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WITH PATIENTS DROWNING IN CO-PAYS, HERE’S HOW TO
MAKE SURE THEY STILL GET THE CARE THEY NEED

AND YOU GET THE REIMBURSEMENTS YOU DESERVE.
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T reating multiple sclerosis has never been easy, but
lately it has been getting harder. Managed care
companies, feeling the pinch of tough times, are
clamping down on practitioners to reduce their
payouts, especially for the costly procedures and

treatments that are the stock in trade of MS care. Many practi-
tioners have found themselves filling out more paperwork and
laboriously explaining to insurers why a treatment is needed for
services they used to be able to provide with no trouble. And,
particularly in MS, they find they’re not getting paid for provid-
ing the patient education that is a time-consuming but essential
part of management.

But neurologists aren’t the only ones feeling the ill effects of
HMO-induced “walletopathy.” More and more patients are see-
ing their co-pays skyrocket as insurance companies have begun
reorganizing their benefit systems to exclude paying for interfer-
on or other therapy they need to keep their condition under con-
trol. As a result, some patients have to choose between their treat-
ments or their groceries.

These are unpredictable times for those who treat this unpre-
dictable disease, but some experts in the field have identified the
obstacles and even found ways around them. Although these
strategies may specifically pertain to MS care at the moment, this
could be the start of a trend that will help neurologists facing
similar obstacles when treating other progressive illnesses. 

SHIFTING BENEFITS IN HEALTH PLANS
Thomas Leist, MD, Director of Philadelphia’s Comprehensive
Multiple Sclerosis Center at Thomas Jefferson University, says
that as a university professor in an academic setting he rarely has
to handle the direct contract negotiations for his patients’ payers.
However, he says he has observed a large financial movement
among insurers to reorient the financial burden of reimburse-
ments around treatment, shifting the payment plans from the
medical arm to the pharmaceutical arm. This gives HMOs the
opportunity to trumpet how they are expanding medical coverage
and focusing on prevention among healthy patients, while conve-
niently omitting the additional burden it places on those already
suffering from chronic conditions that need lifelong therapy.

Because of this erosion of benefits, Dr. Leist says some patients
have seen their co-pays and deductible payments increase sharply.
Those who used to spend $150 to $300 per year in medication

co-pays now pay up to 10 times as much. Practitioners find them-
selves caught in the middle, balancing compassion for their pa-
tients with the need to run a profitable practice. “It has pushed
certain patients to the brink where they have a hard time paying
for medication,” says Dr. Leist. “It’s also a burden on the practices,
because our revenues are down.” 

In a way, Dr. Leist says, this latest maneuver is more insidious
than receiving outright claims denials from insurers. What’s
more, since multiple sclerosis is such a rare condition most par-
ticipants in a major health care plan, particularly those offered by
employers, won’t notice the change. “That shift won’t affect 99
percent of the employees, it only affects one percent,” he says,
“but that one percent is 99 percent of my business.”

The shift in benefits has caused problems for many patients,
since few people—particularly advanced cases in which the
patient is on long-term disability leave—can afford a sharp in-
crease in their payments. Many have found themselves seeking
programs to help offset the costs. “What the shifts in benefits
really mean is increased work for our social worker,” he says.
“What’s funny is that she’s not reimbursed by insurance or
Medicare, but through philanthropy.”

Patricia Coyle, MD, Director of the Stony Brook Multiple
Sclerosis Comprehensive Care Center at SUNY, says she has also
noted a change in her payers’ policies, a trend that appears to be
increasingly pervasive throughout all of medicine, although
her main grievance is the growing amount of paper-
work she now has to fill out for each claim.
For the most part, though, she says she
doesn’t see claims denied for treating
relapses when the submission in-
cludes an explanation of the
patients’ condition and
their urgent need. 

Dr. Coyle also says she
has seen a change in the
health care system, 
particularly from
insurers who use a
“tier system” where-
by patients are not
given the option
for treatment. In

     



these situations, she says it helps to talk to the patient’s provider
management about the need for the treatment in this particular
case. Under these systems, some patients have very high co-pays
for one or more drugs in their formularies. This trend seems to
be sweeping throughout the insurance industries, changing the
benefits for those already participating in the plans and limiting
the options for recent enrollees. 

