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Sexual function in women with advanced multiple

sclerosis
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Abstract

Changes in sexual function in 47 women
with advanced multiple sclerosis are
described. Twenty eight (59-6%) of the
women reported decreased sexual desire.
Seventeen (36:2%) reported decreased
lubrication. Five (10-6%) others did not
know if they lubricated or not. Eighteen
women (38:3%) reported diminished
orgasmic capacity and six (12:8%) others
had never had an orgasm. Sensory dys-
function in the genital area was experi-
enced by 61-7% of the women and 76-6%
had weakness of the pelvic muscles. Sixty
six per cent had bowel problems and
89:4% had bladder dysfunction. The
changes in sexual function correlated
both with neurological symptoms from
the sacral segments, such as weakness of
the pelvic floor and bladder and bowel
dysfunction, and to other symptoms such
as ataxia and vertigo as well as with age
and the occurrence of amenorrhoea. A

significant correlation was found
between expanded disability status scale
(EDSS) score and cohabitation.

Problems with sexual function were
reported significantly more often by
women with lower EDSS scores. Most
women (83%) found the interview a posi-
tive experience.

(¥ Neurol Neurosurg Psychiarry 1995;59:83-86)
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Symptoms of sexual dysfunction are very
common among patients with neurological
disorders, particularly myelopathies and
polyneuropathies.'* Almost all patients in
advanced phases of muluple sclerosis have
changes in their sexual life.”” Even in early
and mild cases, sexual dysfunction is com-
mon.* " It may be the presenting symptom.
The purpose of the present investigation was
to determine to what extent women with
multiple sclerosis had experienced changes in
their sexual lives and whether the changes
could be correlated to neurological symptoms
and handicap score.

Patients and methods

Fifty seven women with definite or probable
multiple sclerosis treated during the period
October 1989 to June 1991 were asked to
participate in an interview study. The diagno-
sis should have been known by the woman
for at least one year before this investigation.
Patients over 60 were excluded. Forty seven
women (82-5%) aged 21 to 55 (median 46)
years agreed to take part.

The interviews included social, medical,
and detailed sexological case histories. They
were structured and followed a protocol that
was decided on for this particular study. A
separate sheet with answer options was given
to the interviewed patient. There was always an
open alternative to the specified ones if this was
most suitable for the padent. The neurological
impairment in each patient was rated from an
expanded disability status scale (EDSS)."*

Results

SYMPTOMS OF MULTIPLE SCLEROSIS

In 29 (62%) of the patients the first clinical
symptom indicating a neurological disorder
appeared at the age of 20 to 29 years., The
median age at onset of the disease was 26
(range 15-44) years. The median duration of
the disease at the time of the interview was
16-5 (range 2-36) years. Ten (21-3%) of the
women had never experienced any distinct
remissions or relapses of the disease. At the
ume of the interview 76-6% were experiencing
weakness of the pelvic muscles and 61-7% com-
plained of sensory dysfunction in the genital area.
As many as 89-4% of the women had bladder
disorders and 66% had bowel problems.

DISABILITIES

The EDSS score in the whole group ranged
from 1 to 9 (median 6-5). Only three scored
1-2, 22 scored 4-6-5, and 22 scored 7-9,
The patients were divided into two EDSS
groups, those not restricted to wheelchairs
(scores of 1-6-5) and those restricted to
wheelchairs (scores of 7-9).

DEMOGRAPHIC FINDINGS

At the time of the interview 24 women were
married, 11 had never been married, nine
were divorced, and three were widows.
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Twenty nine (61-7%) were cohabiting with a
sexual partner and 18 (38:3%) were not. Of
those who experienced separations, 15 in all,
10 (66-7%) said the disease was an important
reason for the separation. Eleven of the
women did not have children. Thirty six
women had one to four (mean 2-1) children.

At the time of the interview 76% of the
women in the lower EDSS score group and
45:5% in the higher EDSS score group were
cohabiting with a male sexual partner (p <
0-05). Of the 22 women with a higher score
eight had separated from a steady or cohabit-
ing sexual partner, and all claimed that this
was related to problems emanating from the
disease, compared with two of the seven sepa-
rations (28:6%) among the 25 women in the
lower EDSS group (p < 0-05).

SEXOLOGICAL FINDINGS

All women were asked the complete list of
intimate questions concerning sexual experi-
ences. The women who had had neither
orgasms nor sexual intercourse during the
past year, however, clearly had difficulties in
judging quality aspects of their experiences.
One woman did not wish to answer questions
concerning early sexual experiences and
orgasms. Two women declined to answer
some questions about their masturbation
habits. The median number of sexual part-
ners was five (mode one, range one to 50).
The women had had steady sexual relation-
ships for a median of 20 (range 0-34) years.

