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Abstract =

imagining
a future

MEANING
Creating joy,
not masKing, living
FUNCTIONING
chores, socializing, family
time, participating, work
MAINTENANCE
hygiene, appointments, basic care
chronic illness / e dsufl‘ivdl\;f\tLh = \
c . reathing, meds, food, bathroom, existing
chronic pain :
Co m O rbld Itl eS Abb: @chronicallymeh

invisible illness
daily struggles

People with chronic pain or illnesses are often left to cope alone
after receiving a diagnosis. While they are aware of their condi-
tion, they lack the necessary strategies and contacts to help them
cope. Various content can be found online expressing how those
affected feel. This ranges from hopeful and pleading posts to sar-
castic and angry ones. Some find solace in their faith, some por-
tray themselves as fighters and some show that disabled people
can be fashionable too. A more recent development is completely
unvarnished insights into the everyday life of a person with health
problems. Hospital stays, photos in bed and selfies with dark cir-
cles under their eyes show ‘painfluencers’ in moments that would
otherwise remain hidden.

What other coping methods can be found? I plan to find them
in my research, using netnography, cultural probes and co-design
workshops. Using these findings, I intend to create a toolkit to
help people with chronic illnesses adapt to their new reality.
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discriptors of

Trend Research MA 2025

acute
by chronic
5. persistent
P intermittent
episodic
dull
stabbing
throbbing
burning
searing
shooting
sharp
ghawing
excruciating
debilitating
intolerable
manageable
refractory
cramping
aching
radiating
localized
diffuse
tender
sensitive
intractable
breakthrough
neuropathic
nociceptive
nociplastic
inflammatory
visceral
somatic
mechanical

Abb: Andrii lemelianenko
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#01

#02

Instagram posts from:
#01: @chronicallyjenni
#02: @fashinnovation.nyc
#03: @chronically_nell
#04: @chronically_nell
#05: @chronically_nell

Medical-aid Fashionistas
Some creators show you how to style especially
for disabled people designed clothes, others give
spoonie fashion advice, and some tell you, how you
can adapt your wardrobe, so it’s more comfortable to
wear if you are in chronic pain.

From glam canes and decorated crutches to wheel-
chair/cane OOTDs; “disabled and cute” identity has-
htags persist, reframing aids as fashion.

G chronicallyjenni
Original-Audio

e chronicallyjenni Style my @intotum_fashion seated cargo
trousers with me

STIYVLEMYANTONUMISEATED)
CARGO TROUSERS WITHIME:

(Wasn't going to post this in light of the scary news for
disabled people today because it felt a bit light but you said
you needed the distraction in my stories so hope this helps a
touch)

Iove these trousers and they have so many different features
including Velcro side fastenings and pockets on your lap
perfect for a wheelchair user so | wanted to see how many
ways | could style them!

First up is my go to adventuring outfit perfect for a dog walk
oraday out. | paired my cargos with a white adaptive tee, an
oversized cosy green shacket and beige boots. I'm ready to
explore!

Next we tried them with a blue and cream zebra striped shirt
but it was giving too much safari to me

So I switched it up for an evening look to see if the cargos
would work for a night out. Sticking with the green theme |

went of a dark green lacy bodysuit, bright green heels and a
dark green leather jacket

Qv R

@ Gefsiit chronicallybruna und 2.868 weitere Personen
18. Marz

© Kommentieren ..

fashinnovation.n... und abiliteeadaptivew...

2) fashinnovation.nyc Abilitee is an adaptive apparel
brand offering clothing and accessories for people
with chronic illness, medical devices, and other
disabilities.

They create solutions and consciousness towards
functional designs and are committed to increasing
sizes as they grow. Swipe to learn more! @

163 Wo. Ubersetzung anzeigen

v

ephemeralwarrior @batling2breathe check
out the insulin pump leggings!!