MS drugs are particularly expensive due to the small patient
population and the amount of research that goes into their devel-
opment, and Dr. Coyle said she hoped as new drugs were devel-
oped this would lead to more competition in the field and hope-
fully drive down prices. However, that hasn’t happened and ther-
apies often cost anywhere from $15,000 to $40,000 a year for
lifelong MS care. “The payers can’t refuse the approved treat-
ments, so they try to put the costs back on the patient,” she says.

UNDER PRESSURE
Practitioners outside of academic settings are especially feeling
pressure from the payers, whether they’re running private prac-
tices or affiliated with philanthropic organizations. Some,
though, have found creative solutions that allow them to get the
care they need for their patients and still get reimbursed for their
trouble. 

G. Kim Bigley, MD, a neurologist in Reno, says one of the
biggest issues he faces are the requirements he has to satisfy to get
approval for MS treatments. “It probably costs me more now to
see a patient because of the time my office people have to put
into paperwork,” he says. 

Another common problem, according to Dr. Bigley, is how
some payers will accept one type of approved treatment but ig-
nore another, which makes it difficult to use trial therapies. “I
had one woman who tried interferon and had liver abnormalities
with this treatment, but for some reason her insurance wouldn’t
cover Copaxone.” He also says the payers are reluctant to handle
newer treatments, such as Tysabri when it was on the market.

In cases where the patient needs a drug that simply
isn’t covered by the patient’s health plan, Dr.

Bigley says he tries to convince patient
and payer alike that the drug is neces-

sary. If a patient works for a large
employer, he asks them to look at

several plans to pick the one that
would offer the best coverage
for his or her condition. When
that is not an option, he has
had patients and their friends
write letters to the insurance

company, asking them to start
implementing this coverage.

“That helps sometimes,” he says.

When he receives denials for specific treatments, Dr. Bigley
says he sometimes seeks help from that product’s pharmaceutical
representative. “Sometimes they help, sometimes they don’t, but
they always try,” he says.

For the most part, though, Dr. Bigley says he handles denials
by writing to the payer, specifying the patient’s condition, the
possibility of relapse, and the need for the treatment. “I try to
direct my letters to what I think insurance companies will ask,”
he says. “I think my staff is good at doing that too.” Pleading for
compassion from the payer is certainly worth a try but be sure to
buttress your appeal with a dollars-and-sense rationale. Explain
how withholding treatment now might make the patient suscep-
tible to relapse or a secondary injury that could require addition-
al costly insurance claims down the road.

While these solutions may sound ambiguous, at present there
is no magic bullet that ensures claim approval from every plan.
June Halper, Executive Director of the Bernard W. Gimbel
Multiple Sclerosis Comprehensive Center at Holy Name
Hospital in Teaneck, NJ, says for her Tysabri was a learning expe-
rience in how different every patient’s plan is. Some received re-
imbursements for the new treatment, some did not, and
Medicare offered to help pay for it if the patient was willing to
make up the co-pay, which was over $400. 

Even when reimbursement is given, Ms. Halper says, it is
usually far less than the work done. For example, if she provides
$200 worth of services, she usually sees about $84. Despite this,
she advocates working with the payers for the patients’ sake. “If
you want to meet the patients’ needs, you have to join as many
HMOs as you can, and many of those contracts low-ball their
rates,” she says. 

While the reimbursements may be low, they are better than
nothing—par for the course with unapproved indications. Most
payers won’t handle the expenses for off-label medications to
treat the symptoms of MS, such as modafinil (Provigil) to treat
fatigue. “This is not a denial for us, but it is for the patients,” Ms.
Halper says. 

PICTURE THIS
Medications aren’t the only big-ticket items getting squeezed by
tight-fisted insurers. For instance, neurologists in all areas of
expertise have been finding it harder to get an imaging claim
authorized and paid for. As Dr. Coyle reminds, “treating MS
patients calls for more MRIs than most other neurology
patients.”

This is largely true because management of this condition
calls for images of both the head and spinal cord, but some pay-
ers balk at having to approve two scans in two locations when
they get a request to authorize two scans in one day. “They gen-
erally will not deny one brain scan if you’re a neurologist with a
good reason, but for both brain and cervical scans, they often
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approve the brain scan first, and then in a later session they’ll
let you do the cervical scan,” Dr. Coyle says, adding that spinal
MRIs often require laboratory approval and possibly even fill-
ing out a questionnaire to specifically point out the need. 

