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The Pituitary Foundation

The Pituitary Foundation is a charity working in the United Kingdom and Republic of
Ireland supporting patients with pituitary conditions, their carers, family and friends.

Our aims are to offer support through the pituitary journey, provide information to the PimilaTrn;
community, and act as the patient voice to raise awareness and improve services. >

Foundation
About this leaflet

The aim of this leaflet is to provide information about the psychological and social issues associated with the
long-term impact of a pituitary condition and its management (both medical and psychological) as well as provide
some practical advice.

You may find that not all of it applies to you. We hope it helps you to understand your condition better, gives you ideas
on how to manage emotional issues and offers you a basis for discussion with your partner, GP and endocrinologist.
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Listen to people who have a pituitary condition or any
other long-term condition and it becomes clear that
your experiences can be likened to being on a journey.
A journey, which may start at diagnosis, (for some

pre-diagnosis), but will continue throughout the rest

of your life with the condition. This journey can be

thought of in terms of a trip through the unexpected,

unwelcome and sometimes unrecognised terrain of

physical and psychological changes. Following initial

diagnosis, your path can be sidetracked through

unexpected complications and  changes, which [

often delay your attempts to accept and adapt to your ﬂ E

medical condition.

This leaflet will consider the journey beyond diagnosis. It has two aims; firstly, to consider the long-term impact of
a pituitary condition and its management (both medical and psychological); and secondly, to provide a deeper
exploration of the psychosocial impact. This leaflet also introduces you to Cognitive Behavioural Therapy (CBT)
as well as including practical suggestions for coping with the various aspects of your ongoing journey of
adjusting to life with your pituitary condition.

Medical treatment has tended to focus on a recovery journey, but the patient’s return to normality remains
unsupported. It is commonly assumed that once hormone levels return to within normal parameters patients
should experience no further problems, psychological or otherwise. During treatment there can be a transition of care
between the neurosurgeon and endocrinologist where communication may be delayed, which can add to people’s
emotional unrest. Aspects of patient care (basic tests and prescribing) will be managed by the GP, however some
of you have commented that often GPs do not have the expertise you would like and at times this can increase your
frustration as you struggle to make sense of your condition and its impact. This situation is not helped by the fact
that pituitary conditions come in a variety of forms some of which are considered rare. No two patients are alike,
and are unlikely to respond to treatments in the same way; even having the same condition as someone else does
not necessarily mean that you will feel the same either physically or psychologically. This makes management more
problematic and ongoing support for patients by healthcare professionals (HCPs) somewhat more challenging.
So you shouldn't expect that your experience will be the same as other people’s with a pituitary condition, your
experience may be quite unique.
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Fear and Loss as a Long-Term Process:

The (Your) Pituitary Journey

JOURNEY oF CHANGE

‘“\“GSWH|(H HELP or H’NDER-

+Your age & gender, available social support, other life events
« Relationships with Healthcare Professionals (HCPs)

\l/ \l/ \L + Adjustment
Diagnosis 4 N/ 4 + Changed Identity
+ Altered Quality
\/ \/ \/ of Life
Appearance Personality Infertility
Related Changes: and
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We started by talking about your experience of a pituitary condition as a journey. Figure T illustrates this journey, starting with
diagnosis, which some of you might have experienced as an emergency with immediate treatment (surgery) which can cause
great anxiety, intense grief and shock; whereas others of you may have experienced a delayed diagnosis associated with a sense
of not being believed, let alone understood. This may have created tension for you with friends, family and colleagues, as well
as the healthcare professionals you were brought into contact with; and with the tension may have come a reduced quality-of-
life. Progress from diagnosis towards an acceptance of, or adjustment to, the condition can be affected by the physical, social
and psychological consequences of the condition and its long-term management which can be experienced as fear and loss.

“In terms of how | perceive myself I'm not the same and there is some kind of, it’s almost like a sense of loss
for the life | had before because | was very active and did lots of things, and now my job’s in jeopardy, | had
to leave my flat. All those things I've given up. .. | had this life and then it was taken away from me and that
makes me sad.”

A CuaNGED ME. ..

Many of you have talked to us about the changes in your appearance as an outward expression of your pituitary journey, as an
example of what had been lost or changed as a result of the condition. However, some changes were not visible and as such
were ignored. These changes, while difficult to deal with for the individual, leave you looking “normal” and so other peaple do
not understand the impact they have, nor is their significance to you acknowledged. This is especially true of people who might
only be meeting you for the first time and know nothing of your condition.
“Everybody, family and friends, you could see they thought | was going round the bend because they were
saying, “You are still here, be thankful for that.” And | was, “Excuse me, do you want to look like this?” and
they couldn't see it. I could, well they could. They knew it was a vast difference to me”
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Visible differences in appearance included facial and skeletal alterations, obesity and in particular body shapes with
some changes being quite dramatic,

“I looked awful, was 7 stone when | went in 12 when | came out “

“| kept thinking of Sinead 0'Connor, thinking that will be fine. But it’s not of course. When you're 8 stone
it's fine, but when you're 12 (stone), bloated with drugs and with a massive scar it’s not, it's awful.”

“It was all my femininity was robbed in one fell swoop”

You talked about the possible problems associated with buying clothes and shoes; a situation which can be affected by how
others might perceive and interpret your actions:

“I put on 5 stone, in 2 years, very expensive for clothing. Very embarrassing.”

These physical changes can result in negative public comments, reinforcing any negativity you might have about the person
you have become:

“Obviously the public perception is that I'm off eating MacDonalds every 5 minutes. That the reason I'm fat
is because | eat too much.”

Changes to levels of sel-confidence are often related to appearance and internal bodily changes; this for many of you has
produced feelings of low self-esteem and self-worth. With such low confidence trying to accept the changes imposed by the
pituitary condition can lead to frustration and mood swings. However the impact of surgery and ongoing treatment can also
contribute to a positive mood change, often described by yourselves and others as a personality change:

“l was producing massive amounts of growth hormones. It made me quite a super woman. | was doing loads
and loads of stuff”

“My whole character has changed. My whole personality that | am, | think for the better. It's made me
more tolerant and a lot more understanding of other people’s problems. It’s made me a completely different
person.”

How you try and understand who you are shifts during the course of your illness experience. These changes are often difficult
to accept:

“Feelings of being worthless because one is not working and only able to contribute reduced activity in the
home/family environment”
“I'm always tired, in pain and emotional. | feel a failure that | can’t work and earn income. | hate being
overweight. . .low self esteem. . .and the future is scary”
Another aspect of change is being part of a group, “People with a Pituitary Condition” and this for many of you is a group of
people that you do not wish to belong to. Some of you told us that you felt a sense of imposed change, a restriction on your life
choices that even included the amount of control you feel you have in your lives. However, acceptance of being a part of this
new group does provide a much needed source of emotional and information support.
“It’s like being in an exclusive club, one that you don't really want to be in but you really don’t have a choice
it’s this feeling of being completely isolated and alone, and then you realise there are thousands of us across
the UK that all have these conditions and there is a spark when you meet someone”

“You put yourselfin a rather large bubble and it’s with likeminded people and | think to help each other you
take yourself out of normal social life because of your condition.”
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A Beginner's Guide to

Cognitive Behavioural Therapy (CBT)

Cognitive Behavioural Therapy (CBT) is a model which can help us understand how the way we feel depends upon our
thoughts and beliefs (cognitions) and is influenced by what we do (behaviours). We often think the way we feel is a result
of something which has happened to us, for example: someone criticises me and | feel upset. We would then assume that
the same event would cause the same feeling in everyone. However not everyone who is criticised may feel upset, we can
experience different reactions to the same event. So (BT explains the crucial difference is how we interpret the event: it is
what the event means to us. All events are filtered by our thoughts and beliefs about them, this is illustrated in the following
example: Suppose you were out shopping and someone you know ignores you as they pass by. What would you feel in this
situation? There might be several possibilities dependent on your way of thinking:

Thoughts Resulting Feeling
“Oh dear, | wonder what I've done wrong, no-one ever > Depression
seems to want to talk to me, | always lose friends like this” ? or Sadness

“Oh no, what if she sees me and | can’t think of anything > Worry

to say - I'll look an idiot” Anxiety

“Why is she being so rude and stand-offish?” —_— Irritation

“She must still be hung over from that party last night” —>»  Amusement

The behavioural part of CBT suggests that what you do or don't do will affect your thoughts and feelings. So, if we continue
with the example above, if you felt anxious you might walk across the road to avoid the person who didn't see you while out
shopping, but this behaviour might prompt you to think the person really doesn't like you, which could increase your anxiety
and cause you to begin to feel depressed. Alternatively, you might decide on a different course of action; you might walk over
and ask them why they seem to be ignoring you. As a result you might find out exactly what was going on and discover that
the hangover example (in the table above) is the correct explanation. A hangover has nothing to do with you, so your feelings
could change and you could feel more positive. So changing what you do in a situation can have a big impact on how you think
and feel. See Figure 2 below for an example related to managing one aspect of your pituitary condition.