162 Wo. Antworten Ubersetzung anzeigen

INNOVATIVE
DESIGNS &
INCLUSIVITY

elenafromaustin & Thanks so much for °
sharing @fashinnovation.nyc &%

163 Wo. Gefdllt 1Mal Antworten

bersetzung anzeigen

—  Antworten ansehen (1)

A garment can be aesthetically beautiful and also adaptable
to everyone. That's why itis necessary to understand the
demands of the disability and chronic illness community

to design clothing that fulfills their needs. Qv R

moh.handeratedjewelleries °
163 Wo. Gefalt1Mal Antworten

Gefllt 356 Mal
10. August 2022

© Kommentoren
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ﬂ chronically_nell
Original-Audio

@ hronically_nellHappy Fashion Friday! ¥ X

Welcome to Fashion, But Make It Function!

A new series for Fashion Friday, where | take iconic trendy outfits
and show you how to adapt them for chronic illness, chronic
pain, mobility needs, and real life.. because fashion never needs
to be uncomfortable or cause pain! ¥

#Cl
#D

p

#C ks
#ComfortCore #SpoonieLife #fashionfriday #spoonie
#chronicillness

21Wo. Ubersetzung anzeigen

@ selflovesara_ Girl this is amazing v'v" ©

21Wo. Gefillt2Mal Antworten Ubersetzung anzeigen

——  Antworten ansehen (1)

@ my.badass.brain Yesss * love itl ¢ o

21Wo. Gefillt1Mal Antworten Ubersetzung anzeigen

Qv N

© Gefllt chronicloveclub und 68 weitere Personen
26. April

© Kommentieren ..

eee
Fall_Spoonie_Fashion_Essentialsimage « o - @ chronically_nell

Fal Spoorse Fashion
@ chronically_nell -~ Fashion Friday
Fallis here, and comfort is the ultimate style essential—
especially as a spoonie ¥ 2 From soft cardigans and cozy socks.
10 loose trousers, warm boots, and a scarf that doubles as a hug,
these are my go-to fallfashion staples. Style doesn't have to
i it i make you feel

good inside and out #

What's your must-have cozy essential this season?
2Wo. Ubersetzung anzeigen

o ‘my.badass.brain Ooh love this! 4@ °
2Wo. Gefallt1Mal Antworten

—  Antworten ansehen (1)

6 chronically_nell #DisabilityStyle #DisabledAndCute ©

#inclusiveFashion #FashionisForEveryBody #BodyPositive

#FashionFriday #fallfashiontrends #fall #fallfashion
2Wo. Antworten

Longjacket
. oQv Al
o Gefillt 24 Mal

5. September

Scart pants © rommntionn

@ chronically_nell und itsgraceashiin

chronically_nell ~ Happy Fashion Friday!

Fashion should be fun but functional—especially when you're
living with a chronic illness! v" &

For this week's Fashion Friday, me and the lovely @itsgraceashiin
are sharing some must-have chronic liness-friendly wardrobe
staples that balance comfort, accessibility, and style!

We've included essentials like:

1 Leggr ic-waist bottoms for ulti

# Compression socks to help with circulation
7 Headbands & hats for low-maintenance hair days.

T Oversized T-shirts & breathable layers for sensory-friendly
dressing

== Sunglasses to help with light sensitivity
4 Overalls and dresses for loose fitting, comfy & cute options!

% Wireless bras & adaptive clothing for ease and suppcrt

oQv R

Gefallt 507 Mal
14, Februar

© Kommentiren.
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#01

wholthelfacklareu]
lesbianiufatifacking)
Shite)

kawthorne
Original-Audio

kawthorne outfit to see kori king & lydia b kollins perform !!

®®

#wlw #disabled #fashion #ootd #drag
5 Wo.

heyofaitho The Coraline dolls were so cute too :,)) ©

5Wo. Gefillt4Mal Antworten Ubersetzung anzeigen

nicole.geraldd Love iiit ©

5Wo. Gefillt3Mal Antworten Ubersetzung anzeigen

void_art106cm ©

® ® 0

oQv A

Gefallt 1.048 Mal
14. August

© Kommentieren

#02

#03

Instagram posts from:
#01: @kawthorne

#02: @charlotteamylouise
#03: @charlotteamylousie
#04: @alexadvocates
#05: @diabadass_nina
#06: @diabadass_nina

10

) charlotteamylouise &
West S

@ harlotteamylouise &JTrying to get back to posting again

So you might see a lot of reposts / content that you've seen
before as I'm working on getting my confidence back again -
and energy too.

