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INTRODUCTION
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Sexuality and intimate relationships are a significant part of life 
and well-being. For most people, sexuality and its expression are 
a natural and important component of self-concept, emotional 
well-being, and overall quality of life. Often these topics are not 
easy to discuss. This is true for people with MS as well as for many 
healthcare professionals.

For some individuals and couples living with MS, intimacy and 
sexuality receive little or no priority, and instead their focus and 
emotional resources are concentrated on dealing with other 
problems related to the disease.

Whether a person is in an intimate relationship or not, it is a 
challenge to maintain a sexual identity and take care of one’s 
sexual self-esteem (how one feels about oneself as a sexual being) 
while dealing with a chronic illness such as MS. This is particularly 
challenging in cultures where society places importance on qualities 
that are not always consistent with chronic illness, such as beauty, 
health and independence.

This booklet presents a discussion of intimacy and sexuality, and 
explores the ways MS can affect one’s sexual life. The information 
within provides a basic overview of the issues involved, and it 
is recommended that additional input be sought from health 
professionals where necessary.



SEXUAL CHANGES IN MS
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Sexual changes in MS can best be characterised as primary, 
secondary, or tertiary in nature.

Primary sexual dysfunction stems from changes to the nervous 
system that directly impair the sexual response and/or sexual 
feelings. Primary disturbances can include partial or total loss of 
libido (sexual desire), unpleasant or decreased sensations in the 
genitals, decreased vaginal lubrication or erectile capacity, and 
decreased frequency and/or intensity of orgasm.

Secondary sexual dysfunction refers to MS-related physical changes 
that indirectly affect the sexual response. Bladder and/or bowel 
dysfunction, fatigue, spasticity, muscle weakness, problems with 
attention and concentration, hand tremors, and non-genital changes 
in sensation are amongst the most common MS symptoms that can 
cause secondary sexual dysfunction.

Tertiary sexual dysfunction results from psychosocial and cultural 
issues that can interfere with sexual feelings and sexual response. 
Depression, performance anxiety, changes in family roles, lowered 
self-esteem, body-image concerns, loss of confidence, and 
internalised beliefs and expectations about what defines a “sexual 
man” or a “sexual woman” in the context of having a disability, can 
all be expressions of, or contribute to, tertiary sexual dysfunction.



SEXUAL DYSFUNCTION 
IN WOMEN WITH MS
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Female sexual dysfunction is very common in women with 
neurological conditions, including MS. The majority of women with 
MS suffer from sexual dysfunction at some stage of the condition. 
This is estimated to be as high as 80 per cent, compared to the 
general female population, in which only 20-50 percent of women 
are affected. Sexual dysfunction has a major impact on quality of life 
and interpersonal relationships. For many women it is a physically 
disquieting, emotionally disturbing and socially disruptive disorder. 
In spite of its high prevalence, these aspects of an individual’s 
wellbeing have been considerably neglected until recently, making 
female sexual dysfunction a very important but often overlooked 
symptom of MS. 

HOW THE BODY BEHAVES DURING THE SEXUAL 
RESPONSE

Two basic physical processes occur during the sexual response: 
vasocongestion and myotonia.

	Vasocongestion refers to the concentration of blood in the 
blood vessels and the tissues of the genitals and breasts. 
In women, this inflow of blood causes the clitoris to enlarge, 
the labia to swell, and the vagina to lubricate.

	Myotonia, or neuromuscular tension, refers to the increase 
of energy in the nerves and muscles. During sexual activity, 
myotonia takes place throughout the body, not only in the 
genital region, but throughout the trunk, particularly in the 
breast and chest wall. 
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For women, vasocongestion in the vaginal walls causes vaginal 
secretion to seep through the vaginal lining, moistening the inner 
surface of the vagina. The amount of lubrication or “wetness” present 
in the vagina does not necessarily coincide with a woman’s degree 
of arousal or desire for intercourse. Swelling of the clitoris and of the 
labia also occurs in response to vasocongestion during the excitement 
phase. In addition, the inner two-thirds of the vagina lengthens and 
expands, the cervix and uterus elevate, and the outer lips of the vagina 
flatten and separate. Nipples may become erect, breasts slightly 
enlarged, and the veins in the breasts may appear more visible. 

HOW AND WHY MS CAN AFFECT SEXUAL 
FUNCTIONING

Sexual dysfunction in women has many causes and effects:

	Abnormalities in blood circulation, hormonal state, nerve 
functioning and mental wellbeing may influence sexual 
functioning. 

	Lesions in the brain can interfere with the interpretation of 
sexual stimuli as arousing, while lesions of the spinal cord 
can interfere in the transmission of arousing nerve signals to 
the genitals.

