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Introduction V
The aim of this MRFF-funded project 1s to inform a consumer-led model / \ / \ / \
_ _ . . . Al Tools: These last few months, | found the game changer | found Social Media: ljoined that community and found out a lot, that’s
of cars fOT people affected by post-acute sequelae of COVID 19 (PASC), Smaller World: / may not be able to be doing the things | want to, expressing has been artificial intelligence as far as my day-to-day functioning one of the best things that anyone with Long COVID in Australia
or as it 1Is more commonly known, LOﬂg COVID. Expenences of this tl;( € W‘;”y that aT t;r otc;gh acti V’;;V{ being outan Cisb %’Cl;an dkdomg thg_s’ ; ut goes. So it absolutely has become a game changer for me, and can do, is join that community group on Facebook, because
L : : .. : : L okay, | can create that for myself in my own world...It does keep changing so ot ) "y . ) )

condition align with other invisible illnesses, chronic health conditions oo dorvere koo moahE i . uk it sibposs svronecors | | aLakenaletorthe awer lovlcopntveactiiy it was- || ther'saotofknowiodgsere and oo acpl who have
that are not immediately visible to others but Signiﬁcantly affect a inhli fe too ngh b I':*_g life ch azgesljhy 2” k?hov!/, lc'!i vor ig§, m ovi 'Lg Z cl)use,twor K decisions like th;t, which took n;e away from beit’wg able to do and they’re raising treatments they wouldn’t have even heard

: : : : L : : changes, kids. Everyone has that in their lives, this is probably just a - . : : : o " :
person's daﬂy hife. To better understand individual lived experiences, we differi ot form ofleai/ning to adapt as life changes. In fhis inst}“;jnce your life h:)ghetr-lezel c;;gmt;ve work... But de:en Il:)o as farl as /nfo(rjnzfa;.tlon of o;he:;w:s;a. fSho, lth;an ffhle cf;allgr;fe /.s just f/nd/thf) the rl/lgh;t
: : : : L : : : ' about my health and my energy and tracking my sleep and things medical sort of help to help along the journey and be willing to
interviewed 20 people with Long COVID, 10 with similar hidden illnesses shrinks, your world becomes a lot smaller. (Female, 47, 14 months) @e that and physical movement. (Female, 58, 3yrs Long COVID / Qrescribe you certain things... (Male, 52, 2.5yrs Long COVID) /
and 10 carers. We sought to capture the impact of the condition(s) on K /
their lives, understand individual health service needs, and the barriers
they have faced accessing appropriate support. ﬁmpact on Hobbies: One of the ways | managed the whole COVID shutdown experience WaA Wearables: The Garmin watches have a specific function called body battery, and you basically start

by doing whisky tastings. There's a whisky bar ...It's a nice community, | know the owners, | the day at a score, which relates to how much good sleep and rest you get the night before, and your

'B ack round know the bartsnders. BUt /.(have) spenttwo a”?’ a half years not b’eing.able to smell anyfhing stress levels. Body battery, you treat it the same way, so if you’ve got a really good body battery in
g or taste anyth/ng...Wh/sky is an olfactory exper./ence, and nobody's going ts whisky tastings to Tech nologles the morning, you go, oh yeah, | can do a few things. Ifit’s really bad, then you go, oh no, today’s a
getdrunk; they're going for the smells, the tasting notes and the conversation about the

T ) i L mEn rest day, I’ve got to really take it easy...It’s all subjective and all a bit of a rough guide, but if you use it
whiskies. I've largely stopped going because | can't, it's frustrating, it's like they all taste

as a rough guide, it sort of helps. | found that’s something that’s really helped me, and definitely

10% Of people who were infeCted with SARS_COV_Z go on to develop the s:.me, the;;d;n’ts:l‘qe:l like Znythirln_g, thg_\cl)j;;llslstsmell like alcohol, I'm not getting tracking the heart rate as well, because | do still get heart rate spikes (Male, 52, 2.5yrs Long COVID)
Long COVID (a long-term illness that can follow COVID-19)@, with over \ @nything out of this... (Male, 57, 2.5yrs Long ) / \_ -