The content creation industry is TOUGH when you're
Disabled, not just because of the amount of stigma and
stereotypes that we're having to deal with, but due to a lack of
physical and mental energy (especially if you have an eneray-
limiting disabilty).

It's more expensive to be Disabled.
Journeys take more time when you're Disabled.
Daily tasks can take longer when you're Disabled
Medical admin can overtake your ‘spare time’.

You need more time to rest after doing something.

It's really hard to navigate. And it's something I've not been
able to do recently.

I keep saying ‘this is the week I'm gonna start creating more
content! But the inaccessiole nature of this industry sets me
up to fail. And then | blame myself saying that 'm not good
enough, and thinking all of those internalised ableist thoughts.

oQv A

@ £ Gefallt rubyofmyeye und weiteren Personen
7. Juli 2024

© Kommentioen

@ charlotteamylouise &
West Sussex

charlotteamyloise & Disability Pride Month is almost over.
but Disability Pride isn't

Ironically, I've seen more slurs in the past few weeks than |
have in a while - and people wonder why we need this month?

Pride means different things to ditferent people.

Disability Pride is a celebration of our beautiful community,
breaking stigmas and dismantling societal barriers for a more
equitable society.

But it's also an acknowledgment of the history of the Disability
Rights Movement, and how far we still need to go in terms of
ensuring the safety and joy of Disabled people’s lives. With all
of the shitty comments I've seen, there is stil el stigma,
shame - and internalised ableism - about being Disabled.

It's continuously assumed that Disabled people don't have any
joy and that our lives are miserable.. And sure, it's not without
its challenges and frustrations. It sucks sometimes. And it's
okay to say that.

But society needs to realise that ts barriers and stereotypes
can make those challenges and frustrations even worse for us.

oQv A

@ Gefallt chronicallyjenni und weiteren Personen
26. Jull 2024

&) sommeioren
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alexadvocates
Lunt-Fontanne Theatre

% alexadvocates 23 is brought to you by tpn: maximum
nutritional lfe support straight to the heart =

#totalparenteralnutrition
3wo.

Q ‘mia.fill Happy birthday!

3Wo. Antworten (Ubersetzung anzeigen

O kaya.castillo °

3Wo. Antworten

.
G4 rrroryyyy happy birthday! o

3Wo. Antworten (Ubersetzung anzeigen

e spoonytok Happy birthday -+ °

3Wo. Antworten Ubersetzung anzeigen

@ theresalynns journey Happy Birthday Alexalts/t &

3Wo. Antworten

() -iackieallen_happy birthday Alexal! °

oQv Al

Gefillt 191 Mal
3. September

@ Kommentieren...

ive love tpn °

@ disbadass_nina © g

g 4 diabadass_nina & bye bye Medtronic 640g &

& 1 gotmy first pump 17 years ago and it was a Medtronic. My
second pump was also a Medtronic and now | have the 640g. |
hope | am able to use the kaleido (my new pump) next week <

1d #diabetes #diab

#poweredbyinsulin #medtronicchampion

57Wo. Ubersetzung anzeigen

o medtronicdiabetesde Bye kleine 640G
@diabadass_nina Du wirstimmer ein Teil unsrer Community
bleiben #medtronicchampion Wb

31Wo. Antworten

39We. Antworten Obersetzung anzeigen

annmariecicco New T1D mumma to a brave 6Y0... just
scrolled your whole page  Thank you for showing me that
she'll be ok. I'm a damn good pancreas and Carb Counter lol
Right now she thinks I'm mean &