	Lesions in the sacral (lower) spinal cord can also cause 
primary sexual dysfunction, by inhibiting or preventing 
vasocongestion, resulting in diminished or absent clitoral 
swelling and/or vaginal lubrication. 

	In primary sexual dysfunction, MS lesions in the spinal cord 
may make it difficult to sustain clitoral/vaginal engorgement 
during the plateau phase (between arousal and orgasm). 
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	In addition, sensory changes in the genitals can interrupt 
or diminish nerve signals that initiate and/or maintain 
vasocongestion at both the spinal cord and cerebral cortex 
(brain) levels. 

TYPES AND FREQUENCIES

It is known that approximately 80 per cent of women with MS 
experience sexual dysfunction at some time during the course of the 
disease. Some women just stop engaging in sexual relations, while 
others (approximately 40 per cent) have reported that participating 
in sexual relations is significantly unsatisfactory. 

Symptoms most commonly reported include:

	Reduced genital sensation (48%):

	Reduced vaginal lubrication and difficulty with arousal 
(35%); and 

	Difficulty or inability reaching orgasm (72%).

Pain during intercourse is also a frequently reported symptom in 
women with MS, which may be due to vaginal dryness, spasticity or 
sensitivity. 

MANAGING LOSS OF SEXUAL RESPONSE

Where sensation is disturbed in the genitals or lower body areas, 
there are simple and practical things you can do. 

You could start by creating a sensory “body map” with your partner 
and explore the exact locations of pleasant, decreased, or altered 
sensations. This involves systematically touching the body from head 
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to toe (or all those places one can comfortably reach). By varying the 
rate, rhythm, and pressure of touch, you can then be aware of the 
areas of sensual pleasure. Thereafter, altering the pattern of touch 
subsequently in these areas can maximise pleasure. 

Instructing your sexual partner to touch in a similar manner sets 
the stage for rediscovering sensual and erotic pleasure. Increasing 
stimulation to erogenous zones, such as breasts, ears, and lips may 
enhance your orgasmic response. Increasing cerebral stimulation 
by watching sexually oriented videos, exploring fantasies, and 
introducing new kinds of sexual play into sexual activities can 
sometimes promote an orgasmic response.

Experimentation and communication are the keys to maximising 
sexual response and/or pleasure.

Where diminished genital sensation occurs, you can increase 
stimulation through oral stimulation or use mechanical vibrators, 
which are widely available by mail order online (see Other Sources of 
Support on page 35). 

Painful or irritating genital or body sensations can be relieved with 
medication. Amitriptyline (Amitrip®), carbamazepine (Tegretol®) and 
phenytoin (Dilantin®) can be prescribed to help manage this.

It is not yet clear how helpful oral medicines like Viagra or Cialis 
could be for women with MS.  These are targeted at sexual 
dysfunction in men to increase blood flow to the genitals. 

LOWERED LIBIDO

Loss of sex drive, or libido, can be a frequent sexual symptom among 
women with MS. There are currently no effective medicines in New 
Zealand. 
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However, there are reports that sex therapy combined with MS 
symptom management and communication skills training, can 
be successful. This involves re-training behaviour, targeting the 
rekindling of sexual pleasure, aimed at creating a different set of 
behaviours and attitudes to arouse sexual pleasure.  Even when 
libido is not present, the nervous system can still be sufficiently 
intact to respond to sexual stimulation.  

VAGINAL DRYNESS AND TIGHTNESS

Vaginal lubrication may be compromised by MS. The best way to 
cope with vaginal dryness is to apply liberal amounts of water-based 
lubricants (e.g., K-Y® Jelly). It is thought that most women who use a 
lubricant, may not use it in sufficient amounts. If dryness still persists 
even after lubricant use, apply more.

Oestrogen creams may be useful for women experiencing vaginal 
dryness, pain or burning. Another treatment is a vaginal suppository. 
Ask your GP or pharmacist about what is best for you. 

CLINICAL ASSESSMENT

Since the sexual response in women with MS is related to many 
different factors, a comprehensive assessment of all these aspects 
must be taken into account. An evaluation should consist of a full 
medical history, physical examination and pelvic examination. 

Although sexual dysfunction in women with MS often has a 
neurological cause, its evaluation may not always be included in 
routine clinical practice. Sometimes it is possible for a clinician to 
only find out about the problem during a visit based on information 
supplied by the person with MS, and only then begin to evaluate and 
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treat the problem.  Initiating these questions is not always part of 
a healthcare professional’s routine, with the result that important 
information can be missed and problems experienced by the person 
with MS left unaddressed. 

