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ABSTRACT - O b j e c t i v e : to register multiple sclerosis (MS) patients residing in the coastal region of the State
of São Paulo (CEREM Litoral Paulista). Method: Individual interviews with identified cases of MS. R e s u l t s :
81 individuals with diagnosis of MS agreed to come for registration (62 females [76.5%], 19 males [23.5%]).
65% of all patients were residents of the city of Santos. The mean age of these patients was 43 years (14 to
74 years), and the Expanded Disability Status Scale (EDSS) was ≤ 5.5 in 76.5% of the cases. 82.7% of the
assessed patients presented the re l a p s i n g / remitting form of MS. 81.5% of all patients were underg o i n g
t reatment with immunomodulators. Conclusion: Due to their clinical profile, patients seem to come to
CEREM Litoral Paulista for prescription of immunomodulators. There is a clear need to identify other cas-
es in the region and to allow other forms of treatment to be put into practice. 
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Descrição e características dos 81 pacientes em seguimento no Centro de Referência em Esclero s e
Múltipla do litoral paulista.

RESUMO - Objetivo: Registrar os pacientes portadores de esclerose múltipla (EM) residentes na região do
litoral paulista (CEREM Litoral Paulista). Método: Entrevistas individuais com casos identificados de EM.
Resultados: 81 indivíduos com diagnóstico de EM (62 mulheres [76,5%] e 19 homens [23,5%]) concord a r a m
em comparecer para re g i s t ro no centro. 65% do grupo total de pacientes eram residentes da cidade de S a n t o s .
A idade média destes pacientes era 43 anos (14 a 74 anos), e o Expanded Disability Status Scale (EDSS) foi
< 5,5 em 76,5% dos casos. 82,7% dos pacientes registrados apresentava a forma re m i t e n t e - re c o rrente de E M .
81,5% de todos os pacientes estava recebendo tratamento com imunomoduladore s . Conclusão: Pelo per-
fil clínico, os pacientes parecem vir ao CEREM Litoral Paulista para prescrição de imunomoduladores. Existe
uma clara necessidade de identificar outros casos na região e permitir que outras formas de tratamento
sejam implantadas.

PALAVRAS-CHAVE: esclerose múltipla, imunomoduladores, cidade de Santos.

Patients with suspected multiple sclerosis (MS)
a re increasingly being re f e rred to specialized cen-
ters for diagnosis, treatment and follow-up1. The
c h ronic and disabling characteristics of MS are de-
t e rminants of substantial costs2 , 3, since young adu-
lts are often obliged to restrict their economic and
social activities, either temporarily or on a perm a-
nent basis. The direct and indirect costs of MS in-
c rease with the severity of the disease. The advent
of immunomodulatory drugs that may modify the
course of the disease may also have created an ex-
tra burden on the budgets of governmental depar-

tments dealing with public health4. The Consensus
and Guidelines for prescription of these immuno-
modulators are strict and complex5 , 6, there f o re cre-
ating the need for specialized centers to which pa-
tients need to be re f e rred for prescriptions of such
drugs.

Specialized centers for MS care have been cre a-
ted in Brazil in the last decade, and data re g a rdi n g
clinical characteristics of patients from some of
these centers have been published7 - 1 4. With the
recent creation of a Reference Center for MS care
in the coastal region of the State of São Paulo, we
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now have descriptive data on our patients, which
we present here. Our aim is to add to our data to
that of other centers, in an attempt to characteri-
ze MS in Brazil.

Up to January 2002, all patients suspected of,
or diagnosed with MS, who resided in the coastal
region of the State of São Paulo, were being ref e r-
red to distant tert i a ry centers for evaluation. Once
they were evaluated at these specialized centers
and immunomodulators were prescribed, the pa-
tients could continue their treatment in the city o f
their residence, receiving their medication from the
city of Santos branch of the State Health Depart-
ment Pharmacy. 

In January 2002, by request from the State
Health Department of São Paulo, a new center for
MS was created in the city of Santos, attending a
total population of 1,500,000 inhabitants of more
than 20 towns in the region. This center was set
up through an agreement between the State gov-
ernment and the Medical School of Universidade
M e t ropolitana de Santos (UNIMES). In May 2003
our center was acknowledged as a “Reference Cen-
ter” for MS, in an official publication from the Sta-
te government. We then started the process of i d e n-
tifying and registering all cases of MS, observ i n g
their clinical characteristics, and determining pati-
ents’ needs.