56Wo. Antworten Ubersetzung anzeigen

Gefllt 1.845 Mal
18. August 2024

© Kommenteren

schoolq Hello. How | switch off the insulin pump 2 °

oQv A

p diabadass_nina &

@' oeuschian

@ fiabadass_nina &}un's out - pump's out

#diabetes #typeldiabetes #typeonediabetes #chronicillness

1 Wo.

@7 11Wo. efallt1Mal Antworten
— Antworten ansehen (1)
medizinischen Hifsmittel. Das man eben nicht denkt

+Krank", sondern an Sommer und Urlaub und eine schone
Zeit denkt. &

1Wo. GefalltaMal Antworten

—  Antworten ansehen (1)

1Wo. Gefallt1Mal Antworten

—  Antworten ansehen (1)

Q efallt 1.088 weit
6. uli

© Kommentiren
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a zuckerregen.| lch liebe dieses Eis < % ©

@ anirbas_typeone & Diese Asthetik! Und das mit einem ©

(@) mesvsmn s o

oQv Al
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Instagram posts from:

#01

#02

#01: @chroniclifeofcaitlyn

#02: @phia_quantius
#03: @thattillyrose

#04: @endometriosisoutrun

#05: @letty_on_wheels

12

Mini-vlogs that narrate the invisible

“Have a flare with me,” POV skits, and CapCut tem-
plates to visualize symptoms/energy budgeting—for-
mats tuned to TikTok’s remix culture.

\ chroniclifeofcaitlyn - Folgen
) stony Brook University Hospital

’il chroniclifeofcaitlyn 8 Wo.
Pain isn't just physical—it's emotional,
invisible, and exhausting.

Some days, getting out of bed feels
like climbing a mountain.

If today hurts, please be gentle with
yourself. You're doing your best, and
that's more than enough.

Dropa  for all those facing chronic
pain with bravery and strength.

What other tips would you add to this
list? Let me know in the commments!

#chronicpain #painawareness

oav W

Gefallt i.sadhanaasingh und weiteren
Personen
22, Juli

9 Kommentieren ... @

o phia_quantius & - Folgen
Audo

phia_quantius & Migréne mit Aura.
L. TW: Emetophobie

Ich mchte gegen die Stigmatisierung der Krankheit kimpfen
und das schafe ich nur mit der nackten Wahrheit. Und genau
das hier ist nichts mehr als die nackte Wahrheit. Zumindest
‘sehen meine Migraneanfale 4-6x im Monat so aus.

Das Problem: Migrane ist unfassbar individuell. Und deshalb
auch ekelhaft unberechenbar. Sie kann sich von Mensch zu
Mensch unterschiedlich auBern. Man kann unterschiediiche
Trigger haben. Man kann unterschiediiche Anfale haben. Oder
unterschiediiche Symptome. Auch bel mir selbst verandert sich
meine Migrane.

Was ich damit sagen mochte ist: wenn du krank bist, bist du
krank. Wenn du schmerzen hast, hast du schmerzen. Und das ist
immer scheiBe. Egal ob du jemanden kennst, der/ die mehr oder
weniger Schmerz empfindet. Krankheiten sind kein Wettbewerb.
Krankheiten machen einem das Leben schon schwer genug.
Lasst uns deshalb nicht vergleichen. Sondern unsere
Krankheiten und Schmerzen mehr sehen, verstehen,
untereinander akzeptieren und fiireinander da sein.

3o,

@ Seraphina.poschinger omg .. °
STage Antworten

&y isouous °

Y stace antworten

@ cssenswer AN ©

N Wo. Gefillt 2Mal Antworten

(@) Fersin_hendor Das it soschlim g dannnech -5 mal
im Monat . Wahnsinn (ich kenne es so einmal im Jahr aber

nicht 0 schiimm echt traurig fihl dich gedriickt @/
Wo. Gefallt3Mal Antworten

nachhaltig_achtsam_leben Ich muss so weinen, wemnich
das sehe, weil ch s selbst Jahrelang hate. In meiner

zweiten Schwangerschaft ganz schimm. Zum Ende hin fast
Jeden Tag, bis zur Geburt. Seit dem habe ich nie wieder

Migrane gehabt. J, ch bin 50 unendiich dankbar dafur jetzt

7 Jahe ofine Migrane zu sein. Bel mir fing es auch wie bei

dir sef frin an. Meiner Mama ging es auch so. Auch bef i

ging es durch die Geburt weg. Ich habe absolut keine

Ahniina was da bassiart weshalh das wea ist. Ich driicke dir

oQv Al
O oetait .

