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Chapter One: Overview
e The guide
- What is the purpose of the guide?
- Is the guide for me?
- What is a support team?
- Why the label “patient?
- Where has the information come from?
- Who should read the guide?
- Is there anything else that | should know
about the guide?
- What do the symbols mean?
e Severe ME/CFS
- What is the illness called?
- What are the symptoms?
- How does it feel?
- How can a support team help?
¢ Key points

Chapter Two: Keeping Comfortable
* In bed
Pressure relieving mattresses
Electric profiling and adjustable beds
Pressure relieving accessories
- Bed linen and other accessories
* Pressure sores
¢ Out of bed
- Seating
e Supported lying/ sitting
¢ Key points

Chapter Three: Mobility

* Inbed

e Getting out of bed

*  Wheelchairs
- Your requirements
- Types of wheelchair
- Having a second chair
- Temporary wheelchairs
- Funding
- Motability

¢ Going downstairs

e Transport

¢ Key Points

Chapter Four: Personal Care
* Body washing

- Frequency

- Bathroom

- Wet-rooms
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- Bed baths
- Hands
- Moisturising
* Toileting
- Commodes
- Toilet frames
- Bedpans and urinals
- Incontinence
- Catheters
- Laundry service
- Smells
* Menstruation
e Hair
- Tangles
- Washing
* Shaving
* Teeth
* Nails
e Key points

Chapter Five: Communication
* Overcoming lack of speech
- Speech and language therapy
- Communication aids
- Other tips
- Medical consent
* Contacting your carer/ emergencies
* Outside world
- Telephone/ textphone
- Letter writing/ pen pal and social contact
schemes
- Computers/ smartphones/ PDAs/ email/
Internet
- Texts
- Visits
* Key points

Chapter Six: Managing Symptoms
* General information
*  Flu like malaise
e Pain- general
* Pain- headaches
* Muscle problems
* Sensitivities
- Sound sensitivity
- Light sensitivity/ vision problems
- Touch sensitivity
- Smell sensitivity
* Nausea/ vomiting
e Irritable Bowel Syndrome / constipation/
diarrhoeal gastrointestinal disturbance
e Bladder dysfunction
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Hallucinations/ confusion/ memory “loss”
Brainfog/ racing brain

Paralysis/ numbness/ strange sensations/
blackouts/ fits

Sleep disturbance

Temperature control

Sensory storms

Breathing difficulties

Difficulties with menstrual cycle
Complications

Medicines

Key points

Chapter Seven: Nutrition and Fluids

Fluids and dehydration
Calories
Trying to lose weight
Trying to gain/ maintain weight
Fortified drinks and foods
Nutrition
Tube feeding
- Type of feeding tube

* NG tube pros

* NG tube cons

* PEG tube pros

* PEG tube cons
- Feeding tube tips

* NG tubes
e PEG tubes
e General

- Reintroducing food following tube feeding
Further resources
Key points

Chapter Eight: Hospital

Prevention

Be prepared

- Children and young people
- A*health” book

- Lists

- Transport

- Aside room

- Palliative care team

- Aftercare/ intermediate care
Things to remember

- Support

- Personal survival kit

- Medications

- Visitors

- Pacing

- Take advantage

- Dealing with hospital staff
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» If you are not happy
- When you're in hospital
- Once you've left hospital
* A note on care homes
e Key points

Chapter Nine: Working with Professionals
* Finding professional help
*  Which professionals should form my care
team?
* How often should | see the members of my
team?
e Making a plan
* Consultations
* Daily evaluation
*  Welfare
- Benefits
- NHS charging
- Debt/ financial worries
- Occupational therapy
- VAT exemption
- Housing adaptations/ maintenance
- Alternative housing
- Carers, social services and respite care
- Care homes
- Advocacy
- Lasting Power of Attorney and welfare
orders
- Legal advice
- Children and young people
» Giving or refusing consent
e Alternative/ complementary therapies
* Key points

Chapter Ten: Activity Management

* Who is Activity Management for?

* What is Activity Management?

* What is a baseline?

* What is activity?

* What is rest?

* How much rest and activity should | have?

e What is switching?

* How can |l increase activity?

* Should | have goals?

* What should | do if | have a setback?

* What should | do if | reach a plateau?

* Who can help me with Activity
Management?

e What other sources of help are there?
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92 e« Key points

93  Chapter Eleven: Emotions
93 « Expressing emotions
94  « Distraction

94 « Relaxation

94  « Professional help

94 - Talking treatments
95 - Drug treatments

96 ¢ ChildLine/ Samaritans
96 ¢ Further resources

97 e« Cure seeking

97 + Coping as a family

97 - Forall

97 * The patient’s emotions

97 - Carers

97 * Organising care

98 * Dealing with misunderstanding
98 *  Your own health

98 * Perfection

99 *  Money worries

99 e Carers’ groups

99 * Friends

100 * Relaxation and recreation

100 « Emotions and exercise

100 » Caring for a depressed patient
100 » Dealing with strain on the family
101 * Involving the family

101 » Caring for a partner

102 » Caring for more than one ME patient
102 e Carers with ME

102 * Feeling powerless

103 » Cossetting

103 » Patients’ guilt

103 * Do it your way

103 - Patients

103 * |solation

104 * Jealousy

104 * Independence

105 » Parenthood

105 o Guilt

105 - Other members of the family

105 » Siblings, young and old

106 « Extended family

107 < Friendships

107 - Advice to patients

108 - Advice to friends

110 < Key points
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Chapter Twelve: Activities and Special
Occasions

Activity suggestions

- Arts and crafts

- Audio

- Television/ DVDs

- Reading

- Games

- The Internet

- Writing

- Education (for all ages)
Creating a good environment
Surviving celebrations

- Preparations

- Decorations

- Spreading activities

- Food

- Presents

- Visitors

- Photographs

Key points

Quick Reference for Professionals

Doctors

Nurses

Occupational therapists
Physiotherapists

Dietitians

Speech language therapists
Psychologists/ therapists/ counsellors
Social workers

Home tutors

Appendix One: Useful Contacts

Disability and specialist equipment
General shops

ME support

General medical/disability

Carer support, care and welfare
Emotional or physical crisis
Emotional support

Grants

Alternative/ complimentary therapies
Education

Activity/ entertainment

Appendix Two: Ability Scale

Appendix Three: Sample Diary

130 Alphabetical Index

lllustrated Lying/ Sitting Positions (Inside back cover)
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