THouGHTS, FEELINGS & BEHAVIOUR

THOUGHTS

“People don't want to be with me
because I'm always tired”

teeLINGS/EMoTions BEHAVIOURS

Isolated and Alone > Comfort Eat, Stay in Bed
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Another aspect to this model is the impact it can have on physiological functioning (i.e. on how your body responds to things)
as shown in Figure 3 where how we feel, plus the negative reinforcing thoughts and unhelpful behaviours can increase the risk
of a physical stress response. This stress response can take one of two forms:

1. acute/sudden: where you have increased heart rate and blood pressure, and rapid breathing, and;
2. chronic/long-term: where you have increased levels of cortisol, altered metabolism, and poor sleep patterns.

For the person with pituitary disease this could make management of the condition all the more difficult, especially if you
are unable to produce your own cortisol. You might start to think “/'m useless, I'm not coping”; you may feel depressed and
worried. You may visit your GP or The Foundation website to get some more information or support; or you might feel angry or
frustrated and withdraw from the people around you; or if you cannot get away from them you may find yourself expressing
your anger and frustration at those around you.

THE PossiBLE IMPACT FOR THE PERSON
wiTH A Pituitary CoNDITION

THOUGHTS

“I'm useless, | cannot get
my symptons in control”

/ \
¥ N
FeeLINGS/EMoTions BEHAVIOURS
Depressed versus Angry > Visit the GP or withdraw
Get angry with others
. Stress & Altered
Anxiety Metabolism

N \TEREDRHYSIOLoGy,

Hormone Fluctuations
Increased Symptons

The following sections will take each of these components and introduce skills to help you
reduce theirimpact on you and your condition management.
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Coping with a Pituitary Condition

Research exploring chronic illnesses states that there needs to be a period of adjustment for the person concerned if they are
to attempt to reduce the emotional impact of the condition. To do this you have to learn to cope with a variety of things which
are part of the package in managing your pituitary condition as well as maintaining a sense of control over all other aspects of
your lives.

Effective coping strategies and skills will help to reduce the emotional impact and help you to come to terms with your
condition. Ineffective coping or a limited choice of strategies can delay acceptance and adjustment on your journey of change.

WHAT o PeopLe wiTH A PituitArY Conpition HAVE T0 Deat (Cope) wiTH?
lliness-related tasks (Body) -

tests, medication, treatment, surgery, hospital and clinic appointments, unexpected
changes to the condition and its ongoing management

Emotional adjustment (Feelings) - the psychological impact of having a pituitary condition, mood changes, worries
about planning for the future

Cognitive adjustment (Thoughts) - memory, concentration, negative thinking in respect of ability to cope

Social interaction (Behaviours) - maintaining relationships with colleagues, friends and family, maintaining a job
and an income, maintaining interests

General tasks (Behaviours) - everyday living, maintaining a job and an income, life events.

Figure 4 below illustrates the many demands (the arrows in the diagram) affecting the person with a pituitary condition
orindeed a person with any other long-term condition.

CorinG wiTH A CHRONIC CONDITION

Work Colleagues Acquaintances
and Demands
7
. Partner Siblings .
Media Public
l\\l 1_//\\ Awareness
-RSONzW,
N PERSONSWITH, 4 «
—_— p —
TUREARYAGONDIOY
Social \//[ 1'\\11 Education
Policy Parents Children
A
Relatives Health Care
and Professionals
| Figured |
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However, core to all of this is the relationship you have with yourself. We all have periods in our life where we are not happy
with who we are and this undermines our sense of selfimpacting on our confidence and esteem. For the person with a pituitary
condition this is often precipitated by an imposed change for example, altered appearance and infertility. This is often further
complicated by your thought patterns in relation to these imposed changes (as demonstrated in Figure 5).

Poor Relationships with the Self:
Low Self Esteem and Self Worth

l

Limited Socialisation and
Communication with Others

This can Impact
further by

“Don’t Know Who | am

P~ o1 What | Want”

|

Self Esteem and
Confid
onfidence *

Declines Further

This Reduces the Opportunity to Meet
and Establish Relationships with Others

\Z

Limited Support Opportunities
and Intimacy with Partners

So establishing a good relationship with yourself is vital if you are to maintain old friendships and develop new relationships as
well as enjoy a better quality-of-life.

In the Psychological Impact of a Pituitary Condition: Diagnosis and Treatment leaflet, we talked about how your condition
had significantly impacted on your mood and emotional responses. This included your fear of the future and your need for
reassurance; your anxiety about possible surgical treatment; feeling angry and unfairly singled out (“why me?"). But with time
and opportunities for your concerns to be addressed, you hopefully begin to adjust to having a pituitary condition. However
new fears and concerns can often then arise, not least because the management of pituitary conditions can become more
complex. There are ways of dealing with these fears and concerns and throughout this leaflet self-help tasks will be included
to tackle these.

If you are newly diagnosed or just starting treatment, you may wish to contact the Pituitary Foundation for the
first leaflet in the series, Psychological Impact of a Pituitary Condition: Diagnosis and Treatment.

However, if some time has passed since your diagnosis and initial treatment, and you feel you are still
trying to come to terms with it, you should contact your endocrine nurse and/or endocrinologist,
or your GP, for a referral to a clinical or counselling psychologist.
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Understanding and Managing Emotion

Research into other long-term conditions confirms what we heard from your journeys, that one of the most difficult aspects
of having a pituitary condition is to be able to understand why emotional changes occur and how to manage them more
effectively. We need to remember that it is common to experience emotions but it is when the emation becomes overwhelming
(for example, the fear associated with a phobia) that we need to find ways to overcome the emotional impact. Mood and
emotion are often used interchangeably but an emotion is situation-specific and immediate, whereas a mood is something
which develops to a non-specific series of events and is more long-term.

This section will focus primarily on four problematic emotional states which affect most people but where those with a
long-term condition are more at risk of long-term exposure; these states are anxiety, anger, depression, and apathy. We do
sometimes adopt ways of behaving which offer protection against unpleasant feelings, however these can become habitual
and block progress towards good adjustment and quality-of-life.

We have also included information on recognising and dealing with Post Traumatic Stress Disorder (PTSD) in this section as
sometimes some of the emotional disruption you may be feeling may be as a result of as yet undiagnosed PTSD.

ANXIETY

Anxiety can be experienced as a feeling of uneasiness where you feel restless and out of control. Some experience fear which is
much more specific and usually directed at a situation (hospital), event (surgery), person (surgeon) or thing (radiotherapy).

“Even after 18 years of suffering with DI, I'm constantly checking that | have my DDAVP (DI medication) with
me when | leave the house — | panic at the mere thought of the terrible thirst and bursting bladder whilst out,
in case there isn't a loo or a drink available.”

