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Multiple sclerosis (MS) can affect your
emotions as well as your body.

Although this has been recognised since MS
was first described in the 19th century,! it is
only more recently that we have begun to
understand more about how MS can cause
changes in mood and feelings. There are now
many treatments available to help manage
these often upsetting and difficult aspects of
MS. Medication, talking therapies and self-help

techniques can all make it easier to cope.

Even so, mood, emotional and behavioural
symptoms of MS — which can include
depression — are sometimes overlooked, not
fully acknowledged, or even dismissed as an
understandable emotional reaction to the
condition.? If you experience any changes in
mood, emotions or behaviour, do seek medical
advice. Your health care team can provide help

and support.
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Emotional and behavioural symptoms are different from ‘cognitive’ symptoms,
which affect how your mind processes information, although they can affect
each other. You can read more about cognitive symptoms in the MS Ireland
publication Memory and thinking.

This booklet contains information about a wide range of symptoms that can

affect people with MS. You may not need to read about them all.

Causes of mood changes in
people with MS

The causes of mood, emotional and behavioural changes in people with

MS are not well understood, and a variety of factors can contribute to them.
These factors fall into two broad categories — those that are directly related to
MS, and those that are not directly related to MS. However, it is often difficult
to pin down a specific cause for a specific symptom. It is more likely that a
combination of factors is involved.

It is impossible to predict who will be affected by these symptoms or how.
There is no set ‘MS personality’ and many people with MS do not experience
changes in their mood, feelings and behaviour.3

Factors directly related to MS

MS-related nerve damage

The brain controls both conscious and unconscious actions by sending
messages to all parts of the body. Different parts of the brain control different
things, and the frontal lobe is responsible for the control of emotions and
their outward expression. Regardless of your personality, nerve damage in this
region of the brain can affect the way you feel or react, and can cause you to
behave in a way that seems out of character.4

Psychological reaction to MS
Being diagnosed with MS, and adapting to the changes and uncertainty it
brings, can be very unsettling. It may lead to a whole array of emotions such
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as grief, anxiety, guilt, fear, irritation and anger. There is no right or wrong way
to react, and reactions to the condition will vary greatly from person to person.
Your own reaction will be influenced by how MS affects you, the symptoms you

are experiencing and how you usually cope with what life throws at you.

Factors not directly related to MS

Individual personality differences

Certain emotional and behavioural characteristics may have always been part
of an individual’s personality and may have been obvious before their MS.
Also, some people, regardless of an MS diagnosis, are more susceptible to

emotional changes.

Depression

It is worth remembering that depression is something that affects people
without MS as well. Some people with MS who are depressed may be
experiencing depression for the same reasons that people without MS
experience depression. There are three main points of view about the causes

of depression aside from physical damage to the brain.

e Depression is a medical disease, caused by a neuro-chemical or
hormonal imbalance.
* Depression is caused by certain styles of thinking.

e Depression is a result of unfortunate experiences.

The most commonly held is the view that it is generally some combination of

these three.

Other health conditions

It should not be assumed that all health issues — either emotional or physical
— experienced by people with MS are related to MS. There could be other
health conditions present that bring about changes in mood, behaviour or
the way emotions are expressed. A doctor or MS nurse can ensure a medical
assessment is completed, other conditions are not missed, and the most

effective treatment is found.

Social circumstances
Social, financial and domestic circumstances can also influence emotional
health. If this is the case, you may need to make some practical adjustments

and seek additional help or support.
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Side effects of drugs

Most drugs have potential side effects, and some drugs commonly used to
treat MS and its related symptoms can cause temporary changes in mood or
behaviour in some people. For example: steroids, used to treat relapses, can
cause hyperactivity or depression — and, a steroid 'high’ often becomes a ‘low’
when treatment ends.> 67 Modafinil, sometimes used to treat fatigue, can
cause anxiety or depression.6 Certain other drugs, such as Baclofen, used for
spasticity, can cause unpleasant hallucinogenic symptoms, agitation or altered
moods if treatment is stopped suddenly.> For this reason, when stopping

medication some drugs need to be phased out over a few weeks.