Be sure to mention any problems you may be experiencing to be sure 
you can access the right help.

CONCLUSION

Sexual dysfunction is highly prevalent among women with MS. While 
identification, assessment and treatment of sexual problems can 
be embarrassing and complicated, addressing them is important. In 
this way you can identify and manage the symptoms that can have a 
negative impact on your personal life as well as that of your partner.
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SEXUAL DYSFUNCTION 
IN MEN WITH MS

Sexual activity for men usually requires the co-ordination of arousal, 
penile erection and orgasm including ejaculation, along with the 
many other emotional and relationship components that are integral 
for satisfaction. Direct disruption of nerve pathways controlling 
erection and ejaculation are common. 

ERECTILE DYSFUNCTION

An erection occurs when there is relaxation of the muscle cells in 
the wall of the penile blood vessels and the erectile tissue, leading 
to the penis filling with blood. Relaxation of these muscle cells 
is initiated by nitric oxide (NO) release from nerves coming from 
the lower spinal cord. The messages transmitted by these nerves 
usually arise in the brain and pass down to the lower spinal cord. 

Erectile dysfunction (ED) is the commonest sexual dysfunction in 
men and usually is due to a disease of the vascular or neurological 
systems, but psychosexual influences are also important. ED can 
have a major impact on self-esteem, relationships and general well 
being. 

In men with MS, lesions in the spinal cord that interfere with the 
passage of nerve impulses from the brain may cause ED. The limited 
studies of men with MS indicate that ED is a frequent symptom, 
often affecting younger men and sometimes affecting fertility.
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Possible treatments

If you are a man with MS, let your neurologist, GP or MS Nurse know if 
you are having any erectile dysfunction. If you talk to them about it, its 
impact can be assessed and, if it is considered significant, a full range 
of treatment options can then be discussed with you.  

Treatment is usually erection-promoting medications rather than 
treating the underlying disorder. Drugs used to modify MS progression 
may also help. 

The most commonly-used medications act to enhance the relaxation 
of muscle cells in the penis. Sildenafil, tadalafil and vardenafil all act in 
this way through a similar mechanism. They are generally safe, well-
tolerated medications and observation of their use in MS and spinal 
cord injury confirm a high efficacy, with about three-quarters of men 
experiencing satisfactory outcomes. 

Education about how to achieve the best results, patience and 
perseverance are the most important aspects of the use of these 
medications. They need to be taken at least half an hour before 
sex, but some couples find the idea of premeditating their sexual 
experience off-putting, and this often interferes with treatment. Normal 
sexual stimulation is required to initiate the erection, therefore the 
couple needs to be in the mood for sex. Apprehension about the 
outcome may result in less than optimal results for the first few doses. 
Persistence, medical review and re-instruction are important for 
successful results.

Side effects

Generally safe, these drugs may cause mild headaches, flushing, 
nasalcongestion, indigestion and muscle aches, but these side 
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effects usually do not preclude their use. When the drug sildenafil was 
launched, much was said of possible adverse cardiac effects and this 
may still worry some men and their partners. 

There is a potentially harmful reaction with all these drugs when used 
with nitrates (mainly used to treat angina), and men with active heart 
disease, for whom the level of physical activity during sexual intercourse 
is potentially dangerous, should use these drugs with caution.

Alternative treatments

If these drugs do not work or cannot be safely used, injecting drugs into 
the penis or the use of mechanical aides may be helpful. Prostaglandin 
E1 can be injected directly into the penis. This relaxes the muscle cells 
and usually induces a hard, lasting erection. Significant dexterity and 
common sense are essential for self-injection. Penile pain, nodular 
scarring within the erectile bodies and unduly prolonged erection may 
occur. The dosing regimen prescribed must be followed strictly. 

Some men with partial ED can obtain a good erection using a penile 
ring, usually combined with a vacuum device. The latter draws more 
blood into the penis while the ring, applied after blood flow into the 
penis is sufficient, reduces blood flow out of the penis. If all else fails, a 
penile prosthesis can be implanted so that cylinders implanted into the 
shaft of the penis can be filled from a fluid reservoir in the scrotum.

EJACULATORY DYSFUNCTION

At ejaculation there is widespread muscle contraction in the pelvic 
area that leads to expulsion of the semen and much of the sensation 
associated with the broader response of orgasm. These responses 
are also triggered by nerve impulses that traverse the spinal cord from 
important brain centres. 
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Often, delayed ejaculation and complete failure of ejaculation 
(anejaculation) are caused by disruption of the nerve pathways and 
may be part of a broader orgasmic failure. 