We experience fear when we feel threatened. You may be afraid of many things associated with your condition, for example,
the fluctuations in symptoms, meeting people and what they might think and/or say about you. You are likely to feel more
negative if your condition changes and your symptoms are not managed effectively; and more positive when the hormone
levels are balanced and you feel good. This is perfectly normal. Sometimes even though the condition is stable some people
might still feel a little anxious about their symptoms returning. You can recognise this by checking your breathing, which will
become short and shallow when you are anxious. Additionally you may notice that your heart rate might increase so it can feel
as though it is racing which can make you feel jittery and shaky and unable to relax.

SKILLS T0 HELP YOU MANAGE ANXIETY USING A WORRY CHART

One of the key skills in managing anxiety (although sadly unpopular with many people) is to spend some time working out
exactly what tis that you are feeling anxious about. A worry chart is extremely useful in this regard. It can help you to become
clear about what is worrying you. It's easy because it doesn’tinvolve you writing a lot and you can use it to help you understand
a particular situation, or to help you understand what about your life as a whole is causing a problem. Sometimes we can be
beset by a whole raft of little problems. In themselves they are nothing much, but when occurring together they can make
life very difficult for us. Where we have a major problem to deal with, a worry chart can give us a way to systematically work
through all the different areas of our life. It can provide reassurance that not all areas are equally affected. It can also help us
to start to see how we might deal with some of the impact of the major problem by providing a way for us to break it down
into chunks.
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CReATING YOUR WORRY CHART:

On a large piece of paper you need to draw yourself a copy of
the diagram (Figure 6) right. You can change the labels against
the arrows to more accurately reflect your own life. You work
your way round the cloud asking yourself “What is worrying
me about my pituitary condition as it relates to. . . my friends,
my family, etc.” You write the results down on your paper. You
keep going until you've got it all out of your head. What you
do next is up to you. Some people find that just getting it out Lie
of their head is enough. Some people find they want to do  Health

Friends

something about some of the smaller problems so that they \ 2 -
have less hassles to deal with. Some people find they need House Finance
some assistance to help them manage the bigger worries. | Figure6 |

BeinG RaTioNAL AND CoMPASSIONATE ABOUT ANXIETY

Another good strategy for managing anxiety is trying to be rational about the things that are worrying you. It can be good to
imagine that your best friend has just told you about something that is worrying him or her. The something is the thing that
you are worried about yourself. Now, human nature being what it is, when someone we care about tells us something that is
worrying them we seek to reassure them. We try to help them see the problem rationally, “Is it likely that you are going to loose
your job for making one small error on a report?” We will be kind and understanding. However, when it comes to ourselves,
we are quite often very harsh and unsympathetic. This reinforces our negative feelings and makes the anxiety more difficult to
deal with. If you can get into the habit of being as rational and compassionate to yourself as you would be for your best friend
any anxiety will be easier to manage.

STRATEGIES FOR SWITCHING YOUR HEAD OFF

One of the commonest problems reported in relation to anxiety is that the noise in your head is very difficult to switch off.
It comes with the additional delight of lying awake at night with your head buzzing. Switching your head off is not difficult.
Your brain will have shut up while you are reading this. Any time you are immersed in what you are doing the anxious voice in
your head stops. This does not mean you need to turn yourself into a hamster on a wheel, scared of stopping and sitting down
because the voice in your head will start again. Paying attention to the tasks you have to perform each day will certainly help
you to manage the voice in your head. At other times, such as when you are in bed, you can train your mind to pay attention
to other things. So, for example, when | am in bed and my mind won't shut up, firstly [ write a list of all the things that are
rattling around. Then I make an active decision to relax. | pay attention to my physical self and keep bringing my mind back to
pay attention to my breathing. On each out breath | aim to relax my body so that it melts into the mattress. While your brain is
helping you with this task, it tends not to focus on your list of things to do. In fact, all those things that rattle round in your head
are your brain doing it's best to help you. All of those things are important to you. It's doing its best to make sure that you don't
forget any of them. That's why list-making is such a good strategy for managing this kind of anxiety. It puts your brain at ease,
once you have a list it doesn't need to keep nagging you about your list of things to do.
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Understanding and Managing Emotion

ANGER

Anger is the emotion we feel when we are very annoyed or displeased. Itis a strong emation and so it is important to recognise
it to be able to control it and then turn it to your advantage. Anger can be triggered by many things. Your anger might begin
with you feeling frustrated or irritated. This is usually the way you feel when things aren’t going the way you want them to.
You might recognise the following irritations:

« Having to wait to see your doctor when you had an appointment for a specific time
« That despite your best efforts at communicating you are not being understood

+ Your friends and family are taking control of your life and telling you what to do and when to do it
+ Being forced to do something you don’t want to do

These can accumulate and you begin to feel angry. Learning to be aware of why it is you are angry will
help you to deal with these negative feelings and help you to understand your reactions.

SkiLLs T0 HeLp You MANAGE YOUR ANGER
Avoip BeiNg DEMANDING

One of the biggest contributors to anger is our expectations about the way the world ought to be. For example, in your head,
everyone is always polite, everyone knows the highway code and obeys it at all times, no-one is ever late, etc. In the real world,
people are so lost in their own world they don't always realise that you've held the door open for them and so don't realise that
they have not said thank you; people drive to new areas and while knowing the highway code may lane drift simply because
they are distracted by trying to work out where they are; people get stuck in traffic and cannot help being late. Demanding
that the world run itself according to the rules that you have got in your head is a fast track to feeling permanently irritated,
frustrated and angry. If you become aware that you are feeling irritated, get into the habit of asking yourself, “Why am | feeling
like this? How did | want this situation to go?” If you can learn to identify what it is that you are hankering after, you can learn to
let go of the version of events in your head and you can lose the irritation before it has chance to grow into anger.

Look ArTER YOURSELF

It is never a good idea to try and have certain conversations, or to keep working when you are feeling hungry, thirsty, tired or
unwell. Your capacity for tolerance and for paying attention is greatly reduced at these times. The same is true for all peaple.
Getting into the habit of eating when you are hungry, having a drink when you are thirsty, having a rest when you are tired
and not taking on too much when you are unwell can ultimately help you manage your anger. Having a pituitary condition can
leave you feeling tired and unwell, but you will have good days and bad days. Your emotions will be more stable if you can stick
within your limits on your bad days.

Stop CRiTiciSING AND COMPLAINING

When | was introduced to this technique | thought it would be very easy to do. It's turned out to be like the other techniques,
you have to practice it. Basically it promotes a generally positive frame of mind, by forcing you to recognise when you are being
critical and complaining. This should come with a bit of a warning. There are some situations where it is necessary to complain,
however, being constantly critical and complaining about all aspects of you life tends to leave you more vulnerable to emotional
upheaval, especially anger and depression.
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DEPRESSION

Depression, or periods of very low mood, is likely to affect most people with a long-term and/or chronic condition. People with
a pituitary condition are no exception. Dealing with the various pituitary conditions can make you feel:

« Completely helpless

« Exhausted

« Socially withdrawn

+ Unable to enjoy anything
Many people may not even be aware that they are depressed and often it is friends and family who are the first to notice and
comment. Depression is a very unpleasant feeling of despair and can range from being a mild problem to a very severe one.
Very depressed individuals may feel that the whole world is against them and life feels like a constant struggle.

SympToms oF DEPRESSION INCLUDE:

77
Excessive amounts of hopelessness 7 \}
Anger K\

Sadness and despair

Inability to eat, or eating too much }”
Food cravings, especially high fat or high sugar foods

Inability to sleep at night, or sleeping too much \
Wanting to burst into tears for no reason

Lacking energy

Not wanting to be around other people at all

&

The more symptoms you experience the more likely that you are depressed and that you need to take action. A bout of
depression can start from one specific thing that makes you unhappy but which then leads on to a chain reaction. So it is
important to be able to recognise the process and try and stop the reaction taking you deeper into a depression, from which
some find it hard to recover. Being fed up is different from being depressed and it is often difficult to identify which is which at
the time. What is important is dealing with it as it happens and this is an essential part of coping; don't wait in the hope it will
go away on its own. It might be useful to have a chat to the endocrine nurse or your GP if you feel persistently low.