Not everyone will experience these side effects, and many people successfully
use these drugs to manage MS symptoms. If however you think you are

experiencing side effects, consult your doctor who can reassess your medication.
A diagnosis of MS, the onset of new symptoms or increasing disability, can
trigger a wide range of emotions, and it is impossible to describe a ‘typical

reaction’. While there are some common emotional experiences, how each

individual responds will depend on their character and personal history.

Understanding emotional and
psychological reactions to MS

‘MS affects everyone differently and there is no right or wrong way to react
or feel.’

Grief

Life with MS can mean you experience losses, such as the ability to drive, do
certain types of work, or take part in certain social activities. The process of
grieving for these losses varies between individuals, but often includes periods
of shock, fear and denial, followed by anger and frustration, which gives way
to acknowledgement, accommodation and adaptation. This is sometimes
referred to as the ‘cycle of grief’, though this term can be misleading as not
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everyone's feelings will follow this exact cycle and people don’t necessarily
experience all of these emotions. Whatever pattern these feelings follow, they
are all a normal reaction to living with MS. And the period of grief is generally

limited and resolves by itself over time.

However, a period of grief may follow every major loss, and no one will adapt
to MS all at once.8 For example, you may feel you have adapted to living with
MS and have grieved for the loss of your lifestyle before you had MS. Then,
perhaps years later when new symptoms appear or disability progresses,

you find these feelings of shock, fear, denial, anger and anxiety return to be
worked through again. You may also find that while you have got used to
symptoms that you have had for a few years, symptoms that appeared more

recently still cause grief in one way or another.

Shock

A diagnosis of MS leaves many people overwhelmed and unable to connect
to the news or to feelings they have about it. People often say things like ‘It
hasn't really sunk in yet’ or 'l feel stunned’ or ‘numb’. People may experience
similar feelings later in their MS if they are affected by very different or life-
altering symptoms.

During this time, it can be difficult to absorb much information about

the condition.

Fear and denial

It is a common human reaction to keep troubling or frightening issues at arm’s
length. Many people delay fully confronting a diagnosis of MS by denying it is
happening — others find it easier to take control by seeking information

and help.

In the shortterm, denial can be a positive ‘time-out’, giving the space needed
to adapt, but it can become problematic if it persists. If symptoms are not
acknowledged, it can become more difficult to make the practical, emotional
or social adjustments that are needed to manage a situation successfully.
This may result in your not being able to live life to the full, may jeopardise
your own health and safety, and could have a negative impact on others.?
For example, if you develop a bladder problem — which you deny — you may
go on to develop serious complications, which might have been avoided had

you seen a health care professional.
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People may also have unrealistic or exaggerated fears about MS, and these
fears can make it harder to acknowledge and adapt. Talking about the things
that are troubling you, preferably to someone who knows about MS, like an
MS nurse or MS Ireland staff can be reassuring. Gathering information can also
help you to make informed decisions and communicate effectively with health
care professionals, so together you can establish the best ways of dealing with

your particular situation.

Anger and frustration

The realisation that you are no longer able to do something you once could
often leads to anger and frustration. Although these feelings are normal, they
may also be a sign that you are resisting or fighting change. If the change can
be acknowledged, and you begin to adjust to the new situation, you may find
the anger goes away. However, it can take time — often a couple of years — to

adapt and for these feelings to go completely.

Acknowledgement, accommodation, adaptation

Initially it can be hard to adapt to a condition that is as unpredictable as MS,
may progress over time and carries a considerable risk of disability. Many
people find the idea of 'accepting’ or ‘embracing’ their MS difficult, but notice
that, with time, they can acknowledge it and learn to live with it. This process
may be emotionally difficult, but over time you will get to know your own MS
and the way your body reacts to it. You will learn new ways of living with your
symptoms and with the changes MS brings.

People often find there is a particularly difficult time between the appearance
of a new symptom and finding a way of managing it, during which they
become very aware of the things they can no longer do. Once a way of
managing the symptom is found, people often report that they feel more

comfortable with their new situation.

