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Introduction

Moving from the Intensive Care and High Dependency Unit is a positive sign as it means
that you are getting better. For some people however, this can be an anxious time. After
you have been ill, especially for a prolonged period of time, it can take a while to feel
yourself again. How you feel and how long it takes to return to normal living, will depend
upon the type of iliness you have had, and how long you were unwell for.

This booklet has been developed to help the transition from the Intensive Care and High
Dependency Unit to the ward, and then from the ward to home.

It also identifies some common problems that patients may experience when they leave
ICU/HDU. However, everyone is different and you might not experience any of these
problems at all.

It is divided into three sections:

Section 1: Moving to the Ward

This section gives you information on what will happen on your discharge to the ward and
how the ward environment will be different from the critical care environment.

Section 2: Physical and psychological changes

This section helps you to understand why you might have certain symptoms after having
critical illness and give you some reassurance about how to deal with them

Section 3: Rehabilitation

This section will give you guidance on physical rehabilitation and setting goals to aid your
recovery. It will also provide details regarding the Post ICU Rehabilitation Unit, and the
ICU experience and Support Group.

Section 1: Moving to the Ward

It is quite normal to feel apprehensive about moving to the ward environment. You may
have become familiar with the staff and routines on ICU/HDU, and felt reassured by the
number of staff based on the unit, as well as the continuous monitoring equipment used to
observe you. It is very important that you are prepared for your move, and feel reassured
that you no longer need to be in the ICU/HDU.

Once the ICU staff and your Consultant are happy with your progress, you will be
transferred to a ward. The wards have fewer nurses and more patients compared to the
ICU. The change from having your own nurse to sharing a nurse can make you and your
relatives feel apprehensive. You may also feel worried because you are leaving
surroundings which are familiar to you. You are moving to the ward because your
condition has improved and you don’t need the same level of observation from staff and
equipment.
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Meeting new staff and other patients on the ward may also make you feel a little
vulnerable. This is quite normal. The staff on the wards are used to looking after people
who have been seriously ill and will help you all they can in your recovery. Please ask
them questions and even if you cannot always see a nurse at all times there will be one
close by.

You might not see your Consultant every day, but the doctors will do a ward round at least
once a day to check on your progress. Feel free to ask any questions you have during this
time. If you need to see a doctor at other times, the ward team will contact them for you.

Some wards do have side rooms, but it is likely that you will be cared for in a bay with
other patients. Your bay and bathroom facilities are single sex, which means that you will
not have to share with a member of the opposite sex.

Outreach Team

This is a team of expert nurses who work across the hospital setting. They offer follow- up
support and education for staff, patients and relatives of those who have recently stepped
down from the ICU/HDU.

The Outreach team will visit you on the ward; this tends to happen within the first 24 hours
of your discharge. The service is available to help you with the transition from HDU to the
Ward. The Outreach Team ensures you continue to make progress and will highlight any
issues that occur with your parent Consultants and then with the Outreach Consultants,
who also work on the ICU and HDU, so tend to be familiar with your care and history. The
Outreach team is also there to help answer your questions and hopefully relieve some of
your anxieties.

About one third of patients have no recollection of Intensive Care. This is due to a
combination of severe illness, sedation and painkillers. If you are one of these people it
can be very frightening to wake up in hospital and find out that you have ‘lost’ days or
weeks of your life and had no control over what happened to you. You may also feel very
weak and feel your appearance has altered. The staff on the ward are able to tell you
some of what has been happening to you and it often helps if a member of the ICU staff or
Outreach team comes and talks with you about that time and discusses your progress and
answers your questions. You may have some memory of ICU, which is hazy, and
incomplete, again this is not unusual.

Patient Diaries

You may or may not be aware that during your time on ICU, a Patient Diary was
commenced. We do this for everyone regardless of whether you have been intubated and
ventilated or not. Often memories of your time as a patient are limited for a variety of
reasons, and your friends and family are the ones who will have a first-hand memory of
this. The diary provides day to day entries and significant events that you have
encountered whilst on the unit, written by staff caring for you. There is also a section for
family and friends to document their feelings and thoughts during this time. The contents
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of the diary may be upsetting to read. Therefore, these diaries are not returned to you for
approximately 4-6 weeks, and a scheduled time and place will be arranged for you to sit
and meet with a member of staff who can answer any questions or queries you may have
regarding your stay.

Getting up and Moving Around

On the ICU/HDU you may have been assisted to get out of bed, and will have received
physiotherapy on a daily basis. On the ward, your Nurses and Physiotherapists will
gradually increase the amount of activity you do. A structured rehabilitation plan will be
put in place, and you will receive therapy sessions during the week.