AspPEcTS OF HAVING A PiTuiTARY CONDITION MIGHT BE
CausING THE DEPRESSION SUCH AS:

« Dealing with the impact of the surgery and then radiotherapy

« Managing the condition 24/7

« Dealing with relationships with others

« Dealing with appearance-related changes

« Dealing with the long-term consequences: physical, psychological and social
« Having to accept your condition is lifelong
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Understanding and Managing Emotion

SkiLLs T0 HeLp You MANAGE DEPRESSION
SELF KNOWLEDGE

Learning to identify your early warning signs is key in managing depression. Some people are lucky and only have one episode
of depression in their life. However, some are less lucky and having had it once, find that it keeps recurring. It doesn't really
matter what triggers it, what matters is being aware that you are starting to show signs of it and then taking action to prevent
it going any further.

TRy 10 WATCH YOUR THINKING HABITS

If you are aware that you have a tendency to exaggerate somewhat you might be more at risk of developing depression. Being
accurate in your descriptions may not seem like much fun, especially when larger-than life descriptions can make events seem
dramatic and important, there are times when this tendency to exaggerate and catastrophise can get you into trouble. It might
be a joke to say to your friends, “You wouldn't believe how bad this was,” before telling them a story about dropping your mobile
phone and breaking it, but if you are habitually thinking this way it can leave your brain feeling constantly overwhelmed and
vulnerable to depression. The best thing you can do is to keep your dramatic descriptions for relating stories to your friends and
stick to describing your every day life in terms of facts and evidence. For example, “/ had one difficult conversation with the boss
at work today”, rather than saying to yourself, “/ had the day from hell”

Use Your SensEs

Pleasing your senses is a very pleasant way to generate positive thoughts and feelings. Here are some suggestions as to how
you can do this:

» Find something you like the smell of - there is evidence that this is one of the most
powerful mood improving things that you can do

» Listen to some nice music

» Massage your hands and feet

» Do something creative

» Find some photographs or postcards that make you feel happy or positive and
pin them up round the house, by your desk, and/or put them in your diary

» Spend some time on your hobby
DistrAcTION FROM ISOLATION

One of the symptoms of depression is isolation. You generally don't feel like going out and socialising as it is often requires too
much effort. Try these suggestions to be with people:

» Listen to the radio )

» Phone a friend and have a ready excuse to end the call when you've had enough ¢

(for example, “Got to go, someone has just knocked on my front door.”)

» Meet up with a friend to watch a film or DVD
» Do an exercise class or take up a sport where you don’t have to talk to others, you can just take part

™
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Outboor DisTRACTIONS

It is easy to stay indoors when you feel depressed. This is particularly easy to do in winter when it is cold outside. Some
people get depressed in winter because they do not receive enough sun. This is called Seasonal Affective Disorder (SAD). The
following suggestions may be helpful in dealing with this:

» Tryand get outside at least once a day
» Spend time in natural surroundings

» Tryto walk to the local shops or take your dog for a walk,
if you've got one

APATHY

Do you ever feel you lack interest in things you used to enjoy doing or motivation to engage in social activities? This is defined
as a state of indifference - where an individual has an absence of interest or concern to certain aspects of emotional, social, or
physical life. Itis also referred to in the following ways:

« An absence or suppression of passion, emotion, or excitement
» Alack of interest in or concern for things that others find moving or exciting

You might be more familiar with the term “voter apathy” where politicians find that the general public is so indifferent about
the political situation that few people turn out to vote.

SKiLLs FOR MANAGING APATHY
TALK T0 OTHERS

Apathy is closely linked to low self-esteem and feelings of low self-worth and often precedes a depressive episode. If you
recognise these feelings or someone close comments about how you are behaving, consider talking to someone, a trusted
health professional, the endocrine nurse or a good friend and explore why you might be feeling this way.

Some people find it helpful to ask themselves “what is good about life?” and “what might need improving in my life?" Using
these questions can help them to identify what it is that is making them feel so completely switched off. The next stage is
finding ways to address the problem. Often recognising and talking about the problem can help improve your self-confidence
and repair your self-esteem.

IGNITE YOUR PAssioN

Learning about something is one of the most powerful things you can do to improve your self-esteem, self-confidence and
beat apathy. It doesn’t matter what it is you learn, just as long as you are passionate about it. However, you need to get over
the idea of doing something to excel at it. People with good levels of self-esteem and self-confidence are open to letting
themselves try things, just to have the experience. It's not about how well you do, it's about finding something out about
yourself without worrying what other people might think about you. As adults we can find ourselves hampered by this habit
of making comparisons with others, and with worrying about what others might think. Since it is a habit, you can choose to
change it. So, find something that you are passionate in learning about, whether it's stamp collecting, reading, or steam trains
and it will help you overcome your apathy.
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Understanding and Managing Emotion

WoRrk oN YOUR RELATIONSHIP WITH YOURSELF

One of the most important relationships we have throughout life is the one with ourselves. You may well be familiar with the
idea that a good marriage requires a lot of work in order to keep the relationship functioning well, and different amounts of
work are required at different times. Well, working on your relationship with yourselfis also necessary. The simplest description
would be to treat yourself with the same love, respect and understanding that you extend to others. This is not about turning
yourself into an egotistical maniac, it's about respecting what your body can (and cannot do) and caring for it appropriately,
it's about taking the time to identify how you feel about things and respecting your opinions as being as equally important as
other people’s opinions. More on this topic is available by contacting The Pituitary Foundation.

It is important to understand a pituitary tumour can have a profound impact on your ability to function properly and to
maintain an appropriate psychological state. For example, altered levels of cortisol can express itself as extreme depression
and excess growth hormone can lead to severe mood swings. Hypothyroidism and other neuroendocrine abnormalities are
associated with changes in consciousness, impaired mental abilities such as impaired memory and concentration, or sometimes
distressing changes in behaviour. Equally fatique, infertility, sexual dysfunction and other physical symptoms can present as
major adjustment challenges.

Post Traumaric STress Disorper (PTSD)

This can occur in patients who are very shocked by their diagnosis, or treatment, but it may be quite sometime before they
actually realises they need help with this. For example, having brain surgery can be traumatic for some individuals and result in
PTSD. The trauma may not be picked up at the time and if untreated the symptoms can cause problems for years.

SYMPTOMS

Not all of these symptoms need to be present for a diagnosis of PTSD to be made.
« Flashbacks of the traumatic event, which may feel like you are back there
and re-experiencing the event

+ Intrusive memories, where thoughts about the event pop into mind during
the day without being actively recalled by the person

+ Dreams or nightmares about the traumatic events

+ Feeling distressed when you come across something similar and it may feel like
your whole body is responding

« Actively avoiding thoughts, feelings, conversations, activities, places or people
that remind you of the trauma

+ Incomplete memories for all or part of the event
« Feeling detached from other people and an inability to think of yourself living in the future
« Hyper-alert, looking out for anything that may be of danger. You may also have

an exaggerated startle response if someone or something makes you jump
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Depression & PTSD

After a traumatic incident, individuals can often feel depressed, down and hopeless. They find they have little interest or
pleasure in doing things. They may find it difficult to sleep because of traumatic memories, or they may find that they sleep too
much. They may feel tired and have little energy. They may eat too much ortoo little. People who are depressed often feel bad
about themselves, feeling they are a failure and have let people down. Often they have trouble concentrating, and may find it
difficult to read a book or watch TV. They may find that they are slowed down, or the opposite restless and unable to keep still.
Most of all people who are depressed may feel suicidal and wish they were dead, often to get away from their memories.

Anxiery & PTSD

After traumatic events, the brain goes into hyper alert to look out for danger in order to protect you. This becomes generalized
into everyday life and soon even everyday things may seem scary. Some people experience extreme anxiety in the form of
panic attacks. In the severest form, some people become so anxious that they can no longer leave their home. This is called
agoraphobia, or fear of fear.