Guilt

Sometimes people with MS find they feel guilty, as if they have let their family
and friends down or are somehow responsible for developing the condition.
They may also feel guilty if they think they have burdened partners or children
with a changing lifestyle or reduced income.
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In addition, family members may blame the person with MS for difficulties that
the condition has created, such as financial or relationship problems. This can
make feelings of guilt worse — both for the person with MS and their family.

It can help if everyone in the family understands MS, so they can identify when

it is the MS, and not something else, that has caused the problem.

Stress and anxiety

Stress is defined as anything that disturbs a person’s emotional well-being,
by creating tensions or strains. As MS is unpredictable and can bring about
major physical, emotional, social and economic changes, it is understandable
that living with the condition can be stressful. However, continued exposure
to stress can lead to further emotional symptoms such as anxiety, and it is
known that this is more common amongst people with MS than the general
population.0 This anxiety can, in turn, cause physical symptoms such as
headaches, palpitations, over-breathing (hyperventilation), increased blood
pressure and muscle tension. Sometimes these physical symptoms may take

the form of "panic attacks’.

Research into the possible relationships between stress, the onset of MS and
relapses has produced conflicting results. But there is currently little evidence
to suggest that stress causes MS, relapses or an increase in relapse rate.12. 13
Stress is, however, a reality of life regardless of whether you have MS or not.
Sometimes families try to avoid stressing the person with MS so much that
they cause further stress, anxiety and guilt. This does not help anyone. In a life
led to the full, stress cannot be avoided. The best approach is to learn how to

manage and cope with stress. Talking therapies can help with this.

Help with adapting to MS

MS Ireland’s home visit service gives people with MS and their family
opportunities to meet with professional regional staff on a one-to-one basis to
ask questions and express any fears or concerns. It also allows our

trained staff to provide information, support and referral when necessary.

Our regional services also provide group activities such as newly diagnosed
days, carer support groups and access to personal development and

therapeutic interventions.

Talking therapies and support groups can also help. MS Ireland’s Regional
services and voluntary Branch structure offers opportunities to meet other
people in similar situations, to share experiences and gather tips and hints.
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MS Ireland also offers a professional, confidential counselling service for those
affected by MS. The service aims to enable people to come to terms with
changes MS may have brought into their lives. There is a time-limited free

service available through our regional services.

The MS information line can also offer immediate support to anyone going

through a diagnosis or having a difficultly with any aspects of MS.

The emotional impact of MS on the family
A family member being diagnosed with MS is a bit like an uninvited guest
coming to stay and not leaving again. Everyone has to deal with it and it may

present an ongoing challenge to the family’s equilibrium.

Family members may also experience feelings of grief and loss as new
symptoms appear or disability progresses. This grief often coincides with the
need to reconsider family roles and dynamics so symptoms or disability can
be accommodated. For example, a child may be feeling the loss of playing
football with their dad, whilst also having to consider how they can help
care for a parent who is now less mobile. This can be emotionally difficult for

everyone involved.

How each family member deals with this will vary according to their own
personality, coping style, how they see MS and the direct effect it has on
their own lives. This means that a family’s efforts to deal with MS is often not
coherent. Instead, the ‘family’s reaction’ will be a combination of the varied,

sometimes conflicting, coping mechanisms of the various individuals.

Open communication is the key to understanding everyone’s emotional needs,
but talking about MS within a family can be difficult. Some people may not
want to talk about painful emotions, feelings, questions or concerns. Others
find it easier to cope with the physical aspects of MS, but more difficult to
discuss the impact of symptoms which they cannot see and find hard to

understand such as those that affect mood, personality and behaviour.

If a family is finding it difficult to communicate, family therapy - a talking
therapy done as a family group — may help. Alternatively, individual members

of a family may find personal counselling or other talking therapies useful.
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It can also be helpful to learn about the condition, perhaps through learning
events where families can meet other people and share experience, or by
joining a wider support network.

Talking therapies

Cognitive behaviour therapy and other talking therapies can help you
overcome depression and other emotional difficulties by providing an
opportunity to talk in a way that helps you understand yourself better.14. 15
Using this understanding, you may be able to work out ways of taking positive
and constructive steps towards improving the way you feel. You may also find
you deal with situations in new ways that make them seem less stressful or
difficult. Talking therapies can also help all those affected by MS to feel less

alone when dealing with distressing symptoms.