These sessions focus on improving your muscle strength and general fithess as well as
working towards independent activities such as standing, walking and climbing stairs. At
first you may feel very tired, low in energy and may still need oxygen, but it is very
important you do your exercises. This will help you to get better quicker.

Going Home

The Doctors, Nurses and Therapists will work with you to achieve your goals, so that you
can leave hospital as soon as possible. They need to make sure that you are physically
and medically fit enough to go home safely.

Sometimes even if people are medically well enough to go home, they need more
rehabilitation to reach their full potential. This may mean that they need to go into a
specialist centre for further rehabilitation.

Section 2: Physical and Psychological Changes

Time for Change

So far, whilst you have been in hospital, the emphasis for your treatment has been helping
you to overcome your acute illness. In time the emphasis for treatment and care will
change to concentrate on your rehabilitation and preparation for home. This may take
several weeks, but your aim will be to move from dependence to independence.

When you have been ill, it can take some time to get back to feeling your normal self.
Exactly how long this takes will depend on things like the length of time you have beenill,
how much weight you have lost and whether your illness means you will have to change
some aspect of your lifestyle.

Activity, Tiredness and Exercise

It is quite common to feel very weak and tired after being critically ill. Whilst you were ill,
your body took what it needed to survive from its stores in the muscles. This means that
your muscles will be smaller and you might have lost weight. This muscle loss happens
faster for patients who have been on a ventilator.
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During the time you were inactive in ICU, your muscles will have become weak and even a
little movement may seem impossible at first. It will take time for your muscles to build up
strength again. When a joint has not been used for a while it stiffens up, even in young
people. This stiffness will ease as the joint is used more. Exercising the muscles will help
and the ward staff and physiotherapist will support your efforts and give you exercises to
do. Setting short term, realistic goals for yourself will help you feel more independent.
Gradually building up the amount of exercise you do is better than trying too hard one day
and being unable to do anything the next.

It is not unusual to feel very tired after a serious iliness; this will improve with time, but it is
important not to spend all your time resting and sleeping either, as you will feel even less
fit.

Remember - don’t be too impatient. Even several months after discharge, you may feel
tired compared to how active you used to be before your illness. Compare how you feel
and your activity level week by week; this will give you a realistic impression of your
progress.

Sleep

You may find you have difficulty getting off to sleep or your sleep is broken. Your sleep
pattern will have been severely disrupted and it will take some time to get back into your
normal routine. If you are inactive during the day or need to nap in the day, you may find
you cannot sleep so well at night. Increasing your daytime activity will probably make you
more tired by the evening.

Relaxing herbal or milky drinks may be helpful before bed or a warm bath or shower. You
may be having sleeping tablets whilst you are in hospital and may be still having them
when you go home. If so, these are not intended for long term use and you should discuss
their usage with your GP. Do not worry if your sleep is disturbed for some time.

Vivid Dreams/Nightmares

Some people suffer with hallucinations, flashbacks or even nightmares during and
following a stay in critical care. They can be very vivid and frightening. This is very
common and is related to the medications used on the ICU/HDU as well as the experience
of being critically ill.

Some dreams seem so real that they are hard to separate from reality. It is important to
talk about your dreams to family, friends or medical staff so that you separate fact from
fiction. The patient diary may be helpful in this situation.

Some people may experience delirium. Delirium is common. About 2 out of 3 patients in
ICUs get delirium. Seven out of 10 patients get delirium while they are on a breathing
machine or soon after. Experts think delirium is caused by a change in the way the brain is
working. This can be caused by:
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e Less oxygen to the brain

o The brain’s inability to use oxygen
e Chemical changes in the brain

o Certain medicines

e Infections

o Severe pain

o Medical illnesses

e Alcohol, sedatives, or pain killers

+ Withdrawal from alcohol, nicotine

People that have delirium may not know that they are in hospital or may not recognise
friends and family. They may feel convinced about the reality of the confused world that
they are in. This can be upsetting and frightening for both the person having this
experience and their relatives.

Delirium is usually temporary but can last from a few days to several weeks. You can read
a factsheet about delirium on the ICU steps website (details provided at the end of this
document).

Mood Changes

Many people experience emotional changes as well as physical changes. You may feel
irritable for no reason. Many people complain of varying moods, feelings can range from
feeling happy at being alive to feeling worried that you may become sick again. This is a
normal reaction to illness and will subside.