Ancer & PTSD

Iritability and anger can be symptoms of post traumatic stress. People may find they are more irritable mainly because they
find they cannot cope with stimuli such as noise, too many people or too much to do. This is because the brain is so hyper
aroused by the traumatic memories that it feels like it cannot cope with anything more. It feels overwhelmed. Intense anger
is a way of keeping away from the traumatic memories. Being angry prevents a person from feeling the intense anxiety and
helplessness of the situation. While this works for the person in a limited fashion, it prevents the person from confronting the
feared situation and also prevents the fear reducing in a safe environment.

Coping wiTH PTSD

PTSD is best worked through with a professional rather than trying to attempt a self-help route. Below are some ideas:

1. Some people find that counselling helps them. For others talking through the traumatic event just
makes them more traumatised than they already are

2. Cognitive-behavioural therapy (CBT) can work very well for PTSD. It works on adjusting the thinking
patterns that are helping to maintain the depression, hyper-arousal and anger and helps people
move on

3. Emotion skills training can also help individuals with PTSD, this approach teaches individuals how
to stay with the emotions associated with the event, rather than avoiding them, thus helping the
body to process the memories and the emotions and reducing the impact of them. There are several
different types of emotion skills training: EMDR (Eye movement desensitization and re-processing);
EFT (Emotional Freedom Technique); the Sedona Method

4. Some individuals find that mindfulness works well for them. Mindfulness is a meditation technique
where you learn to live completely in the present moment by training the mind to be able to notice, but
not get involved in, thoughts and memories as they pass through the mind
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Cognitions: Impaired
Memory & Loss of Concentration

Everybody forgets things from time to time. The majority of the time, the things that we tend to forget are the things that we
feel do not matter to us. The things that we tend to remember most easily are the things that are important to us - like a special
birthday. However, some people seem to have better memories than others and some people are more forgetful than others.
For a person with a pituitary condition (in particular hypopituitarism) the loss of key hormones (for example, TSH/Thyroxine
and/or ACTH/cortisol) can impair memory and your ability to concentrate. However often treatment for the condition (Surgery
and radiotherapy) can also affect memory and concentration.

We know there are certain situations which can affect our memory and make us more forgetful than normal.
These include the following:

1. Poor concentration o -
If our ability to concentrate is poor then we don’t notice things as much, and are ) '
unable to retain things as we would normally. Poor concentration can also be . 0 2

aresult of simply being bored or tired (fatigue). Equally it can be a symptomof @ |
depression and anxiety, as we become preoccupied with negative thoughts

2. Depression

Some people with depression will have slowed thinking which can make
it difficult to:

- retain what people say in conversations;

« find the right words to use; and

- respond to what people might ask you to do
When a person is feeling low or depressed they view the world in a more
negative way and they can view their memory functioning in the same way. You could talk to your
doctor if you think that you are depressed or you could try one of the self-help strategies listed in the
depression section. As mood improves a person’s cognitive functioning will also get better

3. Physicalillness
Recovery from surgery and treatment and generally being ill can influence our ability to concentrate
and retain memories. An underactive thyroid can slow down the body's functions, including the brain,
and can make you more forgetful

4. Age
Remember as we get older it often becomes harder to remember things, and many people over the
age of 50-60 experience this problem, so it’s normal and it’s not usually the onset of dementia! What
happens is, as we get older our ability to process information gets slower. It can become harder to
learn new skills and our short-term memory may get worse and will show itself in various ways, the
most common being forgetting the names of people we have just met. Evidence suggests that using
our brains more may counter this age-related decline in memory function. So, doing things such as
reading novels or poetry regularly, doing quizzes and crosswords, socialising with others, and/or
learning new skills may help to keep your memory in good shape and improve concentration
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STRATEGIES T0 BoosT MEMORY FUNCTIONING

What can help our ability to remember? These are some tips that people have tried to manage their memory in their daily

lives.

Keep Routines - Performing activities on similar days and at similar times can help to reduce
forgetfulness

Write Things Down - External memory aids such as diaries, calendars and notepads can help to record
appointments, social events, and provide somewhere to note down what you want to discuss with your
healthcare professionals (HCPs) and what you want to get while you're out at the shops

Electronic Devices - Mobile phones, pagers and electronic organisers can help with organisation of
to-do lists, appointments by setting alarms to remind you of when things need doing

Talk to People Close to You - Check with family/friends to see if they have noticed a change in your
memory. Find out if there is anyone who could help to prompt you to remember information

Boost Concentration - Try to reduce distractions when learning new skills or information, we do much
better when we are in quieter environments for these kind of tasks. Think about what is your best time
of the day to do things and when you will not be interrupted

Key Facts - When reading information from books or watching a film ask yourself questions about
what you have been reading or watching. The most common questions to use are “who?”, “what?” and
“where?”

Remembering Names - When meeting new people, repeat their name in conversations. Try to use
association to make their name more relevant to you such as “Happy Helen”

Depression/Anxiety Strategies - Strategies to improve mood can be useful for enhancing memory.
Exercise, addressing negative thoughts and eating certain foods such as oily fish have also been
suggested to improve memory

Medication - Keep medication in the same place every day. Medication boxes or setting alarms can
help people to take multiple tablets each day. To know if you have taken your tablet, it can be handy to
put only the tablets out that you need or have a chart to tick off each day once you've taken the pill

UseruL WEBSITES:

MIND: www.mind.org.uk/information/booklets - Lok for “"How to cope with memory loss”.

HeADwAY: www.headway.org.uk - A charity that helps individuals manage any head injury or brain damage.
MenTAL HeaLTH FounDATION: www.Mhf.org.uk - Lok for the healthy eating and depression booklet.
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My Body: Fatigue, Sleep Problems & Pain

FATIGUE

You have told us that fatigue is experienced reqularly and is possibly the most debilitating consequence of having a pituitary
condition. The medical definition of fatique is a feeling of weariness, tiredness, or lack of energy. It is considered to be
different from drowsiness. Drowsiness is described as the need to sleep, while fatigue is a lack of energy and motivation.
However drowsiness and apathy (a feeling of indifference or not caring about what happens, see page 14) can be symptoms
of depression.

Fatique can be a normal and important response to physical exertion, emotional stress, boredom or lack of sleep. However,
it can also be a nonspecific sign of a more serious psychological or physical disorder. When fatique is not relieved by enough
sleep, good nutrition or a low-stress environment, alternative explanations and assessments are needed. In fact because
fatigue is such a common complaint, sometimes a potentially serious cause (such as a pituitary condition) may be overlooked.
The pattern of fatigue may help your doctor determine its underlying cause. For example, if you wake up in the morning rested
but rapidly develop fatique with activity, you may have an underactive thyroid or hypopituitarism. Hypopituitarism can also
lead to exhaustion on waking. In addition, if you wake up with low energy levels and are fatiqued throughout the day, you
may well be depressed. Therefore if you are experiencing fatique it is important to discuss this with your doctor or consultant
endocrinologist.

SKiLLs FOR DeALING WiTH FATIGUE

Itis really important to manage the energy that you do have wisely. The following skills can help you with this.

Deverop some HEALTHY/HELPFUL WAYS OF THINKING

The way you choose to think about things influences how you feel about them. The emotions we experience come with energy
attached to help us to deal with the situation. The stronger the emotion, the more energy is provided to deal with the situation.
If you are routinely increasing your emotional response to situations by exaggerating how you describe things, for example,
then it might be helpful to consider adopting the following simple strategies:

1. Stick to describing situations using facts and evidence - boring, but the pay-off in energy conservation
makes it well worthwhile

2. Try to deal with actual situations as they arise. Your new mantra for dealing with situations that are yet
to happen, but that are causing you concern: “/ don’t know what will happen, but | can be comfortable
with finding out.”