METHOD
By request from the State Health Department of São

Paulo, all patients diganosed as MS were re q u i red to
register in our Reference Center. Such registration was
p e rf o rmed by means of a consultation with clinical eval-
uation of the patient (history taking, clinical and neuro-
logical assessment) and review of exams requested by t h e
neurologists in charge of these patients. 

We started the registration by calling all patients
who were already receiving medication for MS, fro m
the Santos branch of the State Health Department Phar-
macy. They were requested to come for a consultation
at a set date and time. All neurologists and neuro s u r-
geons of the region were informed of our center, and
encouraged to refer their patients for registration. The
invitation to patients was made by telephone, and the
reasons for this request were clearly stated to them and
to their doctors. Any other MS patients who could be
identified in the region were also requested to come
f o rw a rd for registration. All interviews took place bet-
ween August 2003 and April 2004. An association of pa-
tients with MS, created at the same time, encouraged
patients to come forward for registration with us.

Upon collecting data from all cases that came for
registration with us, we perf o rmed a re t rospective evalu-
ation of clinical records of these patients.

RESULTS
A total of 83 individuals were identified as MS

patients (63 females, 20 males). Except for two cas-
es, all patients readily agreed to come for the inter-
view and registration at the center. Of the total
g roup of 83 individuals, 65% of them were re s i-
dents of the city of Santos (which accounts for less
than 30% of the population of the region). It is in
Santos that more than 90% of neurologists and
n e u ro s u rgeons of the region live and practice. The
f u rther away from Santos that we looked, the few-
er the numbers of diagnosed cases there were. A
s u m m a ry of the distribution of the population and
the diagnosis of MS in the coastal region of the
State of São Paulo is shown in the Table. It is possi-
ble that, despite diagnosis, some patients from the
region may not be registered with us, though all
e ff o rts were made to locate all diagnosed cases
during this period of registration.

The 81 patients who re g i s t e red with us consist-
ed of 62 females (76.5%) and 19 males (23.5%).
Two patients (2.4%) were dark-skinned of African
origin, two (2.4%) were mulattos and one (1.2%)
was of oriental origin. All remaining patients were
Caucasians (94%). The mean age of these 81 pati-
ents was 43 years (range = 14 to 74 years), and the
Expanded Disabilitay Status Scale (EDSS) was ≤ 5
in 76.5% of cases. 82.7% of all patients pre s e n t e d
the re l a p s i n g / remitting form of MS (RRMS). On a v e r-
age, patients had had the diagnosis of MS for 9
years and the first symptoms appeared, on avera-
ge, at the age of 32 years (range = 14 to 61). The
most frequent and disabling persistent symptom

Table. Number of inhabitants in the cities of the coastal region of
São Paulo, according to the latest census, in comparison to the
total number of diagnosed patients with MS in each of these cities.

City Number of Number of “Prevalence” of
inhabitants cases of MS MS per 100,000

inhabitants

Santos 417,000 52 12.5
São Vicente 303,000 10 3.3
Guarujá 265,000 4 1.5
Praia Grande 193,000 9 4.6
Cubatão 108,000 2 1.9
Itanhaém 72,000 2 2.8
Registro 54,000 - -
Mongaguá 35,000 1 2.9
Bertioga 30,000 1 3.3
Jacupiranga 17,000 - -
Others 206,000 - -

We observe a higher “prevalence” of diagnosed MS in larger cities and,
in particular, in Santos, where most neurologists live and work.
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was fatigue both for men (40%) and for women
(37.7%). Currently, 84.3% of all 83 patients diga-
nosed with MS in the coastal region of São Paulo
are undergoing treatment with immunomodula-
tors, though only 81 of them are re g i s t e red with
us and their clinical data can be discussed. The re-
maining two patients who live in the area but did
not come for registration with us continue their
t reatment in tert i a ry specialized centers in the city
of São Paulo.

The two patients who refused to come for re g-
istration had their immunomodulatory drugs pre-
scribed in another Reference Center, and their
compliance and satisfaction with the tre a t m e n t
could not be assessed. Out of the subgroup of 81
fully re g i s t e red patients, we identified 68 individu-
als in use of immunomodulators (83.9% of our re g-
i s t e red population of 81 patients). Detailed assess-
ment of this group is presented below. 

