Q&A digest from ‘Communicating with Fatigue’ session held on 4/10/23

Question: | have a situation that's happened a few times — people deciding for me if
things will be too much, and just not inviting me! Or perhaps we'll be out for a walk or
something and they’ll be regularly asking me if it's ok, and whether I'm safe to be
doing it. My energy can fluctuate a bit and so they can find it confusing as to whether
| can manage things or not.

Answer: Share your plan with them! Or at least communicating to them that you
HAVE a plan and that you know how to make the smart decisions about what is
achievable for you or not. Say you'd love to be involved in their plans and that you're
getting good at gauging whether things are a good idea for you or not, and that
you're in a much more accepting place about having to decline certain things. That
the things you can say yes to make up for it!! That's a lovely way to say to people that
you want to be the one to make the decision, thank you.

As for the fluctuating energy levels, | really suggest you give priority focus to cracking
pacing. Figure out how to manage your energy levels so that you know how much
you have right now, and know how to make the smart decisions about what to use it
on! That way you'll be more consistent with what you can do, and they’ll know that
you're able to predict how to agree to plans and stick to them!

But do remember what | said during the webinar — people don't join the dots as
much as we hope/assume they will. They find elements of fatigue challenges
confusing and tricky to understand. So sometimes it's important to at least try and
explain some practical elements. Also consider asking them to help you moderate
what your comfortable limits are. For example, if you're going for a short walk with a
friend, tell them that you have to turn round after XX minutes, as you need to make
sure you don't go past your easy tolerance. You'll find they actively want to help you
monitor this and you're less likely to just push through without them realising.

Question: How would you suggest | deal with a situation where | met up with a friend
and | happened to mention that I'd recently managed to do something without
having to take a nap at all in between, and she thought it was hilarious and laughed.

Answer: | can see why this would be difficult for you to be on the receiving end of,
but | think there's a very good chance that your friend didn’t actually think it was
funny. That it was a surprise to hear such an example of the reality of your days.
Emotions are funny things, and not as standard as we sometimes thing — for example,
people can laugh when they're scared/nervous; cry when they're happy! So just
because she laughed it doesn’t mean that she thinks your situation is funny.



As for how to respond, perhaps this is a ‘joining the dots’ moment. You can either
decide to take the opportunity to have a serious chat with her about how helpful
resting is for you right now. Or you can choose to accept that she didn’t mean to be
at all horrible, and was at worst a bit clumsy and just move on and change the
subject.

Remember what | say about defining what you want to use your friends for! What do
you want from friendships — is it support and empathy, or fun and joy? There's
something important about making this definition — that way if you don’t feel you're
getting the understanding you should, you're less likely to find that a problem.

Question: | went to a social event recently and made the decision not to talk about
my health challenge, which was quite a big thing because that's all I've really thought
about or focussed on for the last two or three years. But of course everyone kept
asking what | had been up to as they hadn’t seen me for a while. How would you
suggest | deal with this??

Answer: This is where my absolute advice is to plan ahead! You'll possibly have other
times when this type of situation will happen, so think now about what you can talk
about. Perhaps talk about the fact that you've been taking a particular interest in
health and wellness topics lately, and impress them with some of your newfound
knowledge! Or talk about your garden or plans you're shaping for the future (even if,
for now, these are bucket list items). For those who have children, it can be helpful to
talk about them — it's a good way to deflect the conversation on to other things.

Question: I'm not working at the moment but I'm hoping I'll soon be well enough to
consider starting to look for a job. I'm thinking ahead to interviews and I'm not sure
how to explain the gap in my work history.

Answer: | see people tackling this in one of two ways: Either they are honest about
their health challenge, or they find ways to explain the gap and decide to keep their
challenge to themselves. | suggest that if you're waiting until you're at a level of
wellness where you can commit to full-time employment, it’s absolutely your choice
whether you want to mention your health journey or not. However, if you are looking
for a job that would offer a phased return and/or other adjustments to allow you to
continue your recovery while you're working again, it's probably important to go into
detail.



However, you can do that in a very positive and inspirational way! Think about using
your journey to highlight some important qualities that you can bring to their business
— your improved resilience, your problem-solving skills, mindset management etc.
Perhaps also talk about how you've discovered the importance of a healthy work/life
balance and that you'd be a great example to others about how you can add value
while still looking after yourself. Most businesses are full of employees who should be
better at doing that!

| do often suggest that finding some voluntary work can be a lovely first step to
getting back to the workplace. That way you‘ve got something to add to your CV,
and recent examples to use to bring these newfound qualities to life. It's also a great
way for you to test out how it feels to be back working again, without the pressure of
an employment contract and workplace pressures! Build back your confidence, so to
speak.

(I mentioned my ‘How to achieve a successful return to work’ webinar which is now
available to purchase on demand for £10. Find out more here:
https://www.pamelarose.co.uk/return2work )

Question: | have people in my life who aren’t strangers, but who don’t know that I've
been unwell and | sometimes have to decline opportunities at events etc, but am
never quite sure how to word it. | suppose it's an ‘inbetween’ sort of category where |
don’t mind mentioning something, but don’t want to go into full details. | tend to
explain that | have a chronic health issue so that’s not something | can do right now —
| use the word chronic so that they don’t think I'm infectious if we're face to face when
we're having this conversation! Do you have any other suggestions?

Answer: How about something along the lines of “I'm currently on my way back from
a period of ill health, and although things are going pretty well, | still have to carefully
prioritise what | can do. So this time I’'m going to have to sit this one out I'm afraid”.

Additional questions | was sent offline — quick answers added!
When will you be well enough to do....?

Suggestion: This one is contextual of course, depending on whether they're just
being curious or want you to do something that's not currently possible. For the
former how about: “I try not to set timeframes — and find it unhelpful to even thing
too much about the future. | focus on today, and what | can do right now!” For the
latter, how about “I'm not sure, but how about we figure out how [ can help at least
a little bit right now?”.


https://www.pamelarose.co.uk/return2work

What do you doctors say/think/suggest?

Suggestion: “I'm getting the help | can from my GP, but I've realised that some of
the more helpful things | can do are more about lifestyle adjustments rather than
medical help. It's fascinating learning more about what can help! Did you know....?
(fill in an interesting fact!)”. That sends the conversation off on a different angle ©

What do you do with your time all day?

Suggetion: “Not as much as | used to! But I’'m enjoying knowing that my body
needs this quieter time, and I’'m enjoying doing things | haven’t done
before/catching up on reading/learning about new things.”

What do you do for exercise?

Suggestion: “At the moment | need to be careful about how much | can do, and
find that just moving around the house/walking short distances (etc) is enough. It's
enough to make sure | stay limber and keep everything working, but I've learned
that it’s sensible to wait a little before | start adding in real exercise.”

What does your labwork look like ?

Suggestion: “I’d rather not talk about that, to be honest!” (Note from Pamela — |
suggest you don't get into these conversations with anyone other than your medical
practitioner! It'll just lead to unhelpful suggestions or worrying comments. And if it's
a fellow sufferer who wants to compare against their results, there really is little
point as it's all so personal and individual!).



