Communicating
with others when
youve got fatigue

Pamela Rose - Fatigue Coach




What we’ll cover today

Objective of today: To feel more confident about tackling the most common
communication challenges if/when they happen.

1. Introduction

2. Topics I'll be covering:

- How to talk to people who don't understand fatigue challenges
o Communicating your situation to those close to you

- How to talk to people who are 'helpfully' trying to tell you how to cure yourself
o Socialising with friends when you have fatigue

o Navigating conversations at large events (weddings, parties etc)
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Some basic approaches to follow

How to feel more confident about communicating:

» Keep revisiting your levels of acceptance
 Become skilled at reframing

* Planin advance

 Rehearse your phrases

* Visualise confident conversations.




Talking to people who don’t understand fatigue

The problem:

* There’s something curiously unique about fatigue challenges that

means they’re almost impossible for others to understand
* You very probably look well — which further confuses them
e Quite frankly they don’t always WANT to believe, because it scares them
 They’re used to illnesses that have specific treatments and defined prognoses
* They ‘feel tired all the time too’ and think that’s all you’ve got going on.
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Talking to people who don’t understand fatigue (2)

The solution:

* Let go of trying to make them truly understand
* Remember that there was a time when you wouldn’t have understood either
* Be happy for them that they’ve never had to tackle this
* Send them the Spoon Theory
e Share an inspirational story with them (e.g. YT: Raelan Agle)
* Give them examples they can relate to — e.g. sitting down to shower
* Bringit to life for them — e.g. when they don’t see you, you’re often in bed
* Focus on the important practical elements
- What you need, what they can do to help.

Helpful phrase to remember: “Well I’'m pleased I've got one thing going for me! | wish
the inside matched the outside” (when someone tells you that you look good)
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Talking with those close to you

The problem:

- They’re probably asking you how you feel several times a day.

- You’ve run out of different ways to say you feel awful

- Sometimes you say you’re ok just to keep things simpler

- But if you don’t keep reminding them, they’ll forget — or assume the smallest
improvement is cause for celebration

- They get compassion fatigue
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Talking with those close to you (2)

The solution: Ask to sit and have a meaningful chat (once!) and explain the following:

- Remember they won’t usually join the dots

- Ask to ditch the ‘How are you’s’!! Explain your standard setting.

- Agree to communicate the ‘Outlier Days’

- Discuss simple ways to indicate how you are

- Explain that lack of negative talk doesn’t mean all is well

- Ask them to be involved in your pacing plans

- Use online groups for empathy and support — use your loved ones for joy.
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The ‘helpful’ people!

The problem:

 They find it almost impossible to believe that there isn’t some sort of quick fix

 They desperately want to help

* Butthey’re not sure how

* So they suggest things they’ve read about or that ‘a friend of a friend’ did

 They don’t realise that it’s not that simple

* No two journeys are the same — we have to find the right blend of things for us

* Thisis compounded by the fact that the success stories often shout about the last
thing they did!

Pamela Rese

W e



The ‘helpful’ people! (2)

The solution:

- Remember, they mean well

- Thank them, but be enthusiastic about your current plan

- Sometimes it’s easier to say thank you and then ignore, than explain
- Don’t automatically disregard — but do your own research

- If all else fails, change the conversation topic!

Helpful phrase to remember: “That’s really interesting, thank you.. I’'m already trying a
couple of other things at the moment, but I’ll bear this in mind”.
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Socialising

The problem:

- Talking with others is surprisingly draining

- Let alone trying to physically travel to cafes/restaurants etc

- It’sjust all a bit of a challenge

- You’'re fed up with always having to decline invites

- Even if you do see friends it’s often just a big reminder of the ‘gap’.
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Socialising (2)

The solutions:

- Take control of shaping social plans that you know are more achievable

- Remember 1:1 is always easier than 1:2 or more

- Size your friends!

- Temporarily reduce your inner circle — a few trusted people who know

- Explain you want to ENJOY your time with them and so plans need to be smart

- Consider taking health related topics off the agenda

- Lean on online communities for support/empathy — use friends for joyful
moments.

Helpful phrase to use: “I love spending time with you and want to be able to enjoy it as
much as possible!”
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Large events

The problem:

- You’re probably already pushing your tolerances physically

- You know you need to give most of your focus to pacing things physically
- Which leaves little space to think on your feet conversationally

- Brain fog increases the chances of those ‘stumped” moments

- You haven’t seen many of the people there for a long time

- You don’t know whether to mention your health challenge or not.
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Large events (2)

The solution:

e Plan ahead!

* Break the potential groups of people you’ll meet into three categories:

1. Those who know everything about your current health challenge
2. Those who know a bit

3. Those you’ve never met before and haven’t a clue
* Decide how you’re going to manage each, for example:

1. Tell them in advance that you have a plan, they don’t need to worry and check on
you every few minutes

2. The clumsy bunch! (see phrase below)

7v 3. Decide if you’re going to mention your health challenge or not. If not, think about
how you’ll excuse yourself from things if required

& Helpful phrase to remember: “/ won’t lie, this is the toughest thing I've ever gone
through. And to be honest, | want a break of thinking about it today. Anyway...how are
you??!”
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Helpful links

Spoon theory: https://butyoudontlooksick.com/articles/written-by-christine/the-
spoon-theory/

Raelan Agle’s YouTube channel: https://www.youtube.com/c/RaelanAgle

My ‘When a loved one has fatigue’ webinar: https://www.pamelarose.co.uk/loved-one
(use code ‘COMMUNICATE’ to get it for £8, reduced from £10 — for the next week only)
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Thank you
Now, the Q&A.
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