3. Try to think of yourself as your own best friend. Stick to talking about yourself and others in a way that
you would not be ashamed to hear shouted from the rooftops

4. Practice generating positive thoughts by choosing to focus on the things that you can be grateful for

5. Stop criticising and complaining except where it is useful and appropriate - it generates a lot of bad
feeling and wastes a lot of energy
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ProBLEM-FOCUSED COPING STRATEGIES

Emotions are information about a situation that basically inform us that there is some action we need to take. If you are feeling
a particular way, get into the habit of asking yourself: “Why am I feeling like this?" We often experience irritation when things
are not going the way that we want them to. If that's the case, then you need to ask yourself why it's so important that things
happen in a particular way. Most of the time it doesn't matter how things happen - it's the end result that is important.

CLEARLY IDENTIFYING YOUR NEEDS

Don't think about purple elephants - you are, aren't you? That's because your brain doesn't really register the negative, it
focuses on the subject of the sentence. If you say to yourself, “/ don't want to be angry with Helen”, your brain hears “be angry
with Helen”. As a general rule people are very good at saying what they don't want, but that's not really a good strategy to
adopt. It's far healthier, and less energy-zapping, to get in the habit of being clear about what itis you do want. Itis also a useful
strategy to adopt when talking to other people, including children.

View LiFe As A LEARNING QPPORTUNITY

If you view life as being a struggle, where other people cannot be trusted and where you are fighting your corner the whole
time, it's anxiety-provoking and energy-zapping. If you view everything that comes your way as an opportunity to learn, then
you reduce the amount of energy you are expending. Learning is something that humans are good at. We are naturally curious
about the world and how it works, about ourselves and other people. Learning about things is good for your self-esteem and
self-confidence and boosts feelings of well-being. Learning increases resilience and makes it easier to deal with the stress
associated with the changing world in which we live. Ranting at the Universe because we don't like something is energy-
draining, learning the lesson about what we can cope with, how we are capable of growing and changing and adapting in the
face of difficult situations is far more life-affirming and easier to manage.

SLeeP PROBLEMS

Sleeping can take up about a third of our lives and it varies in amount and quality from one person to the next. There is no
pattern which is normal for everyone. However, most adults (aged between 20 and 65) sleep for about 7-8 hours at night.
However, there are short sleepers who may only sleep a very few hours a night, and there are long sleepers who may need
more than 10 hours per night. Being a short sleeper does not mean you have insomnia, neither does being a long sleeper make
you lazy.

Sleep consists of several stages, ranging from very light dozing to very deep sleep, which occur in a cyclical pattern throughout
the night. Everyone has several short awakenings during the night, but these are often too short to be remembered, i.e. less
than a minute or so. As we get older, i.e. once we are in our thirties, our sleep pattern will change and the awakenings get
longer, and so our sleep becomes less “efficient”. Some people have the illusion that they are awake all night because when
they wake up they focus on the time on the clock. If you turn the clock away from you, this is much less likely to happen. There
are some unfortunate people who dream they are awake and thus wake up in the morning feeling awful. There are also people
who dream that their alarm has gone off and they are up and about when in fact they are still in bed. This phenomenon is
known as “false awakening”.
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My Body: Fatigue, Sleep Problems & Pain

If the quality of our sleep is poor this can impact significantly on our daily activities and our overall quality-of-life. Sleep
problems in people with pituitary conditions are fairly common, and range from insomnia (difficulty initiating or maintaining
sleep, or not getting as much sleep as you would like) to hypersomnia, or excessive sleepiness during the day.

If you are having problems it can be worth keeping a sleep diary for a month to discuss with your GP to help identify the
possible cause of your sleep problems.

SKILLS T0 IMPROVE SLEEP
CoNSISTENCY

Go to bed and get up at the same time every day. Your body likes routines. You can programme it by
doing the same things when you go to bed each night. Eventually, as you start the routine, your body
and brain will recognise it and will start to switch off ready for sleep

« Stop eating and drinking stimulants such as chocolate and coffee at least 4-5 hours before bed - it can
take that long for your body to clear them out of your system. If you've been having a lot of problems
sleeping you might want to stop drinking caffeine at lunch time

« Try and make sure you get enough physical activity during the day so your body and brain are equally
fatigued and avoid napping if possible

AcTiviTies THAT PROMOTE SLEEP

Not eating too much during the evening. A small amount of carbohydrate before bed can make
you sleepy, for example, a small bow! of cereal

Doing things that you enjoy and make you feel generally contented

If you're going to exercise in the evening make sure that the more vigorous it is the longer you have
to recover before you go to bed

Have a warm (not hot) bath, the temperature drop your body
experiences after the bath simulates

the temperature drop that your body experiences while you
sleep
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Beproom

Make this room a warm, friendly and inviting place to sleep. Banish unsuitable books,
work-related items etc. Avoid being too hot or too cold. You should change your bed or
mattress at least every 10 years. Turn the clock away from you if you worry about
remaining awake. If you can see it when you wake up your brain will keep
registering the time, turn it away and you won't have anything to focus on when
you wake. Keep noise levels to a minimum but if there is noise use it to help you

to sleep. If you were already asleep your brain would incorporate the noise into
your dreams to keep you sleeping. By listening to the noise and letting your brain
play with the sound it can actually help you get off to sleep.

MinD Your LANGUAGE

We seem to appreciate a good night’s sleep in our society, and yet our sleep can vary depending on what we've done during the
day, whether we are fighting off a bug or not, and so on. One of the worst things you can do is to lie in bed saying to yourself,
"I must go to sleep. I've got to be up in the moming. | must go to sleep.” All those musts are a form of demanding language
that imply to your brain that if you don't go to sleep some seriously bad consequences will follow. Your brain views this as
something that it must protect you from and so it activates your fight and flight response. Not the most helpful thing it can do
when you're trying to go to sleep. Once you've activated your stress response it's going to take your body a good 20 minutes to
reset itself so that you can go to sleep. So, if this is a habit with you, you need to break it. Stopping and resting is good enough.
The less you stress about going to sleep the easier your brain will find it to sort itself out. Don't demand of yourself that you
sleep now. Just create the right environment for yourself and enjoy relaxing and resting. The sleep will happen when your brain
is ready, and not before.

Worry Hour / De-JUNKING YOUR BRAIN

This is for those people who find that they keep waking up with their minds racing
with things to do. Every few weeks take a piece of paper and divide it into two
lengthways. On one half write down all the things that you keep waking
up thinking about, it doesn’t matter what they are. Against each one, on
the other half of the paper, write down one thing that you could do that
would start to help sort out the problem. It can be as simple as finding
out some information. Your brain will think that you are dealing with the
problems and will only wake you with the ones you forgot!
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My Body: Fatique, Sleep Problems & Pain

Pain
CHronIc PAIN CoNSEQUENCES & SELF-MANAGEMENT STRATEGIES

Pain can be the result of having a pituitary condition or as a consequence of having multiple health problems. Pain may be
experienced as a feature in specific parts of the body or as a general pain over the whole body. Some individuals experience
tenderness and swelling of the joints making it difficult to walk. The level of pain may vary from day-to-day or even from
hour-to-hour. These symptoms can affect a person being able to manage everyday living activities from going to work,
shopping and doing housework. It can be frustrating and distressing to be unable to undertake activities that you used to take
for granted. When pain is severe it can affect your ability to concentrate.

The way your pain affects your ability to undertake daily tasks will influence what type of treatment or support you may
receive. Your GP will monitor your symptoms for a period of time to determine if the pain will ease. They may give you pain
medication to help you manage the pain. If there is no improvement further medical investigations may be necessary to gain
more information. Pain clinics are available to support patients with chronic pain, to find effective pain relief and strategies to
help cope with the pain.