200 corresponding symptoms reported®. The needs of diverse

Australi lat livi L COVID 1 d t db /Grief: It’s a grief process. You grieve the life that you had before COVID, \
ll,lS. ratian pOp.U alions uving Wl ong _ . are poor y un .e'.rS OC_> y and I think it’s coming to terms with the fact that | realise now that it’s

clinical and allied health providers, contributing to ongoing difficulties in been... well, this is five years into it now, that this is something that I’m just

: : : : : _ going to have to deal with throughout my life. There is no cure until we get one.
developmg and lmplementlng lntegrated evidence-based models of Look, it might change. Give me 10 years or something, and | might be talking in

4 N

Moving & Mobility: / think that’s one of the biggest challenges for us, which is that this disease is so
holistic. Yes, | use a wheelchair, but even with a wheelchair my brain doesn’t work and | can’t sustain
anything... It’s a real challenge with this disease, how to understand the limitations that it

Environments creates...| was fiercely independent until | got really sick, and then | was completely housebound apart

best—practice care.l© a very different way, and maybe some of those symptoms will dissipate, but from doctor’s appointments, which my husband would take me to with a wheelchair, even before | got
the way I look at it is I’'ve just got to learn to manage the symptoms and find joy my own wheelchair, and so for two years, | wasn’t able to leave the house. (Female, 54, 19yrs ME/CFS)
Qv my life where | can. (Female, 38, 5yrs Long COVID) / K /

4 N

Tailored Spaces: | had enormous trouble finding accessible
housing so right now my main sort of personal project is that ’'m
getting a tiny house built with materials that are actually like
very low chemical, and that’s been a bit of a trial-and-error

Changes in Roles: As I said I'm not working, and so for me 54 year old male,

We conducted 40 quglltatlvg llnteltVIG.V\./S C(?mpTISIHQ people with Long primary provider of the household, been ingrained in me of sort of provide et
CO\/ID (20), people Wlth a Slmlla]’ anISlble lllneSS (10) a‘nd the carers Of cetera et cetera |l made the call last August year I’m going to need to focus

those with Long COVID (10). Participants were recruited from various on my health and that means stop working. That means a reduction in

. . _ income. But the alternative is where they say you've just got to give your process. But hopefully in the next two weeks we will have a tiny ”
sources, with IN-person and online Support groups contacted, as well as body time to heal, time alone isn’t working, and so for me life is very house, so that will be very exciting. (Female, 45, 20yrs ME/CFS) ”
social media posts. A semi-structured interview guide was co-developed C’ﬁemntmw to what it was because I'm not working. (3yrs Long COV'D)/ \_ / @
with lived experience advisors, and interviews were conducted online, Q
addressing topics of condition impact and healthcare support. / \ / \ ~
] Falling into Caring: It's tricky, and I'm not sure that | totally emotionally kind Carer Language: Maybe a certain view of carers, | feel this will come to an end \

AnaIYSIS of processed it exactly...l;)q Ithink.that this caringrole is the natural role at some stage and since essentially carers are ones where it has been set in

for me? Probably not. It’s interesting because even though | keep an eye on process it won’t change. Maybe after three and a half years | should start to @

him and | do check how he's doing, on the other hand, the disability is fairly think of something different but I think if | use the word carer it would . \
Twenty-five female and fifteen male participants were interviewed from v .| mean, I' 51101 & though in any way — but aleo Its not as viaib'e, BUL | | - change the dynamic of how [Person with Long COVID] thinks about t... It' . {Q

: . P y s ) just the mental side of making sure she’s healthy, mentally healthy, making 6

across the country (15 VIC, 9 NSW, 7 SA, 5 QLD, 2 TAS, 2 WA), with ages hard.(Female, 55, 2.5yrs Partner Carer) sure that she sees a light at the end of the tunnel. That’s why the word carer Q\
ranging from 24 to 82 years old. A reflexive thematic analysis of K / doesn’t come into our vocabulary. (Male, 52, 3.5yrs Partner Carer) \“
Interview data 1s in progress. This poster reports on preliminary themes \ / Next Steps - Professional
identified by our qualitative research team and lived-experience _ : :
advisory network during the data immersion stage, centred on identity, Perspectives & Service Mappmg

environments, and technology supports.
We are seeking participants to help us

Ca re‘ explore providers' approaches to, and
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