Ejaculatory disturbances also occur in MS, although there is less 
information about the prevalence. Anti-depressant medications (see 
page 31) that may be used in MS often cause ejaculatory problems as 
a side-effect. Some men with MS may develop premature ejaculation 
because of anxiety about their disease. 

Sexual desire

Testosterone is active in several brain centres important for sexual 
thoughts and desire (libido) and low levels of it are associated with 
depression and obesity, both of which can relate to MS. Frequently, 
desire is affected by factors other than the direct physical component 
of the disease, and this is particularly so in MS where other physical 
and psychological factors, such as fatigue, may play a major role.

Possible treatments

Unlike ED, there is no medication that acts directly to improve 
ejaculatory problems or low desire. Emphasis will be on optimising 
physical and emotional wellbeing. The ED drugs are often tried 
where there is difficulty achieving ejaculation and orgasm, as there is 
often a degree of ED as well. In addition, there is usually heightened 
stimulation with a harder erection.  Also:

	Different positions help some men to be more stimulated and 
some benefit from mechanical assistance, e.g. a vibrator. 

	Couples should be reassured that satisfying sex can be 
achieved without full erection and penetration, and that 
satisfaction can be achieved by a variety of stimulating 
techniques. 
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CLINICAL ASSESSMENT

Not all men with ED (or even health professionals) find it easy to talk 
about it, and they may not raise this distressing issue. It is important 
to note that sexual dysfunction is diagnosed by taking a careful 
history; there are no diagnostic tests. Men with MS may have other 
causes of sexual dysfunction and the assessment should take this 
into account. Simple blood tests to exclude diabetes, high cholesterol 
and testosterone deficiency are recommended. Careful assessment 
of the impact of medications and substance use is important.

The importance of assessing both the man with MS and his partner 
cannot be over-emphasised, particularly if initial treatment is not 
successful. This will require more developed skills that not all 
doctors will have. Your doctor may be able to refer you to another 
professional for further help.
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MS changes can affect sexual response by making sexual activity 
difficult physically and emotionally. Symptoms common to MS, such 
as fatigue or changes in muscle tone, lack of coordination or pain, 
can frustrate sexual expression and extinguish desire. Bowel and 
bladder dysfunction can inhibit and cause embarrassment. Cognitive 
changes challenge the most devoted couple, yet in the presence of 
any of these symptoms, it is possible to find creative ways to keep 
the physical expressions of love alive. 

A person who does not feel well or thinks of himself or herself as 
unattractive because of a less-than-perfect body may shun sex or 
find their love life deteriorating. People who are not in a relationship 
may be reluctant to date and develop new love interests. Secondary 
sexual dysfunction often indirectly affects sexual response and ability 
to perform in both men and women with MS. 

Sexual complaints are common in the general population and 
are capable of having a profound impact on quality of life and 
relationships. Adding chronic illness to the picture makes problems 
more likely, yet such concerns and complaints are not always shared 
with partners or health care professionals. Nevertheless, strategies 
exist which can be employed to cope with and manage symptoms, 
promote intimacy, strengthen relationships and encourage sexual 
pleasure and expression.

SECONDARY CAUSES 
OF SEXUAL PROBLEMS
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FATIGUE

This is perhaps the most common symptom reported by people with 
MS, and it can be the most disabling. Regardless of the type or cause 
of fatigue, it can have a negative affect on interest in sex and lead to a 
reluctance to initiate lovemaking, or even an avoidance of intimacy. The 
well partner may misunderstand this “disinterest” and loss of pleasure 
and resent the person with MS. This may come at a time when they are 
assuming additional responsibilities, coping with changing roles or it 
may be perceived as a personal rejection. Often, partners fear hurting 
the person with MS. Effective communication requires that feelings 
be shared and dealt with openly and honestly, thus making it possible 
to explore options for maintaining a satisfactory sexual relationship 
despite physical changes.

What you can do

	Use energy conservation measures to manage fatigue. These 
techniques can be applied to sexual issues as well. 

	Time for intimacy may need to be prioritised, perhaps for the 
time of day when the person with MS has the most energy. 
One couple set up a weekly “date” when both could take 
a long lunch. Planning and anticipating their time together 
during the day when the children were at school became a 
pleasure in itself. 

	Lifestyle changes may need to be made when there are not 
enough hours in the day to accomplish all that needs to be 
done. 

	Simplifying tasks and accepting available help can lessen 
anxiety. Planning for rest time together can lessen fatigue and 
simultaneously meet the need for additional time together. 
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	Medications are available which can be used to counteract 
fatigue, but others actually contribute to it. If medication 
side effects are suspected to be worsening the fatigue, a 
schedule adjustment could provide respite. A dose can be 
timed to allow for more energy when intimacy is planned. 