STRATEGIES T0 HELP You MANAGE PAIN

+ Pain Medication - Following the guidelines from your GP or pharmacist about medication can prevent
severe episodes of pain

+ Medical Treatment - Ask what is available to help manage your pain from your GP

« Pace Yourself - To reduce having good and bad days try to keep to the same level of activity each day.
Resist the desire to carry on with tasks as if you are not in pain. Work out how much you can do without
increasing your pain

+ Ask Others for Help - If there are tasks that cause pain find out if others will be able to help.
For example, when shopping ask the supermarket for someone to help carry the shopping to your car

+ Acceptance - One of the most distressing elements of chronic pain is the loss of functioning and
reduced quality-of-life. As such it maybe difficult to accept your current limitations and there is the
desire to return to normal functioning. This may take time and for some people a return to “normal”
functioning becomes an unlikely event. Therefore people need

to find a way to manage this uncertainty and establish ways to —_
maintain a sense of control of this new situation s |A | =

+ Record Your Pain - To get a better perspective of the pain = =
intensity and impact on your life, keeping a record of activity —

and level of pain. Record how you feel after carrying out the
activities. This will help to understand what activities may make
your pain worse
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MINDFULNESS

Mostly when we are in pain, we make it worse for ourselves by tensing against the pain. It may seem counterintuitive, butif you
can practise focussing your entire attention on the pain it can reduce in intensity. Learning to breathe with the pain and having
a dial in your head which you gradually turn down as you breathe can help you to manage the pain. Mindfulness is a useful
technique to learn to help you practice focussing your attention and has been proved to be very useful in helping individuals
with chronic pain conditions to have reduced pain and increased quality-of-life.

HypNOTHERAPY

Some people find that hypnotherapy can help them learn to manage pain.

UseruL WEBSITES:

THe BriTisH PAIN SocIETY: www.britishpainsociety.org
NHS CHoices: www.nhs.uk/livewell - Website that gives information on how to remain healthy.
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Dealing with Infertility,

Impotence & Low Libido

LiBipo & IMPOTENCE

Having a pituitary condition (in common with most long-term conditions such as diabetes or arthritis) can challenge sexual
and or intimate relationships. Sex is something to be enjoyed to provide pleasure, however for those living with a long-term
condition it can be something to be feared and avoided. Fear of bringing on a health emergency or increasing fatigue can
dampen desire for both partners.

Sex is however more than sexual intercourse; it is the opportunity to share physical and sensual emotionality. Exploring your
sensuality with your partner can open up communication and strengthen your relationship. Making love s often spontaneous
providing a special intimacy which releases endorphins (the feel good hormones). However for people with a pituitary condition
where hormone deficits prevail, the desire for sex (libido) fluctuates and becomes dependent on hormone replacement
treatment. This can make the process mechanical and something to be planned. Psychologically this and the loss of fertility
can compound the lack of libido.

Emotional and mood disturbances can be major contributory factors to low libido and intimacy levels. Disturbances resulting
from the impact of the condition and the continuous management of the symptoms, can affect both you and your partner.
Your partner might feel responsible for exacerbating your symptoms and quilty at their perceived selfish behaviour. So open
communication and discussion is vital. Also remember that things may have changed for your partner too. Some partners of
patients may perceive their partner differently and may be cooler physically and emotionally. They are trying to adjust too.
Desire and/or libido is a two way thing. Pressure in the form of anger, variable moods, frustration and sulking from the non-
patient partner can drive any crumb of libido out of the window for the person with the condition. The partner in some cases
expects the patient post-surgery and on replacements to be OK now. You need to keep the communications open so that it
does not have the chance to escalate into a sheer blank wall of absolutely no libido.

“as Mrs Nil Libido | have been made to feel extremely quilty over the past six years and have received many
accusations of ‘coldness’ etc by my soon to be ex-husband (my choice®©) and although | am in my late 40's
[ would love to have just a smidgen of libido back....... ho hum!”

A changed self-image and reduced self-confidence can be major barriers to developing/sustaining a person’s sexuality. Altered
appearance through hormonal and structural changes to the skeleton; metabolic changes that alter body shape; problems
with continence; and loss of fertility can contribute to feelings of being unattractive. With these perceptions people will avoid
sexual situations or even thinking about sex; suppressing thoughts can often lead to depression, which further reduces libido,
which can deepen the depression, a vicious cycle. Depression can be managed and there are ways to explore and improve your
sensuality and intimacy as well as overcome the fear during sex.

Ways 1o Hep you Cope with Low LiBiDo

Manage your stress and depression
«Try to share what you are feeling with your partner
- Talk to your endocrine nurse and consultant about what help is available

Ensure with your endocrinologist's help that your sex hormones are not under-functioning
and that your other hormones are balanced
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Ger 10 KNow (AND Love) YouRrsELF AGAIN

Having a pituitary condition may have changed the way you feel about yourself pretty much completely. If you don't take some
time to understand how you now feel about yourself and resolve some of the more difficult feelings you might be harbouring
towards your body for the way it has been behaving during your treatment then that can cause a sizeable block in your ability
to be intimate with anyone else. Can you find a part of your body that you actually do still like (despite all the changes it might
have gone through)? Can you lear to extend that liking to the rest of yourself? Can you learn to acknowledge that you are
more than just a physical being and that who you are is just as important as what you look like? In order to be able to really love
someone else, you need to be able to love yourself.

(Re-)LearniNG wHAT Turns You ON

In terms of sex, what turns you on now may well have changed because your body feels different to you in some way. In order
to have a sex life you may have to be open to the fact that it will be different than it was before. Different shouldn't imply better
or worse. You need to spend some time thinking about what you want and need. If you can't turn yourself on, what hope has
your partner got? If you need to spend some time “warming up” with thoughts of Daniel Craig or Halle Berry, your partner
doesn't need to know.

CHaNGE Your DeriNiTIONS oF WHAT COUNTS AS SEX

We tend to think of sex in terms of full penetrative sexual intercourse, but sex can be whatever you want it to be. Are there
things that you could do with your partner that might be classed as sexual? Do you need to find some ideas from a good sex
manual or two? Also remember that if you're not in the mood for making love, sometimes just doing it can actually get the right
mix of hormones flowing for things to work. Obviously, if you're really angry or resentful it's not going to work.

LearN 10 CommuNICATE WiTH YOUR PARTNER

Resentment can block desire more effectively than having your mother-in-law in the house! Fear of being rejected can also
block any possibility of any action occurring at all. Sex can be a difficult subject to talk about, even more difficult than money.
A good use for sex manuals is in starting discussions. The fact that you've gone to buy one will say a lot to your partner about
how important this is to you. You can leave the page open or put a post-it note on the page you've been thinking about trying.
If you're not sure where to start then try a book by Tracy Cox (there are some suggestions of useful titles below). There aren't
any hardcore images, and they are very readable.

A selection of books by Tracy Cox:

« Supersex

« Hot Sex: How to do it

« Kama Sutra

« Hot Relationships: How to have one

« Superdate: How to be one, how to get one
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Dealing with Infertility,

Impotence & Low Libido

INFERTILITY

This can be very difficult emotionally and socially, in fact research indicates that the psychological stress experienced by women
with infertility is similar to that of women coping with long-term and life-limiting conditions such as cancer, HIV, and chronic
pain. Infertility is therefore not an easy condition to cope with, often hampered by other people’s lack of understanding and
comments like, “your anxiety is causing your infertility”. For many people and especially for those with a pituitary condition this
is just not true. In fact most recent research studies into the causes of infertility make no connection between levels of anxiety
and rates of infertility. Many of you who contributed to the various research projects (2006 UWE/Pituitary Foundation Needs
Analysis, the 2006 Infertility Project, and the 2007 Patient Satisfaction Survey) suggested that the emotional impact of being
infertile can feel overwhelming and create intense feelings of grief and distress.

SoME oF THE FEELINGS YOU HAVE EXPERIENCED & CONTINUE T0 EXPERIENCE INCLUDE:

Loss: You may feel a sense of loss for the child or children you imagined having one day. You may also
feel that you're missing out on the experience of parenthood or the act of having a biological child.
You may feel that life isn't normal and for some there is no purpose to life

“I've also been infertile so | found myself in my mid thirties with no job, and no family, so I guess

it’s a case of well where’s my sense of purpose?”

“...the sense of worth, | mean certainly for women. .. .you lose your job, you get married,

you don't have children, meeting people through children, well, what am I here for? What's the purpose of
life?”

