient’s own history and possibly the review of visu-
al evoked responses combined with a neurologic physical exam.”
However, some variables will inevitably remain outside your
control. “We have an MD in our area who doesn’t even mention
the question he is addressing in his notes, or what disease he is
treating,” Dr. Corboy laments. “It is like hieroglyphics.” PN
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