	If you are taking them, review your disease-modifying 
therapy schedule with your GP, neurologist or MS Nurse who 
can advise and educate about adjustments that minimise 
untoward effects. Also review your other medications in the 
same way. At times, a dose can be skipped or postponed 
to avoid the side-effect that is getting in the way of sexual 
performance or interest.

WEAKNESS

Muscle weakness may necessitate alterations in sexual practices. 

What you can do

	Comfort measures, such as properly placed pillows, provide 
additional support and can be playfully used to “set the 
scene” for romance. 

	Discussing new positions and various expressions of 
sexuality, such as massage or oral sex, can add excitement 
to the relationship and boost, rather than diminish, self-
image. Partners may or may not be comfortable with such 
variations or may be unwilling to engage in “sex play”.  
Both the person with MS and the partner deserve to 
have their sensitivities and willingness to accept or reject 
various forms of sexual pleasuring respected. Rejecting an 
alternative that compensates for limitations imposed by MS 



MS and Sexuality & Intimacy | Page 21

symptoms need not be a rejection of the person, and other 
ideas can be pursued. 

	De-conditioning (weakness from inactivity) can be helped 
by a fitness programme modified to work with the person’s 
physical limitations. Kegel (or pelvic muscle) exercises can 
improve decreased vaginal tone by strengthening the pelvic 
floor muscles.

LACK OF COORDINATION AND TREMOR

Lack of coordination may make sex and sexual expression feel 
clumsy, as can tremor. But besides being awkward, these symptoms 
may also interfere with the couple’s style of having sex. It must be 
remembered that persons with MS still have needs for contraception 
and protection from sexually transmitted disease, but previously-
used methods may no longer be practical. 

What you can do

	A partner may need to help with the condom or inserting 
the diaphragm and it may be difficult to change from being 
a care partner to being a lover. 

	Good communication between partners and advice from 
professionals can minimise embarrassment and maximise 
closeness and pleasure. 

BOWEL AND BLADDER PROBLEMS

Another source of anxiety and distress can be bowel and bladder 
disturbances. These problems go hand in hand with sexual 
dysfunction, since nerve pathways are shared or close to each other. 
Incontinence, or even fear of having an accident, can cause a person 
to avoid sex entirely, thus depriving them of the closeness it brings. 
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What you can do

	There are many ways to deal with involuntary elimination, 
but discussing the possibility of losing urine or stool during 
sex, and having a plan should it occur defuses the situation 
and can allow the couple to manage their concerns without 
spoiling the moment. 

	Bowel and bladder rehabilitation plans can include toileting 
regimens designed for the unique needs of individuals and 
couples. For example, steps such as limiting fluid intake for 
a few hours before sexual activity can be effective. 

	For men, leakage of small amounts of urine can be 
managed by wearing a condom. 

	For both sexes, simply padding the bed well can help 
everyone relax. 

	Another strategy is performing intermittent self-
catheterisation prior to intimacy. This technique serves 
to empty the bladder completely, giving the person more 
confidence that he or she will not be embarrassed by an 
accident during sexual expression. 

Urinary tract infections are common in MS and are sometimes 
aggravated by sexual activity. Proper evaluation and treatment 
of bladder problems can go far to maintaining quality of life and 
independence. In-dwelling catheters make the logistics of intercourse 
difficult but not impossible. 

What you can do

	With advice from a healthcare provider, often the bag can 
be emptied and then clamped for a period of time. 
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	Taping a long drainage tube to a woman’s abdomen can 
avoid pulling and will place the catheter well out of the way. 

	Similarly, a catheter in the penis can be folded back on 
itself, clamped and taped and a condom placed over it all.

PAIN

This can impact significantly on interest in sex as well as 
performance ability. Understanding the type of pain can influence 
the best way to manage it. Muscle tightness, intense itching and 
spasticity may all be called “pain”. Also, medications used to relieve 
pain may add to sleepiness or fatigue.

What you can do

	Medications that bring relief must be well prescribed for 
the type of pain they treat and used in just the right dose 
and frequency to give relief with the least disadvantageous 
side-effects. An extra or well-timed dose before intimacy can 
often provide effective symptom management and reassure 
the partner that he/she is not adding to discomfort.

	It is also important that a symptom such as adductor 
spasms (which cause involuntary pulling together of the 
legs) is not seen as an indication of the person’s interest or 
willingness to have sex. Again, communication is the key to 
avoiding misunderstanding and hurt feelings. 