If you have been critically ill for a long time, you may feel that you are low in mood or even
depressed. Sometimes it may seem that you will never get back to normal and progress is
slow. Remember that critical illness may leave you weak and your body needs time to get
back to being fit. It is important for you to be realistic about what you will be able to do for
yourself. Do not set yourself targets that are too difficult to reach as you may feel as
though you have failed and this will make you feel worse. Ask nurses, doctors and
therapists to tell you what you can reasonably expect to be able to do. Try to be patient
when you have setbacks. When you are at home, it is important to involve family and
friends in setting targets or goals. They will often be the people who are best able to
monitor your progress and encourage you.

Another extreme mood change is depression. It is not unnatural to feel low in spirits after
illness and hospitalisation, but if you have a persistently low mood, unable to enjoy
anything, not able to sleep and poor appetite lasting more than two weeks, you may be
clinically depressed. It is important to be assessed by your healthcare team because early
intervention improves your ability to cope with your iliness and reduces the recovery time.
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So speak to your nurse, doctor or the outreach team if you are concerned about feeling
depressed.

Concentration may be reduced and even small tasks may seem difficult to complete
initially. Decision-making may also appear difficult but should improve over time.

Memory

Some people leaving ICU/HDU have little or no memory of being on the unit. Asking your
family and friends about what happened can help to fill the gaps’. The patient diary is also
a useful tool in remembering key events.

During your recovery you may also have trouble with short term memory, confusion and
difficulty concentrating. This is mostly due to the medication you have received on the
unit. This should improve with time.

Eating and Drinking

Your appetite will no doubt have been affected by your iliness. If you are only able to eat a
small amount of food, it is important that you should eat foods, which are nourishing and
help to build up muscle rather than fat. The dietician will review your requirements whilst
you are in hospital and possibly when you return home.

You may have a feeding tube in your nose that leads to your stomach. This has been
inserted because you have not been able to take food by mouth either due to medical
reasons or because you were sedated or too weak to eat. You may be starting to eat but
still require some supplementary food by the tube to keep you well nourished.

It is very important to drink plenty of fluids unless your doctor has advised you to restrict
them. You may find specially prepared nourishing; milky drinks are more palatable than
food at first or could be used in combination with a small amount of food.

It is not uncommon to find that you have some degree of altered taste and food does not
taste as it should. This is usually temporary so keep trying. Try smaller meals more often if
you feel full all the time.

If you wear dentures, you may find that they don’t seem to fit as well as they should. This
may be due to generalised weight loss or gum shrinkage. A denture fixative may help until
you are able to visit the dentist. Some dentists now do home visits so it may be worth
finding out about this facility if it will be a while before you can visit yourself.

Toilet Habits

Constipation and diarrhoea are not uncommon after illness and medication. Please let the
ward staff know about any problems you may have or discuss the problem with your GP or
pharmacist if you are having problems after discharge.
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Changes in Appearance and Body Image

After a serious illness you may look and feel different. The first time you see yourself in a
mirror you may be shocked to realise how much weight you have lost or other areas of
your body may be scarred, discoloured or swollen. Obvious scars will fade in time and
exercise and a healthy diet will improve the elasticity of your skin, speed up healing and
restore your weight. The Outreach practitioners will be pleased to discuss any scars you
may have. Small scars on your wrists and neck may be due to monitoring and drug lines
that you had inserted during your critical time in ICU.

Skin
The texture of your skin may change. It is quite common to find that your skin has become
much dryer than before; regular moisturising will help. After a serious illness you may

have lost a lot of weight all over your body, whilst other areas look swollen. Exercise and
a sensible diet will help to restore your weight and shape.

Hair
You may experience hair loss and changes in the quality of your hair as a result of being

unwell. It may take up to a year to recover. Tell your hairdresser if you are having this
problem. They will advise you on how to improve your hair condition.

Hearing

You may notice some changes in your hearing. This may vary from some hearing loss, or
hearing may be extra sensitive or heightened. Sometimes your sense of balance is
affected and you may feel dizzy.

Eyes
Your eyes may feel gritty and sore for some time. Lubricating eye drops or gel may help.
You may experience some temporary vision changes, especially when you are tired.

Your Family, Friends and Relationships

Seeing you seriously ill and the uncertainty of the outcome has been a very stressful time
for your relatives and friends. It is important that both parties try to appreciate each other’s
feelings. You may feel your relatives or friends are becoming a little over-protective of you
and this may cause a clash of opinions as you try to become more independent. It is
important that everyone tries to be patient. Set goals in discussion with your relatives and
try to make them realistic.