Types of talking therapies

Counselling: This allows you to talk about the difficulties or troubles you are
experiencing in an environment that is confidential and without interruption.
The counsellor should respect your viewpoint while helping you deal with
specific problems, cope with crises, improve your relationships and develop
better ways of living. Counselling can help you to gain insight into your

feelings and behaviour, and, if necessary, help you to change your behaviour.

Psychotherapy: This is also a talking therapy and one that tries to help

you understand why you feel the way you do, and what lies behind your
responses to other people and things that happen to you. It goes deeper than
counselling and you may look closely at your past, particularly your childhood,
and your relationships with significant people in your life. Psychotherapy can

be helpful with less severe depression. It can require a long-term commitment.

Cognitive behavioural therapy: This talking therapy focuses on specific,
practical problem-solving techniques. It aims to help you to reassess situations
that you may be misinterpreting. A small research study found cognitive
behavioural therapy significantly improved mood for people with MS.> It does
not always suit people with cognitive difficulties (problems with memory or
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thinking), nor does it suit people who are severely depressed or suicidal.

Self-help groups: These groups, also known as peer support groups, are
usually for people who want to overcome a shared problem. They allow
people to share experience, provide mutual support, and learn from and

encourage each other. There are many self-help groups run by and for people

with MS. Such groups can be valuable when adapting to life with MS, and
can provide day-to-day support. Professional help is, however, recommended
when dealing with clinical depression, behavioural and emotional symptoms,

difficult family adjustment or prolonged grief.

You can find out more about these different types of talking therapies by
logging onto www.yourmentalhealth.ie or www.mentalhealthireland.ie or by

talking to your doctor.

Availability of talking therapies

If you feel you would benefit from counselling, psychotherapy, or cognitive
behaviour therapy, consult your GP and request a referral to a specialist.
Unfortunately, availability of such therapies on the HSE is limited, and varies
from region to region. If you are referred, there may be a waiting list and you
may find you are given very few appointments (generally six to 12 sessions).
If your GP is unable to refer you they may recommend a private counsellor or

voluntary organisation.

Various organisations can recommend accredited private practitioners.
(see page 21).

Emotional and psychological
symptoms

Depression
Many people may loosely use the word ‘depression’ to describe short periods
of feeling down or low, but clinical depression is something much more

10 Mood, Depression and Emotions



1"

severe, which prevents you from functioning normally and continues for more
than a couple of weeks. Perhaps 50% with MS experience this more serious
depression at some point.2 517,18

You are considered clinically depressed if at least five of the following

symptoms are present for at least two weeks:>/18.19

Depressed mood, feelings of hopelessness and despair;
Significantly reduced interest or pleasure in most activities;
Changes in appetite and noticeable weight loss or gain;
Insomnia (inability to sleep) or hypersomnia (excessive sleeping);
Feelings of excessive restlessness or sluggishness;

Fatigue or loss of energy;

Feelings of worthlessness, excessive or inappropriate guilt;

Reduced ability to think or concentrate, or indecisiveness;

O 00 N O U1 AW IN -

Recurrent thoughts of death or suicide.

These symptoms would need to be severe enough to upset a daily routine,
interfere with relationships, or severely impair work. Health-care professionals
will also need to establish that the depression is not linked to another cause

such as alcohol, drugs, medication or bereavement.

Depression is often misunderstood, and as a result a diagnosis may not be
sought out by those affected, leaving this easily managed symptom untreated.
If you think you may be depressed, it is important to consult a health-care
professional as soon as possible. Depression is something you cannot prevent,
and it should not be considered embarrassing or shameful.

Depression and other MS symptoms

Some symptoms of depression are also symptoms of MS, and it can be difficult
to identify what is causing them.20 For example, fatigue can be related to
depression, or may be a direct result of MS, or a combination of the two.

A specialist health-care professional can ensure that all possible causes of

symptoms are investigated fully and appropriate treatment provided.