	Water soluble lubricants can make intercourse more 
comfortable, without predisposing to urinary tract infection.
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SENSORY ISSUES

Changes in sensation can also interfere with sexual pleasure. Non-
genital symptoms such as numbness and tingling can distract and 
discourage either partner. Impaired genital sensations can diminish 
pleasure, while heightened sensitivity may make even the lightest 
touch unbearable. What feels good at one time may be excruciatingly 
painful on another occasion. 

What you can do

	Frank discussion of needs and limitations can avoid 
problems, and simple solutions as well as medications can be 
used to enhance pleasure. 

	Something as easy as ice cubes gently rubbed on a woman’s 
perineum (genital area) can increase sensitivity and pleasure 
and can be used as foreplay.

	Special oils are available which encourage touch and also 
increase pleasure when sensation is impaired. 

	Vibrators can be used alone or with a partner.

MOBILITY

Mobility devices used to compensate for loss of function can also 
damage your confidence and self-image. They may be seen as less 
than sexy. Canes, wheelchairs, braces and walkers are often identified 
with being “sick” or “old”. Spontaneity can be a problem if great effort 
has to be made to get about. 

What you can do

	Asking for help is often difficult. It can be challenging to think 
of oneself as sexually desirable when confronting a body that 
is less than perfect, and requires extra care to maintain. 
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	Adjusting expectations from performance-oriented sex, 
where intercourse is seen as the only desirable outcome, 
can be liberating and allows for pleasuring and sexual 
satisfaction despite the limitations of impaired mobility.

COGNITION

Cognitive changes can be amongst the most potentially damaging 
to the relationship, since they can undermine the person’s sense 
of who he/she is. A partner may feel this is no longer the person 
they once knew. Changes in attention and concentration may be 
perceived as lack of interest or love, and may irreparably strain the 
relationship. Changes in mood, memory loss and depression can be 
frightening, frustrating and sometimes infuriating. All interfere with 
intimacy. Individual or couples counselling may be advised. 

What you can do

	Create a stimuli-saturated, minimally-distracting 
environment. Partners can share what will and will not be 
seen as exciting and what promotes passion and interest. 

CONCLUSION

Many symptoms of MS are invisible while others are painfully 
obvious. All can impact on quality of life and sense of wellbeing. 
While life changes affect everyone, changes from MS can directly 
and indirectly affect sexuality.  Successful management requires 
creativity, communication, patience and resource management so 
that a person is able to maintain his or her sexual identity.
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TERTIARY CAUSES 
OF SEXUAL PROBLEMS

Sexuality is an evolving, overall development of one’s feelings of 
personal identity, wellbeing and self-esteem that involves both social 
and physical relationships. This is an individual lifelong process, which 
is influenced significantly by personal perception, social conditioning, 
cultural and religious factors. 

THE IMPACT OF MS ON SEXUALITY

The onset of MS can alter a person’s perception of himself or herself 
as an individual, altering sexual development and expressions of 
sexuality and it can have a negative impact on sexual and intimate 
functioning. These are known as the tertiary sexual problems of 
MS, derived from the resultant psychological and social changes, 
as distinct from the direct neurological dysfunction (primary sexual 
problems) and the symptoms of MS (secondary sexual problems).

Whilst MS is not a disease of the whole person, it can overwhelm and 
challenge the perception of “self” with negative outcomes in relation 
to sexuality and sexual functioning. People with MS can find it difficult 
to see themselves as being “sexual”, having sexual thoughts, desires 
and needs whilst at the same time identifying with the role of a person 
with a chronic illness. 

Individuals see themselves as complete persons in terms of their 
roles within families, friendship circles, sporting clubs, activities and 
occupations. Any feelings of loss of control over events or unplanned 
changes because of MS can affect one’s confidence and self-esteem 
and alter the dynamics of relationships, especially close and intimate 
ones. 
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The diagnosis of MS, combined with the unpredictable nature of 
relapses and the uncertainty of disease progression, often occurs at 
a time when dreams and plans for the future are being formulated 
and relationships and careers established. The diagnosis of MS may 
well cloud an individual’s expectation of the future. This can result 
in reactions of grief, anxiety and depression, lowering self-esteem 
and reducing confidence. Such feelings may cause reduced sexual 
interest and withdrawal from sexual activity.

The fear of potential or actual disability can have a negative impact 
on the perception of body image. People with MS may feel less 
sexual or sexually attractive. This is particularly evident in cultures 
where desirability is associated with beauty, fitness and health. 
Sexual feelings and sexual activity are not just for those who 
are young and able-bodied, yet this is the message continually 
transmitted by the media. 

