When your loved
one has fatigue

How to help them & yourself




What we’ll cover today

Objective: To increase your understanding of what it’s like to have fatigue, and the

helpful things you can do to support your loved one.

- Why fatigue is such a tough condition to live with
- How your loved one is probably feeling

- How you can help them with this

The importance of looking after yourself too

Free-format Q&A time
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What does fatigue feel like?

It’s far more than ‘just being tired’. Signature symptoms include:

- Malaise — like you’re constantly ‘coming down with something’

- Brain fog — as if a veil is permanently between you and reality

- Pain — far from unusual, especially on the worst days

- Non-refreshing sleep — never feeling that you’ve had enough rest

- Muscle weakness — tremors, exhaustion

- Increased anxiety/stress — nervous system is completely out of kilter

- Tired and wired — difficulty resting/sleeping even though desperately needed.
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But why is it so tough to live with?

- Uncertainty coupled with a lack of quality of life

- A 2015 study found that People with ME/CFS had the lowest median quality of life
(QOL) scores of any of the 20 diseases tested

- There are many other studies that show similar results

- Those with conditions such as cancer, depression, MS, stroke, diabetes, arthritis etc

all reported greater QOL than those with chronic fatigue-related conditions.

Reference:
https://www.healthrising.org/blog/2015/08/05/chronic-fatigue-syndrome-worse-mulitple-sclerosis-

cancer/

https://pubmed.ncbi.nlm.nih.gov/8873490/
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The specific challenges

v “It’s so different from any other iliness I've ever had — I’'m used to knowing my
medical expert can help me mend”
>~ “I' don’t look ill, so people forget that | am!”
v “I'm pretty sure some people don’t even believe that <fatigue> is a real illness”
v~ “Il get my hopes up when | read about something that helped someone else, but
then it doesn’t help me”
7v v “Every single day | have to accept that my life is different and | can’t do the things |
need to, let alone want to”
> “| feel so guilty all of the time — | want to help and do things, but | know it will make

me worse”
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Is it all in their head?

A popular misconception!

* Fatigue affects people physically, cognitively and often involves dysautonomia

* Physical — often there’s tissue healing to be carried out, followed by gradual
increased pacing of energy/movement (reminding system to make/use energy)

e Cognitive —in most cases there’s no permanent damage, but cognitive tasks need
to be gradually reintroduced at a pace that gently pushes tolerances

* Nervous system — requires consistent practices to restore to a natural resilient
state, plus tactical mindset techniques and exercises to manage stress/threat

responses in the moment.

All three areas need attention — the specific blend differs from person to person.
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Some good news before we go any further!

-~ | see people achieving wonderful improvements all of the time
= It absolutely *is* safe for your loved one to feel hopeful
-~ There ARE things that they can do to improve their health challenge

-~ Having the right support at home is a key indicator of a successful journey

Your attendance today is a hugely helpful step towards your loved one improving.




A quick word about exercise

A fatigue recovery journey is lengthy and has to be managed carefully
 The first aim is to find a steady state where symptoms are under control
* From there, further basic activities are introduced at the right pace to gradually

increase energy.

* It can be distressing for loved ones to see the lack of activity/exercise

We're told how important it is for health and wellness!!

Which is true — but only if manageable

Exercise/getting outside more is the goal, but trying to do too much too soon only

prolongs the recovery journey.
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Why it’s challenging for you too

* |t's tough seeing someone you love go through this
* You can’t really understand how they feel

* You want to help but are not sure how
 Communication becomes tricky

e Life changes for you too!!!

* You miss the person they used to be.
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How you can help and support them

- Be prepared to make temporary changes — re-prioritising, taking on new roles
- Offer to help them build their new helpful habits

- Be planned rather than spontaneous

- Reduce the number of times you ask them how they are

- Share the improvements you see! But understand that there’s still a way to go
- Agree you’ll stop trying to ‘fix’ them — be part of their team instead

Agree the role they want you to play — their loving partner or friend, or someone
they can lean on for empathy and discussion-based support.
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How you can help YOURSELF

- It's ok to vent (just choose your ‘ventee’ wisely!)

- Re-prioritise what’s important — you’re not super human

- Ask for help!

- Take time out —it’s vital, not selfish

- Keep your nervous system balanced — meditation, breathwork, walks in nature etc
- Regular self care — eat well, do things you enjoy, sleep

Remember that, with the right care and support, this is only ‘for now’.
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Three things to do differently after today

Ask your loved one how they would like to keep you updated on how they are:

o Do they mind being asked how they are regularly?
o Would they rather have a different system (numbers, colours etc)
o Do you want to make a pact around their ‘standard setting’?

Discuss how you can be part of their planning each day

Do one thing every day to keep yourself calm and focused:

o A quiet walk outdoors/in nature

o A 20 minute meditation

o 10 minutes of breathwork

o Doing something that brings you joy (hobbies, socialising, watching a comedy etc)
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