Patients in use of immunomodulators – This sub-
g roup of MS patients consisted of 53 women and
15 men. The average age was 41 (range = 14 to 6 5 ) .
The total number of consultations with neuro l og i s t s
re g a rding initial symptoms that resulted in no diag-
nosis of MS had been 103 for women (1.9 c o n s u l-
tations per patient without diagnosis) and 19 for
men (1.2 consultations per patient without diagno-
sis). A much larger number of consultations with
other specialties that did not result in diagnosis of
MS was identified, but the patients could not speci-
fy the total number of such consultations. At the t i-
me of the consultation that confirmed the diagno-
sis, all of them received a prescription for immuno-
modulators by their private neurologists.

The median EDSS score was 3.0 for this group of
patients undergoing treatment (range = zero to 8).
Although all patients in use of immunomodulators
had MS diagnosed according to the criteria of
P o s e r1 5, not all of them had clear indication for the
use of immunomodulatory therapy. Regarding gui-
delines and recommendations for the use of immu-
n o m o d u l a t o r s5, we informed the doctors of the four
patients who did not fulfill the criteria for such
t reatment (two cases of EDSS ≥7, and two cases of
elderly patients who had not presented any re l a p s-
es of MS for many years). In all four cases, the doc-
tors agreed to suspen the prescription, using only
symptomatic medication and rehabilitation. 

R e g a rding their expectations from tre a t m e n t
with immunomodulators, only 18.9% of women
and 33.3% of men expected simply a decrease in

the frequency of bouts. A much higher perc e n t-
age (47% of all 68 patients) expected the medicati-
ons to completely suppress bouts, or to allow them
to re t u rn to normal life, to be free of symptoms a n d
even to be cured. Possibly as a result of their expec-
tations, only 10.3% of our patients declared they
were totally satisfied with the treatment.

37.7% of the women and 53.3% of men were
not particularly dissatisfied with the fact that they
had to be treated with frequent injections. Ho-
w e v e r, 47.2% of women and 40% of men claimed
the treatment was painful or troublesome, while
the remainder of dissatisfied patients claimed that
the injections were frightening or complicated to
use. All patients were re q u i red to inject themselves
in the presence of the nurse, and 54% of them did
not perf o rm the injections corre c t l y. A similar num-
ber of patients admitted to “taking holidays” or
“days off” occasionally, so that they could “have a
rest” from the injections.

DISCUSSION 

Registration of our patients showed that diag-
nosis of MS was clearly related to the number and
availability of neurologists in the cities of the re g i o n ,
as well as the presence of health-related faculties.
The city of Santos is the largest in the area, and it is
in Santos that Universities are concentrated. There
is a clear need to identify other cases in the re g i o n
and, from early 2005, a special educational pro g r a m
is to take place in this area of the State.

The higher prevalence of the disease in women
(ratio female: male = 3:1) is similar to that re p o rt-
ed by other Brazilian authors7 - 1 4. The pre d o m i n a n-
ce of Caucasians affected by the disease in our gro-
up seems to be higher than that reported in oth-
er Reference Centers in Brazil7-14.

Patientsregistered in the center tended to be
relatively young, with low EDSS, less than 10 years
of MS, and predominance of RRMS. Rather than
suggesting that our patients present a relatively be-
nign form of MS, this seems to indicate that patients
a re coming to our center for prescription of immu-
nomodulators. Only 13 patients who are not in use
of such drugs are re g i s t e red with us. Although the
R e f e rence Center offers free assessment and tre a t-
ment for speech and swallowing disorders, physio-
t h e r a p y, psychiatric evaluation, ophthalmologic
assessment, relaxation exercises, etc, few patients
make use of such facilities. Those who re g u l a r l y
come to the patients’ meetings and are re g i s t e re d
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with us prefer to continue exclusively for the pre-
scription of the injections of immunomodulators.
Patients from private clinics and other hospitals are
equally interested in medication, giving little atten-
tion to rehabilitation. A special educational pro-
gram is now starting in order to make this point
clear: treatment of MS is not exclusively done by
means of injections of immunomodulators.

Possibly due to unrealistic expectations of im-
m u n o m o d u l a t o ry treatment, 89.7% of patients
u n d e rgoing such therapy were not particularly sat-
isfied with the results. Although these patients
may have fewer or no new relapses of the disease
with such treatment, they may still be dissatisfied
because they had expected much more. Simply by
using the injections (and often using them inade-
quately), 53% of the patients expected cure or
complete supression of relapses.

Results from our Reference Center, specially
o rganized to attend patients residing in the coastal
region of the State of São Paulo have brought to
light a variety of problems among MS patients.
Rather than being exclusively descriptive, re g i s t r a-
tion of patients has pointed out the difficulties we
face in the region and has lead to the implementa-
tion of educational programs for patients and h e a l t h
professionals.
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