Disability, progression of MS and depression

In some conditions there can be a link between being disabled and having
depression, but in MS, depression does not seem to be related to how
disabled a person is.2! For example, someone with little physical disability

may experience severe depression and vice versa.
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There is also no clear link between how long someone has had MS and the risk
of being depressed.> 22 For example, someone who is recently diagnosed can
be as depressed as someone who has had MS for many years.

One small study showed that depression rates are greater among people with
relapsing remitting MS than those with primary progressive MS. It is thought
this may be because primary progressive MS is generally diagnosed later in life
when personal and social networks are more developed, and because people
with primary progressive MS do not live with the uncertainty of unpredictable

relapses.23

Nerve damage and depression in MS

Research has also been carried out to see if depression can be directly linked
to MS-related damage in particular areas of the brain. Some studies have
suggested that there is a link, though they also suggest that MS-related nerve
damage is only part of the equation.24 Other factors, including psychological
reactions to living with MS, side effects of medication, individual situations and

social circumstances are also thought to play a part.

Treatment for depression

Where depression is suspected health care teams should complete an
assessment, and draw up a list of factors that may be contributing to it,

for example, pain or social isolation. An appropriate depression management
strategy should then be developed, and further assessment, treatment and

support should be given to ease problems.1

Antidepressants

Various antidepressants are used to treat MS-related depression. Most
common are selective serotonin reuptake inhibitors (SSRIs) such as Fluoxetine
(Prozac), and Sertraline (Lustral). Tricyclic antidepressants such as Amitriptyline
(Triptafen), and Imipramine (Tofranil) may also be used, though these are

less common today as they tend to have more side effects, which can make
other MS symptoms feel worse.2: > Their side effects can include drowsiness,
constipation or difficulty passing urine.6 If you are taking any of these and
think you are experiencing side effects, ask your GP or MS nurse if you can
try a different treatment. Always check with an appropriate health-care
professional before changing dose, or if you are thinking of stopping any
drug treatment.
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Be aware that antidepressants can take six to eight weeks to reach their full

effect and it may take time for you to see the benefits.

Talking therapies

Talking therapies including psychotherapy and cognitive behavioural therapy
might help you develop the ‘coping skills’ needed to deal with depression-
related difficulties.’® For example, such therapy can help you to be assertive to
get what you need, rather than giving up or getting excessively angry.
For more information on talking therapies see page 9.

Research indicates that the most effective treatment for depression in
MS is a combination of cognitive behaviour therapy or psychotherapy and

drug treatment.”

St Johns Wort

Some people like to try complementary and alternative therapies. Research
has suggested St John's Wort (Hypericum extract) might work as well as
some antidepressants in mild depression.> 25 However, it is not an effective
treatment for people with more severe depression. It is not known how

St John's Wort works, and the quality and strength of preparations vary
significantly. As with all medicine it can have side effects. St John's Wort
should not be taken with other antidepressants, and it is known to react
badly with some other drugs. For example, it can make the contraceptive
pill less effective.

You should always consult your doctor before trying any new treatment

and before making any changes to your medication.

Suicide and MS

While most people cope well with MS, there are some who lose the desire to
live. Research to date does not indicate that the level of disability is linked to
the risk of suicide; instead, it appears to be related to depression and social
isolation.”. 26 Overall, the frequency of people with MS attempting suicide is
around seven and a half times higher than it is for the general population.26
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This highlights the importance of openly talking about MS-related depression
and emotional difficulties with your doctor, MS nurse or other member
of your health-care team, and ensuring that it is addressed promptly and

appropriately.

The Samaritans operates a 24-hour telephone helpline offering emotional
support for people who are experiencing feelings of distress or despair
(see page 22).

Bi-polar disorder

Bi-polar affective disorder, sometimes known as ‘manic depression’, is much
less common than clinical depression in people with MS. It is a mood disorder
where moods can swing from extremes — mania (very, very high) to depression
(very, very low). Depressive symptoms are the same as those in depression,

outlined above.

Manic symptoms are a combination of over-activity, with a decreased need
for sleep and racing thoughts, elevated or euphoric mood, and ‘grandiose’
thought content. For some people, euphoria may be replaced by irritability,

and grandiose thoughts by beliefs of being persecuted.