Twenty eight women had experienced a
diminished sexual desire for a mean of three
(SD 3-4) years (median two, range one
month to 14 years). Two other women had
experienced a short lasting decrease in libido
during the course of the disease. Five women
had experienced a stronger sexual desire.
Seventeen women were experiencing a delay
and some decrease in lubrication. These
changes were associated with a deterioration
of the disease, with loss of menstruation, and
in one case with surgery to create a urostomy.
Three further women had noticed a tempo-
rary decrease in lubrication, one of them dur-
ing treatment with the drug emepronium and
one during treatment with intravaginal elec-
trostimulation for wurinary incontinence.
Sexual desire was correlated with lubrication
(p <0:05) and lubrication with orgasmic
capacity (p <0-001). Of the 30 (63-8%)
women who had ever noticed clitoral erec-
tions during sexual stimulation, six (20%)
had experienced a loss of such erections.
Seventeen (36-2%) women had never noticed
any clitoral erections.

At the time of the interview the orgasmic
capacity had deteriorated in 18 women.
Three further women had experienced a tem-
porary decrease in orgasmic capacity. An
orgasmic improvement was noticed by three
women. In one of them the orgasms were
more easily triggered, enabling her to have
more orgasms. The sensations were, however,
less pronounced. Twelve of the women
(26-1%) had experienced at least one orgasm
within the previous week, 15 women (32:6%)
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within the past year. Thirteen women
(28-3%) had not had any orgasms in the last
year and six women (13%) had never had an
orgasm. In 10 women the orgasmic sensa-
tions were reduced. They were more short
lasting, less intense, or less agreeable. In five
women these sensations were intensified—
that is, they had become longer lasting,
stronger, or more pleasant. In these women a
good orgasmic quality was significantly (p <
0-05) correlated with non-smoking, with
noticed erections of the clitoris, with
unchanged erections of the clitoris, and with
the subjective feeling of having an attractive
body.

Symptoms of weakness of the pelvic floor
as well as bladder and bowel dysfunction cor-
related with changes in lubrication and in
orgasmic capacity (p < 0-01). Sensory symp-
toms from the trunk and genitals correlated
with orgasmic quality (p < 0-05). Vertigo cor-
related with changes in desire, lubrication,
and both orgasmic capacity and orgasmic
sensation (p < 0-01).

When masturbation during the past month
was compared with that a month before the
start of the disease, one woman reported
more frequent masturbation during the past
month, and 20 women (43-5%) less frequent.
In seven women there were no changes, and
18 women had never masturbated regularly.
During the past month 19 (41:3%) of the
women had had no sexual intercourse.
Fourteen women (30-4%) had had sexual
intercourse once or twice and 13 women
(28-3%) three to 10 times (mean number of
occasions 2:1 (SD 2:8) median one, range 0
to 10). One woman could not answer.
Regarding the frequency of sexual intercourse
during the past month compared with that a
month before the onset of the illness, two
women stated that it had been more frequent
and 34 (73:9%) less frequent. When asked
about how many times they would have liked
to have intercourse 13 women (35-1%) said
that they would have preferred not to have
sexual intercourse at all, 13 women (35:1%)
one to four times and 11 women (29-7%) five
to 15 tumes per month. Ten women were
unable to answer. Among the 41 women who
had not masturbated during the past month,
13 (39:4%) declared that they were nort at all
interested in sexual intercourse, 11 (33:3%)
wanted to have intercourse one to four times
per month and nine (27-3%) five to 15 (mean
3:3) times.

Among the stimulation techniques effective
in producing orgasms caressing of the genitals
by the partner was appreciated by most
women (36; 76%), coitus with penile pene-
tration was effective in 18 (38-3%), oral stim-
ulation in 16 (34%), and additional breast
caressing and manual masturbation in 12
(25-5%). A few women enjoyed the use of
devices for stimulation—for example, showers
and vibrators, rubbing against something,
or fantasies and dreams. Enjoyment of the
partners’ genital caresses was significantly
correlated with sufficient lubrication and
orgasmic capacity (p < 0-05). The partner
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manipulation technique was appreciated sig-
nificantly more (p < 0-001) by the women
who had experienced orgasms within the past
year. Oral stimulation was enjoyed signifi-
cantly more (p < 0-01) by women with a uni-
versity education.