The whole imaging process has made the diagnostic process
more cumbersome and less profitable, according to Dr. Leist.
He fondly remembers the times when he only had to ask for a
scan to have it done. Now he often finds himself seeking prior
authorization before sending the patient in for imaging. “There
has been a very significant change in this area in the last year,
particularly in the last six months, towards requiring certifica-
tion. It takes an inordinate amount of time to arrange a scan,”
he says. “That has made it more expensive without increasing
revenues.”

Dr. Bigley says it has also become harder to secure mobility
devices, such as motor scooters, for patients in recent times. He
attributes this to the recent direct-to-consumer advertisements
for these products driving up the number of claims and prescrip-
tions. “Now Medicare is more stringent about paying for them,
and it takes a lot more time to fill out all the forms,” he says. 

Dr. Coyle also says this is a problem and getting the prior
authorization requires a lot more paperwork. “You may need to
fill out forms or write letters and give great explanations about
why the patient needs a scooter instead of a wheelchair,” she says.

Many times, Dr. Coyle says, this comes down to a descrip-
tion of the patient’s limitations, including the need to be inde-
pendent enough to do such tasks as go to the mall or super-
market. “You may have a patient who can ambulate, but
because of their disease they can’t go a long distance, so they
need a wheelchair, but if it’s a manual chair they would be
dependent on someone pushing them, so something like a
scooter would be a good choice,” she says. But some third-
party payers are aghast at the concept and don’t want to pay
for a scooter—considering it a luxury item—unless the patient
is incapacitated.

YOU CAN’T ALWAYS GET WHAT YOU WANT
Even when you employ every option to get coverage for your
patients’ treatments, you’re likely to run into situations where a
treatment can’t get covered or, even sometimes when it is, the
co-pays are simply too great for the patient to bear. 

In these situations, Dr. Coyle suggests the physician should
take actions to effectively optimize the therapy. If two treat-
ments would be effective and safe for a patient and the only real
difference between them is the cost, she suggest the physician
should consider the cheaper option. She also says it helps to
check if a third-party payer has a special deal with some suppli-
ers and can offer discounts on certain drugs. 

Ms. Halper speaks highly of many of the philanthropic
resources available for indigent patients from pharmaceutical

companies and non-profit agencies. However, Dr. Leist says
many of these programs have stringent requirements that can
exclude many patients who are just over the poverty line but
still get hit with expensive co-pays and high deductibles. This
group often finds themselves having to make some hard choic-
es between paying their daily expenses and their medication to
prevent a relapse. He says some patients will try to “negotiate
their regimens” during this time by not taking their medica-
tion frequently or not at all, so he says it is important to
emphasize the need for compliance for this segment of the
patient population.

Dr. Coyle recommends getting patients in this population
fighting for their rights to be covered by their payers. “It’s
imperative to make the case that treatment instituted early in
MS is preventive, and it could eliminate long-term disability
down the road,” she says, noting there’s only preliminary data
on this due to the relatively brief track record for some of the
MS drugs. Still, the combined clinical experience of many
practitioners seems to suggest early treatment is best. Despite
the costs, insurers should be aware that avoiding disability
could be the most cost-effective strategy. 

TIP OF THE ICEBERG
While getting the appropriate treatment is a big part of han-
dling the MS patient, it is by no means the only point of con-
cern. This condition demands a great deal of patient education,
especially since it is so rare and unpredictable. Unfortunately,
few insurers respect this need or some of the other peripheral
issues associated with this condition. 

Ms. Halper says at her center the nurses spend about 45
percent of their time on the phone, usually fielding calls from
pharmacists but also handling referrals and counseling patients.
Her clinic is not reimbursed for one minute of this time. She
also frequently has her claims to pay for other patient counsel-
ing and education rejected. Since her center is affiliated with a
non-profit hospital, they can often cover this service through
fund-raising. “We’re not getting reimbursed for this but we
have to do it because it’s our job,” she says. Many private prac-
tices, however, don’t have this option, and Ms. Halper says she
is concerned this could lead revert back to a model where a
physician says, “Come in and I’ll take care of you and if you
have any questions call the MS society.”

And she says this still leaves many other issues untouched.
One must still consider how this disease is affecting the pa-
tients’ family and caregivers, who are often struggling to under-
stand what is happening. When patients with advanced symp-
toms require daily assistance from a family member, the condi-
tion has a spillover effect onto the caregiver’s life, increasing
absenteeism at work and lowering productivity. “This is a very
costly disease in many ways,” Ms. Halper says.  PN
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