Bi-polar affective disorder affects around 1% of the general population, but is

perhaps twice this among people with MS. Again, the reasons are unclear.20

Research has shown that people with MS experiencing bi-polar disorder react
well to a mood stabiliser such as Lithium.3 More extreme ‘florid’ symptoms,
lasting seven days or more, may require hospitalisation and further drug
treatment. When coming to terms with this symptom, talking therapies can

help change the way you feel about it.

Psychosis

Psychosis is where people are unable to distinguish between what is real and
what is imaginary. This may be more common in people with MS, but it’s still
very rare.20 Treatment with antipsychotic drugs may help.1? But if someone
has psychosis and becomes violent or threatening to others, the family may
become unable to care for them, and it may be necessary to arrange specialist

residential care.
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Mood swings and emotionalism

Some people living with MS describe mood swings, where moods switch
rapidly from one state to another. Others describe emotional upheavals,
like bouts of anger or heightened sensitivity, where they become very
emotional very easily and seem unable to stop. These symptoms affect only

a small minority of people with MS.

Unlike depression or bi-polar disorder, which are common in other health
conditions and have been studied for decades, these much rarer emotional
symptoms have been little researched. As a result, there are few methods
available to help health-care professionals assess them, and they are harder

to diagnose.

In recent years, researchers have begun to define specific categories for
mood swings, emotionalism and ‘affective disorders’ that people with MS
may experience.3 These are described on pages 16 to 19. Even so, you may
experience changes that do not neatly fit into these categories. Instead, you
may recognise characteristics from one or more category, with certain aspects

of some being stronger than others.

Emotional lability

Emotional lability describes a state where emotions and the way they are
expressed can no longer be controlled as they once were. Instead, people
experience rapid ups and downs in their feelings.> People may find their
emotions are easily aroused, freely expressed and tend to change quickly
and spontaneously. For example, you may easily burst into tears or suddenly
get very angry over something, in a way that seems exaggerated or out

of proportion. Whether these outbursts involve crying, anger, laughter or

anything else, they are usually brought on by a specific event.

Emotional lability is often referred to as ‘moodiness’ or ‘'mood swings'.
Emotional lability is however more severe and is thought to be caused by
nerve damage in the brain. It can be difficult to separate moodiness that
may affect a person under a great deal of stress from emotional lability.>
It is therefore important to seek advice from a health care professional to

ensure appropriate diagnosis and treatment is given. A diagnosis can also help

family and friends develop appropriate coping strategies.
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Mood-stabilising drugs and antidepressants such as fluoxetine (Prozac),
can be an effective treatment for emotional lability.2” Others find talking
therapies are beneficial. Alternatively, a combination of both these approaches

may work well.

Uncontrollable laughing or crying

Uncontrollable laughing or crying is also known as ‘affective release’ and
‘pseudobulbar effect’. This is different from emotional lability and probably
affects about 10% of people with MS.2 It is thought it might result from
MS-related damage to nerves in the brain that control the formation,

modification and expression of emotions (the limbic system).28

People with this symptom can find themselves laughing when they are sad,
or crying when they are happy. These involuntary outbursts are completely
independent of their state of mind at the time, are unrelated to events

going on around them, and cannot be controlled. This can be confusing,
embarrassing and upsetting for all those affected, including family and carers.
It can also mean that people do not recognise when someone with MS is
really troubled (because they are laughing), and that real problems are not

taken seriously.

There are mood stabilising drugs available that can help, such as Amitriptyline,
levodopa, and one small study showed fluoxetine (Prozac) to be particularly
effective.2. 29, 30 For some people, symptoms may disappear completely with
the right treatment.

Emotional crescendo

Emotional crescendo, sometimes referred to as increased sensitivity, lies
somewhere between emotional lability and uncontrolled laughing and crying.
With this symptom, people find that relatively unimportant or trivial issues can
easily set off a very emotional response that seems uncontrollable and quickly
reaches a ‘crescendo’. Unlike uncontrolled laughing and crying, the outward

expression of emotions does reflect how the person is feeling.