Increasing disability can bring with it changes in domestic routines, 
reduction or cessation of employment and reduced social interaction. 
This can be very distressing for those who have seen their primary 
role as the wage earner or the homemaker, for example. Disability 
can also lead to dependency on others for personal care. If the 
partner provides this care it can be very difficult to separate the 
role of carer from that of intimate lover. Visiting carers, nursing and 
domestic services intruding into the home can leave people with MS 
feeling exposed in all areas of their life, with little private time. 

Dealing with the impact of MS and symptoms can leave one 
neglecting the emotional and psychological aspects of life in general. 
Simply attending to the physical needs of life’s daily activities can 
leave little time or energy for emotional contemplation and intimate 
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relationships. This is particularly evident if fatigue is experienced as a 
symptom of the MS. 

It is important to remember that people with MS are not isolated 
and living in a vacuum; their worries and concerns affect others. 
Conflict can become apparent in established relationships if these 
factors are not recognised and addressed with ongoing and honest 
communication. Not uncommonly, resulting misunderstanding, 
resentment and feelings of rejection by the partner occur as they see 
MS becoming the dominant focus.

What you can do

If you experience problems with intimacy and sexuality, you need 
to allow yourself time to assess your overall situation and to feel 
confident about communicating any difficulties to those close to you. 

Whilst this is not always easy, literature about MS and intimacy and 
sexuality can provide you with useful information and help transcend 
any feelings you may have of isolation and uniqueness. (See 
Recommended Reading on page 33). Information is also available 
on treatments and sexual aids. All this information can be useful for 
partners to read and discuss together. 

Deciding on a time and a peaceful setting to talk about problems 
of sexuality helps to create an atmosphere of mutual commitment. 
It is important to be gentle and express feelings without blame or 
accusation. You and your partner should explore the areas of concern 
slowly, listen to each other carefully (as frequently misunderstandings 
and resentment are the result of poor or no communication), and 
respect each other’s opinions. It is important to remember that 
sexuality is not just about physical intercourse. Sexual pleasure can be 
gained, and given, by creating special times, places and rituals. This 
takes time, effort and nurturing.
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It may also be of benefit to seek further help relating to problems of 
sexuality from health professionals. Whilst bringing up the topic can 
be difficult and embarrassing, this can also be so for some doctors 
and health professionals. It is important to find an MS healthcare 
provider with whom one feels comfortable, or seek a referral to 
someone specialising in this area. Going together, and with pre-
written questions, can be helpful and provide the focus for initial 
consultation. 

For health professionals, the key to managing tertiary sexual 
problems in MS is firstly to identify what issues are having a negative 
impact on the wellbeing and sexuality of the individual. 

This includes identification of primary and secondary sexual 
problems, as well as the psychosocial factors and their complex 
interaction. Of prime importance is to recognise the person with MS 
as a whole person in the context of lifestyle, values, roles, desires 
and relationships. 

Management depends on frank and open communication about 
sexual issues. Treatment of any underlying depression and anxiety 
may require medication and psychological counselling and the 
provision of ongoing monitoring and support. 

Counselling can help individuals to explore feelings and facilitate 
discussion in a respectful and professional way. You can identify 
negative emotions such as guilt, anger and resentment, see them in 
context, and work through them, in a non-judgemental environment. 
Here you can discuss topics, perhaps seen as too embarrassing to 
discuss alone, in an open and supportive atmosphere. Strategies 
for improving the situation, or adopting new ways of considering and 
developing sexuality, can be introduced. 
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TALKING WITH HEALTH 
PROFESSIONALS

Below are key issues to bear in mind, in order to discuss this 
important topic effectively while minimising feelings of anxiety and 
embarrassment as much as possible.

	There are no rules for whose “job” it is to discuss sexual 
problems, so talk to the healthcare professional with whom 
you feel most comfortable.

	Remember that there is probably a solution to your 
problem.

	Do not wait until you reach a crisis to discuss problems.

	Write down any questions you have between visits, so as 
not to forget them.

	Keep an updated list of medications to review during each 
visit, as a number of medications can negatively influence 
sexual functioning.

	Ask your healthcare provider for written material that you 
can read on your own and discuss later.
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Some people with MS may experience depression and/or anxiety, 
and medications prescribed for these conditions can affect sexual 
functioning.

The drugs used to treat depression and anxiety belong to a family 
called ‘Selective Serotonin Reuptake Inhibitors’ (SSRIs). Commonly 
prescribed SSRIs include Fluoxetine, Sertraline, Fluvoxamine, 
Paroxetine, Citalopram and Venlafaxine.

If you are taking any of these medications, you may experience:

	Delayed or absent ejaculation

	Decreased libido

	Inability to achieve orgasm

	Menstrual irregularities

Other, less common, side effects include secretion of breast milk, 
painful and persistent erection and irritation/inflammation of the head 
of the penis or the lining of the vagina. 