CORRELATIONS WITH EDSS SCORES

Women with lower scores in EDSS reported
more significant negative sexual changes
regarding lubrication (p < 0-01) and the dis-
appearance of clitoral erections (p < 0:05).
Experiences of decrease in orgasmic capacity
were also more common in the lower score
group as well as clear changes in orgasmic
sensations. The EDSS groups were similar in
their statements on contentment as regards
sexual experiences as a whole (84% and
81-8%), attractiveness of their bodies (60%
and 50%) and pleasure from their bodies
(73:9% and 75%).

EVALUATION OF SEXUAL INTERVIEW

Forty four women (94%) had never been
asked before to discuss their sexuality in con-
nection with their disease. Thirty nine women
(83%) considered the interview to be a posi-
tive experience. One woman found the inter-
view to be mostly a negative experience and
seven women (15%) expressed indifference to
the whole thing.

ENDOCRINOLOGICAL FINDINGS

At the tme of the interview 16 women
(median age 53 vyears) were no longer
menstruating. Menstruation or oestrogen
replacement therapy was correlated both
with lubrication and to orgasmic sensations.
Age had a stronger influence than menstru-
ation.

Discussion

This is a descriptive and retrospective study
of a selected group of severely affected
women. The question concerning the recall
of sexual experiences from far back in com-
parison with sexual impressions of today is
crucial. There have been a number of validity
studies on agreement between questionnaire
data and medical records. Harlow and Linet"
found that the recall of oral contraceptive use
as well as reproductive events, menstrual his-
tory, pregnancy history, and childbirth was
quite accurate.

Lilius er al’ did not use assessment scales
such as the EDSS, but the neurological char-
acterisation of their patients seems similar to
that of the patients in the present study. The
patients in our study had greater needs of
handicap aids (85%), however, a fact that
probably shows that our patients were more
severely afflicted by the disease than those of
Lilius er al. Minderhoud and collaborators?*
examined only less handicapped patients.
They described the symptoms as moderate or
severe in 40% to 80% of the cases, compared
with 60% to 90% in our study. Lilius et al’
point out the high risk of divorce in patients
with a very poor physical condition. This high
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risk among the more disabled women is also
evident from our study. The results of our
study concerning loss of sexual interest are
much the same (59:6%) as in previous
studies. The problems of lubrication were
greater (36:2%) and the orgasmic problems
were less frequent (38:3%). When the women
who had never had an orgasm were added to
this figure, the sum was greater than 50%,
which is similar to the figures of Minderhoud
er al.’

Weakness of the pelvic floor and also blad-
der and bowel dysfunction correlated with
changes in lubrication as well as in orgasmic
capacity. The finding that sexual disorders
were correlated with neurological symptoms
such as bladder and bowel dysfunction is in
accord with earlier results®’ and shows that
the same parts of the autonomic nervous sys-
tem are responsible for all these functions.
When a woman had sensory disturbances in
her genitals, manual stimulation by her part-
ner seemed to be more effective than oral
stimulation, and the oral stimulation tech-
nique was more effective than coital stimula-
tion in producing an orgasm. The experience
of lost effects of sexual stimulation techniques
could be an informative sign of a decrease in
sexual sensory nervous function. The conclu-
sion drawn by Minderhoud er al* from factor
analyses that motor disturbances are of major
importance for sexual dysfunction could not
be verified in the present study, but the
importance of sensory disturbances, weakness
of the pelvic floor, and EDSS is supported by
our results. Menstruation or oestrogen
replacement therapy were correlated with
lubrication and to orgasmic sensations, but
the age factor had a stronger influence than
menstruation on sexual function.
Amenorrhoea was slightly more common in
the less disabled group of women.

In the present study overall negative sexual
changes were significantly more often
reported by women with lower scores in
EDSS. The women with lower scores had
been more aware of their clitoral erections.
Among the women with lower scores, a
higher number masturbated and had sexual
intercourse compared with the situation
before the disease. More of them had experi-
enced an orgasm within the past year and a
greater proportion lived with a sexual partner
compared with the higher score group. Also,
there was a higher employment rate in the
lower score group.

This study did not include matched
controls from the general population.
Unfortunately it is not possible to compare
our data with those from national survey
studies such as the Kinsey or Janus reports as
these types of studies include no or very few
questions about sexual dysfunction in
women. Only in one previous multiple sclero-
sis study’ was a control group used; 25
women with mild multiple sclerosis were
matched for parity and age with 25 women
with migraine. Only three controls reported
some sexual problems or changes in their sex-
ual life during the past year. One of them had