This symptom can cause problems in relationships, as attempts to discuss
and resolve even minor issues can quickly degenerate into tears, shouting
matches and alienation. Again, it is not known what causes this symptom,
and it most likely to be a combination of factors including nerve damage,

Mood, Depression and Emotions



17

stress and psychological reaction to MS.> Treatment is similar to that for

emotional lability and uncontrolled laughing and crying.

Euphoria

Euphoria is characterised by a persistently cheerful mood, particularly at times
of difficulty. People may seem strangely unconcerned about their ongoing
physical deterioration, and may have a sense of optimism that appears out of
place, given their situation.2 In some people, both their mood and the way
they express their feelings is euphoric. In others, their outward expression of

optimism fails to give the true impression of their inner feelings of despair.

Euphoria is a different 'high’ to the mania that is seen in people with bi-polar
disorder.? It is a fixed rather than fluctuating state, and people with euphoria

do not experience a flurry of new ideas and activities.

It is thought that euphoria affects about 10% of people with MS, and that it is
caused by nerve damage in the brain.> Euphoria is more likely to affect those
in more advanced stages of MS or those with significant cognitive problems.28
While some people see euphoria as a ‘merciful symptom’ that prevents
someone from being sad or unhappy, it is very important that it is recognised
by those caring for a person with MS. Many problems may arise if euphoria is
overlooked and those affected fail to get the necessary support. For example,
if a person with euphoria does not acknowledge the symptoms they are

experiencing, they may not receive appropriate care.
Unfortunately, there is no known treatment for euphoria.2: > However,

explaining the condition to family members, friends and carers can enhance

their understanding, and make empathy and support that much easier.

Behavioural symptoms

There are also various behavioural symptoms associated with MS that are
very rare and little researched. These symptoms overlap with ‘cognitive
difficulties’, which can cause problems with the way thoughts are processed,
concentration, or the way plans are made.
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Disinhibition

Disinhibition is a term used in psychology to describe a lack of restraint which
can show up in several ways, including disregard for social conventions,
impulsivity, and poor risk assessment. Disinhibition is one of the rarest
behavioural symptoms of MS and only a very small percentage of people

are affected.> 31 It is linked to MS-related damage in the brain32 and is a
common symptom following other physical injuries to the brain. In many cases,
disinhibition can be quite mild, but it can also take a more severe form where
people can lose control over their impulses leading to inappropriate behaviour
and a loss of their sense of social rules. They may have little or no awareness
of others’ feelings regarding their actions. For example, someone may make

a hurtful or inappropriate comment, break into a rage, or behave in a sexually
disinhibited manner - all of which they would have considered outrageous
previously. It is important to recognise that people experiencing this symptom

cannot control their behaviour.

Aggression or sexually inappropriate language or behaviour may be controlled
with mood-stabilising drugs.® In extreme cases, hospitalisation may be
necessary for people to receive a more vigorous drug treatment. However,

the need for this is extremely rare.

Disinhibition can leave family members, carers and friends feeling shocked
and distraught. One small study has shown that cognitive behaviour therapy
can help people with MS and their family cope with this difficult symptom.33
Family therapy and other talking therapies may also help.

Lack of insight

In certain situations, some people are unable to understand what is happening
to or around them. Their judgement of safety may not be as good as it was,

or they may have no insight into the way their behaviour affects others.

Again, this only seems to affect a small percentage of people with MS. It may

be linked to nerve damage in the brain.34

This lack of insight can lead to problems, and family, friends or professionals
may have to help the person affected to understand the situation better.
Unfortunately, stepping in can be difficult — this is not because the person with
MS does not want to understand, but because they cannot. Conflicts can arise,
for instance, over driving a car or a motorised wheelchair if it is obvious to
other people that the person with MS is not safe on the road.
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All this can be very distressing for family carers. Family therapy and other

talking therapies can help families to cope.

Lack of initiative

Initiating actions, for example, getting dressed, doing housework and getting
involved in social or leisure activities, is controlled by a part of the brain
called the frontal lobes. If someone has extensive nerve damage in this area,
they may experience a lack of initiative. They may be fine to carry on doing
something once they have begun, but unable to take the first steps towards

doing it alone.

This lack of initiative is generally considered a cognitive problem rather than
an emotional one. However, as apathy and a lack of motivation can also be a

symptom of depression, this symptom is sometimes misunderstood.