It is important to let your GP know if you are experiencing any of these 
side effects.

DRUGS THAT AFFECT 
SEXUAL FUNCTIONING
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Sexuality is an important aspect of human life and must not be 
neglected when considering the impact of MS on an individual.

If you have a partner, it is important to maintain open and honest 
communication with them regarding any sexual issues. However 
difficult it may be, addressing problems and working together to find 
the solutions is the key to a quality relationship.

Increasing awareness and acknowledgement of the effects of MS 
on sexuality has greatly improved the management and treatment 
options available for people with MS experiencing difficulties in this 
area.

While this is often a difficult and sensitive subject, discussing sexual 
difficulties with your GP or neurologist is the first step to identifying 
effective strategies to manage any problems, and to support your 
need for sexual expression.

FINAL THOUGHTS
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RECOMMENDED READING

	* Foley, F.W. & Werner, M. (2000) Sexuality on p.281 of 
R.C. Kalb (Ed.) Multiple Sclerosis: the questions you have, 
the answers you need, 2nd Ed. New York:  Demos Medical 
Publishing (ISBN: 1-888799-43-9) 

	* Kalb, R.C., Holland, N. and Giesser, B. Sizing up Sexual 
Symptoms in Multiple Sclerosis for Dummies. pp. 122 -129. 
Wiley Publishing Inc.Hoboken, New Jersey, 2007  

	* Foley, F.W.  (2002).  Sexuality and Intimacy in Multiple 
Sclerosis.  In R. Kalb, (ed.), Multiple Sclerosis - A Guide 
for  families.  New York:: Demos Medical Publishing. (ISBN 
1-888799-14-5)

	Sanders, A.S., Foley, F.W., LaRocca, N.G., & Zemon, V. 
(2000).  The multiple sclerosis intimacy and sexuality 
questionnaire-19 [MSISQ-19].  Sexuality and Disability, 18, 
1, 3-26.

	Foley, F.W. (2004).  Intimacy and sexuality with multiple 
sclerosis:  Part II.  Ft. Lauderdale, Florida:  Multiple Sclerosis 
Foundation (Booklet for patients). Visit http://www.msfocus.
org/publication_booklets.php

* available from the Multiple Sclerosis Society of NZ library.   

Contact us (see page 35) to find out how you can borrow from our library.
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SOURCES OF SUPPORT  
AND INFORMATION

THE MS SOCIETY OF NEW ZEALAND
Each Regional Society has skilled and experienced Field Workers who, if 
required, can assist you in finding the services you need, including:

	working with those newly diagnosed with MS on a one-to-one basis;

	offering up-to-date knowledge of MS and its management;

	providing advocacy and support;

	offering counselling or referrals to appropriate agencies;

	supporting partners, carers, families, friends, health professionals, 
employers and workmates;

	facilitating groups for people newly diagnosed and their partners, carers, 
children, workmates;

	offering assessment facilitation;

	providing social contact, for those who want it, with other people with MS, 
on either a group or individual basis

	liaising with home-based care providers, community health services, 
counsellors, health professionals and Work and Income to coordinate 
client needs;

	carrying out mobility assessments.

Some MS Societies also offer physiotherapy, yoga classes, hydrotherapy at 
local pools and access to Riding for the Disabled, as well as assistive devices 
for daily living.   
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OTHER SOURCES OF SUPPORT

Weka: What Everyone Keeps Asking—about disability
website www.weka.net.nz

  phone 0800 17 1981

Enable NZ

website www.enable.co.nz
  phone 0800 362 253

D Vice - online adult shop
website www.dvice.co.nz 
  phone 0800 739 8697

REGIONAL MS SOCIETIES
09 438 3945 

09 845 5921

07 834 4740

07 571 6898 

07 346 1830  

06 868 8842  

06 835 8542    

06 751 2330

06 345 2336  

Northland

Auckland & North Shore

Waikato

Bay of Plenty

Rotorua

Gisborne

Hawkes Bay

Taranaki

Wanganui

06 357 3188

04 388 8127

03 578 4058

03 544 6386

03 768 7007

03 366 2857

03 684 7834  

03 455 5894  

03 218 3975

Manawatu

Wellington

Marlborough

Nelson

West Coast

Canterbury

South Canterbury

Otago

Southland

MSNZ
PO Box 32124  Christchurch  8147  NEW ZEALAND
Phone 0800 MS LINE or 0800 675 463
Email   info@msnz.org.nz
Website  www.msnz.org.nz

THE MS SOCIETY OF NEW ZEALAND
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