Sexual relationships

Either or both of you may feel unable to resume a loving and sexual relationship for fear of
causing some harm. This can result in a total communication and emotional block.
Resuming sexual relations after illness can take some time and both partners should feel
comfortable with the timing. Sex drive is usually reduced after illness but will become
stronger as the body recovers. Impotence in men is not uncommon, particularly after some
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major abdominal surgery. Your surgeon should be able to inform and advise you; do not
feel too embarrassed to ask.

Smoking

If you smoked before your illness, now would be a good time to stop, particularly as you
will have had a period without smoking. Smoking is a major killer and causes heart
disease, strokes, bronchitis, emphysema, and cancer to name a few diseases.

Your GP will be able to give you advice on how to stop smoking.

Going Home

Once at home you may find the first few weeks are euphoric but this may fade; this is to be
expected. Soon you will find that you are getting stronger week by week. Be patient with
yourself, some days will be better than others.

As time goes on, the rate at which you improve will slow down and it will be harder to see it
happening.

Try to think how much improvement there has been in the last two weeks rather than how
you felt and behaved before your illness. It may be beneficial to keep a diary to show
yourself how you have made progress.

If you live alone or you or your family feel you will have difficulty with anything after
discharge, please discuss this with the staff. Help is available in the community and
preparation for discharge is important.

It may be useful to have the telephone number of a friend or family member or your GP
close at hand in case of problems.

Section 3: Rehabilitation & Follow Up

ICU Experience and Support Group

This group, in collaboration with a neighbouring ICU unit, was established to connect a
core of ex-patients who have largely recovered from their ICU experience and are now
able to share their experience with others to offer support.

The group takes place usually 4-6 weekly, and you will be invited to attend for an
‘afternoon tea’ and informal support group session, to share your experiences with others.
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Useful Contact Details
Wigan ICU/HDU

Age Concern

Alcoholics Anonymous

Asthma UK

British Heart Foundation

British Association for

Counselling and Psychotherapy

Diabetes UK

ICUsteps
Macmillan Cancer Support

Meningitis Trust

The Samaritans

The Stroke Association

01942 822591

0800 009966
www.age.concern.org.uk

0800 9177650
www.alcoholics-anonymous.org.uk

0800 1216244
www.asthma.org.uk

0300 3303311
www.bhf.org.uk

0870 4435252
www.bacp.co.uk

0345 1232399
www.diabetes.org.uk

WWwWWw.icusteps.com
www.macmillan-trust.org

0808 8010388
www.meningitisnow.org.uk

116 123 (from any phone)
wWww.samaritans.org

0303 3033100
www.stroke.org.uk
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http://www.age.concern.org.uk/
http://www.alcoholics-anonymous.org.uk/
http://www.asthma.org.uk/
http://www.bhf.org.uk/
http://www.bacp.co.uk/
http://www.diabetes.org.uk/
http://www.icusteps.com/
http://www.macmillan-trust.org/
http://www.meningitisnow.org.uk/
http://www.samaritans.org/
http://www.stroke.org.uk/

Please use this space to write notes or reminders.
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Comments, Compliments or Complaints

The Patient Relations/Patient Advice and Liaison Service (PALS) Department provides
confidential on the spot advice, information and support to patients, relatives, friends and
carers.

Contact Us
Tel: 01942 822376 (Monday to Friday 9am to 4pm)

The Patient Relations/PALS Manager

Wrightington, Wigan and Leigh Teaching Hospitals NHS Foundation Trust
Royal Albert Edward Infirmary

Wigan Lane

Wigan WN1 2NN

Ask 3 Questions

Become more involved in decisions about your healthcare. You may be
asked to make choices about your treatment. To begin with, try to make

sure you get the answers to three key questions: ’
®
) 3 )

1. What are my options?

2. What are the pros and cons of each option for me?

3. How do | get support to help me make a decision that is right for
me?

How We Use Your Information

For details on how we collect, use and store the information we hold about you, please take a
look at our “how we use your information” leaflet which can be found on the Trust website:
https://www.wwl.nhs.uk

This leaflet is also available in audio, large print, Braille and other languages upon request.
For more information please ask in the department/ward.

© Wrightington, Wigan and Leigh Teaching Hospitals NHS Foundation Trust
All rights reserved. Not to be reproduced in whole or in part without the permission of the copyright owner.

Call 111 first when it’s less urgent than 999.

Phone: 0808 802 1212

‘ Text: 81212
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i Pl rorig Kose et o www.veteransgateway.org.uk
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