It can help if family members understand the problem, as this will help
prevent feelings of frustration and thoughts that the person is just being lazy,
or is "always expecting someone else to do it’. Discussing the situation with
a professional who knows about such problems (such as a psychologist or
occupational therapist) can also help families and carers recognise what the
person can and cannot do. This can lead to new ways of handling situations
and can reduce some of the frustration involved.
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Further information

MS Ireland publications
MS Ireland has a number of publications relating to many aspects of living with
MS. To view and download all our publications for free, log onto our website

WWW.Mms-society.ie.

MS Ireland website and magazine
Keep up to date with news relating to MS by logging onto our website

www.ms-society.ie and signing up to receive regular email updates.

Members also receive our magazine, MSNews.

MS Information Line, 1850 233 233

The MS Information Line is an information and listening service for anyone
needing immediate information or support on any aspect of MS. It is a

confidential service

Regional Services

10 Regional offices around the country provide individuals and their families
a home visit service where our trained staff can answer queries, offer advice
and provide referrals, if necessary. Regional offices also provide a programme
of activities for groups of people; newly diagnosed days, carers support
groups, personal development sessions and a range of physiotherapy and

exercise interventions.

Local Branch Network

MS Ireland has 41 voluntary Branches that provide information and support
to the local MS community. Run by people affected by MS, the Branches
offer many social opportunities to people with MS and their families to come

together and share experiences.

MS Care Centre

The centre provides short-term respite care, therapy services, neurological
assessments and social activities for residents. While staying at the Centre
residents can speak to our many trained professionals including the MS nurse
and the Physiotherapist.

Your neurologist, MS nurse, GP, physiotherapy and other health-care
professionals are also a key source of information.
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Useful organisations

Aware
Helping to defeat depression
Tel: 1890 303 302

www.aware.ie

Mental Health Ireland
Supporting positive mental health
Tel: 01 284 1166

www.mentalhealthireland.ie

Irish Association for Counselling and Psychotherapy (IACP)
For finding a counsellor or psychotherapist
Tel: 01 272 3427

www.irish-counselling.ie

Samaritans

Samaritans are available 24 hours a day to provide confidential emotional
support for people who are experiencing feelings of distress or despair,
including those which may lead to suicide.

Tel: 1850 60 90 90

Grow
Supporting people affected by mental ill health
Tel: 1890 474 474

WWW.grow.ie

Shine
Supporting people affected by mental ill health.
Tel: 1890 621 631

www.shineonline.ie

Out and About
The Association for Phobias in Ireland Out and About (OANDA) is the national

organisation for sufferers of agoraphobia.
Tel: 01 833 8252
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Multiple Sclerosis Ireland

Multiple sclerosis (MS) is the most common disabling neurological disorder
affecting young adults, and we estimate that around 8,000 people in the
Ireland have MS. MS is the result of damage to myelin — the protective sheath
surrounding nerve fibres of the central nervous system. This damage interferes
with messages between the brain and other parts of the body. For some
people, MS is characterised by periods of relapse and remission while, for

others, it has a progressive pattern. For everyone, it makes life unpredictable.

MS Ireland is the only national organisation providing information, support
and advocacy services to those affected by MS, their families, employers,

health professionals and others interested in MS.

* Individual and family support * Professional counselling

e Living with MS programmes, * 41 Voluntary Branches,
activities and workshops nationwide

* Confidential Information Line, * MSnews magazine and
1850 233 233 e-newsletter

* Respite and therapy centre * \Website www.ms-society.ie

e Advocacy and lobbying * Information and research

e National Conferences

You can help the work of MS Ireland by:
* becoming a member (open to anyone);
* making a donation or fundraising;

e offering your time as a volunteer.

Contact information

To learn more about our services or to make contact with local services,
contact our national office:

Multiple Sclerosis Ireland

80 Northumberland Road, Dublin 4

Tel: 01 678 1600

Fax: 01678 1601

Email: info@ms-society.ie

Information Line: 1850 233 233 /f

Web: www.ms-society.ie /M SIreland

THE MULTIPLE SCLEROSIS SOCIETY OF IRELAND
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