«Anger and Jealousy: You may feel angry at life in general. You may also feel angry at or jealous of

those able to have children

Shame: Many women have said that with their diagnosis of infertility they began to feel less
feminine; while most men are made to feel less masculine. For some there is a sense of being less
perfect than those who can have a child without assistance

Lack of Control: For some this may be associated with a sense of losing control since any treatments
offered cannot guarantee a positive outcome and these treatments are dependent on the expertise
and skills of others

Infertility can put tremendous stress on your relationship, with research showing that couples dealing with infertility are more

Ways 10 HeLp You Cope witH FERTILITY

With the complex feelings surrounding infertility, effective coping skills are essential. The tips below may help you to manage
and reduce emotional distress you might be experiencing:

« Acknowledge your feelings: Holding everything inside does not help. It actually takes more mental

energy to hold your feelings back than to express them. Allow yourself time to feel the sadness, anger,
and frustration

- Seek support: Whether through friends, professional counselling, groups or online forums, finding

somewhere to talk with people who understand and can help you feel less alone

Practice relaxation: Learning how to relax and calm yourself can help when feelings get intense and

during treatments. Complementary therapies like acupuncture, yoga and relaxation technigues can be
useful in facilitating coping and reducing distress

- Talk to your partner: Talk about your feelings together. Keep in mind, though, that men and women

cope with stress in different ways. Women are more likely to express their sadness, while men tend to
hold things inside. Neither way is wrong, just different

Learn as much as you can: The more you know about infertility, including alternatives like adoption
or living child-free, the more in control you will feel

Don't let infertility take over your life: Make sure you fill your life and your relationship with other
things. If it seems like infertility is all you talk about together, set a specified time each day for the topic,
and use the rest of the day to talk about other things

Keep sex fun: As mentioned above, sex can quickly become more like a chore than a fun way to express
love for each other. Try to keep things loving and exciting. Light candles, play music, or watch romantic
movies, do whatever makes you both feel good

- Consider professional help: Many couples find that professional individual or couples counselling

can help them cope with the emotional stress of infertility, and some fertility clinics insist that their
patients seek counselling before and during treatment

"For couples experiencing infertility, wanting a baby is a craving unlike any other..."

likely to feel unhappy with themselves and their marriages. It can affect your relationship in a number of ways, including:

Sexual tension: During infertility treatment and especially around ovulation, sex may feel more
clinical and controlled and not an enjoyable way to express love for each other. Men may experience
performance anxiety, reinforcing feelings of guilt or shame

Financial stress and arguments about treatments: Fertility treatment is expensive and with
limited NHS budgets personal costs can quickly add up. The decision-making process around how much
you're willing to pay, coping with the financial strain or debt, can create and perpetuate the stress
between couples

Fear of abandonment: For the partner with the infertility diagnosis, there maybe the fear that their
partner will want to leave them to have children with someone else

UseruL WEBSITES:

ResoLve- THE NATIONAL INFERTILITY ASSOCIATION: http://www.resolve.org/
INFErTILITY NETwoRrk UK: http://www.infertilitynetworkuk.com/

ABour.com: http://infertility.about.com/od/copingwithinfertility/a/copestress.htm
FERTILITY STORIES: http://www.fertilitystories.com/infertility.htm
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Taking Care of Yourself:
Strategies for Acceptance ¢ Managment

“Trust your desires and trust your heart. You cannot care for anyone else effectively if you are not looking after
yourself well. Your body, mind and spirit are going through a rebirth and there will inevitably be some labour pains.
Be a good midwife to yourself. Be patient. You have plenty of time to learn.” Christine Northrup, MD

DaiLy ONE MinuTE MEDITATION

Thisis a good way to start the day. It aims to help you to really listen to what is happening with yourself and helps you to make
peace with yourself on a daily basis. Find a place where you can be alone and quiet. First just listen to your breathing, then to
your body, then to your thoughts, and finally to your emotions. The idea is not that you judge but that you become aware of
what your body is trying to tell you.

Be IN THE MOMENT

Throughout the day, stop every so often and bring yourself fully into the moment, into the “now”. Truly pay attention to what
is happening both to you and around you. Don't judge - just be aware. Gradually extend mindfulness to every part of your life
- eat mindfully, walk mindfully, exercise mindfully, shower mindfully.

Deep BREATHING

All stress experts agree that deep breathing can change your state of mind. Most of us take short, shallow breaths, which
simply make us feel anxious. Stop for a minute or two, with your eyes open or closed and begin breathing deeply and evenly.
Make sure that your arms and legs are uncrossed and that your feet are flat on the floor. Always breathe in through your nose
to the count of four, feeling the breath go right down into your stomach, then breathe out through your mouth to the count
of four. Do this five times. Novice deep breathers should never go above four or five deep breaths during each session of deep
breathing during the day. You can practice in bed at night where you can increase the number of breaths and can control the
exhalations so that you breathe out to a count of five, then six, then seven, etc.

Rerocus Your LENs

When you identify that you are “demanding” that things in your world need to be a particular way, try and stop yourself.
Try and identify when you are deliberately focusing on the negative aspects of a situation or event and try to actively focus on
the positive aspects to get a more balanced view. Let go of rating your worth to others based on what you can do and refocus
instead on being good enough for just being you.

LEARN THE ART OF INTROSPECTION

Before going to bed, mentally review your day from start to finish. Look at the events and situations that you were in and
note what you said and did. What went well? What did you do well? What didn't go so well? What would you like to do
differently next time?

Keep A JouRNAL

It will help you to learn to adjust to the change. It can help you chart your progress towards
acceptance. It can help you to resolve the problems that you are having.

Page 29

Your Journey.indd 29-30

Sources of USEFUL INFORMATION

UseruL WEBSITES:

ReLateD 0 SEcTioN: CoaNiTions: IMPAIRED MEMORY AND Loss OF CONCENTRATION

MIND: www.mind.org.uk/information/booklets - How to cope with memory loss.

Headway: www.headway.org.uk - A charity that helps individuals manage any head injury or brain damage.
Mental Health Foundation: www.Mhf.org.uk - Healthy eating and depression booklet.

Recatep 1o Section: My Booy: FaTiGue, SLeep ProBLEMS AND PAIN

The British Pain Society: www.britishpainsociety.org
NHS Choices: www.nhs.uk/livewell - Website that gives information on how to remain healthy.

ReLatep 1o Section: Deauing witH INFERTILITY, IMPOTENCE AND Low LiBiDo

Resolve: www.resolve.org/

Infertility Network UK: www.infertilitynetworkuk.com/

About.com: infertility.about.com/od/copingwithinfertility/a/copestress.htm
Fertility Stories: www.fertilitystories.com/infertility.htm

MentaL Hearth WeBsITes:

The Mental Health Foundation: www.mentalhealth.org.uk - The Mental Health Foundation promotes
the recovery of mental health.

The Royal College of Psychiatrists: www.rcpsych.ac.uk
Relate: www.relate.org.uk - Relate provide services for couples of families who are struggling with situations.

UseruL Books

A selection of books by Tracy Cox:

+ Supersex +Hot Relationships: How to have one
Hot Sex: How to do it « Superdate: How to be one, how to get one
Kama Sutra
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Become a member of The Pituitary Foundation
For Your Own NOTES 4 | N o |
Being a subscribed member of The Pituitary Foundation will greatly help our awareness efforts, assist The

Foundation’s aims to be the ‘voice of the patient and quite simply allow us to do the work that needs to be done.
If you would like to become a subscribed member, please complete the form below and send to us at:

The Pituitary Foundation, PO Box 1944, Bristol, BS99 2UB

Please tick the type of Membership you require:

Family £25 perannum

Please make cheques payable to ‘The Pituitary Foundation’

Donate to The Pituitary Foundation

This leaflet was provided free of charge. We hope the information helped you; if you would like to help us, your
donation will assist us in continuing this service. Please complete the form below, with your donation and send to

The Pituitary Foundation, PO Box 1944, Bristol, BS99 2UB
B _

_You aN HEtp. . ._l

YES /NO

| Please make cheques payable to ‘The Pituitary Foundation’ |
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