10. Mérz 2023

®

© Kommenteren
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thisis what

one of the top 20 most

painful conditions
can look like

I was terrified to get a
feeding tube - |

N begged my doctor for
any alternatives. He

told me that most
treatments are still in
development, or arent
approved for my form

of gastroparesis

spoonie struggles

thattillyrose &

Skott  Over

rcome

thattillyrose & Chapter &34 IVs: The medics here realise

my immun

huge doses of steroids, it isn't showing the normal responses
/. Specialist tests and cultures identify chronic bacterias that

have been

e system is so suppressed by years of illness and

hiding away and recently reactivated <. They also

think the infection could be causing a vasculitis in my head

explaining the terrible headaches, swellings and scalp pain but

the high steroids also make it difficult to test whether this is
autoimmune or caused by the infection .

Just when | thought things were set to get better, the last few

months have been an all-time low &. The longer it goes on

for, the ha

rder it is to keep going. This isn't a lfe, this is

survival on repeat.

“That life will come,” Boyfriend assures me .

The medics discuss the various options with the labs before
coming up with a plan /.

“We don't

think the antibiotics you've had in the past are

going to be strong enough. These are deep seated bacterias

that have probably been hiding away for years. You're going to

need a long

\g course of IVs. Treating the infection may also

solve the vasculitis but we will have to see."

endometriosisoutrun - Folgen
Original-Audio

it's march

‘awareness month my goal this month is to share the complex

suffering the endo brings, and to hopefully help others fi
i Source: @ reesesendojourney

on TikTok

Al credit are reserved for their respective Owners

1 Credit or delete=> Message @ fixposts

tendometriosisnutrition
10Wo. Ubersetzung anzeigen

‘ashestoendo Sending Hugs beauty
9Wo. Antworten  Ubersetzung anzeigen

¥ @ 0

e

Gefallt

letty_on_wheels

letty_on_wheels My Just Giving page is in the link in my bio!
v
78 Wo. Ubersetzung anzeigen

wynterbreezy That must be rough being autistic

70 Wo. Antworten (bersetzung anzeigen

cal3946 YOYYYY

78 Wo. Antworten

olivetheassistancelabrador There is a new surgery available
at the Cleveland clinic in London to treat Gastroparesis and
allow food to flow into the intestines but it has a strict
criteria of eligibility

78 Wo. Gefdllt1Mal Antworten Ubersetzung anzeigen
—  Antworten ansehen (1)

mobilityadvance we

78 Wo. Antworten

alexakste ¥¥

78Wo. Antworten

Qv

858 Mal

21, Mirz 20;

© Kommentioen
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5 Ways to Reclaim
Intimacy When a

Info posts

Work/relationship
Short scripts for dating disclosures (“code words”
for flares) and workplace accommodation language
get shared and iterated.
A lot of the content shared is tips-based, offering
. guidance on how to interact with people living with
explam chronic pain or illness.

e d ucate Chronic lliness, Careers &
h e | p 3 Relationships
5] ccreaky_joints und chroniceileen

“Iost my income, my routine, my confidence... and I didn't
.
I n fo r m 3. creaky_joints Dating with a chronic iiness is complicated —

@chroniceileen shares what she's learned along the way. @

Partner Has
Chronic lliness

know how to explain that to the person 1 loved.

Chronic illness can mean having to “Will they still
Icave the job you loved, trained for, or R

W a r n From when to disclose your diagnosis 1o spotting love- il e e e S
bombing, protecting your eneray, and planning spoon-friendly 5 o ?
dates, these tips are grounded in real-lfe experience with VIR, [ IR g BTy - “Whathappens it

rheumatoid arthritis (RA). couldn’t keep up.In relationships, this this is forever?

Dift can be hard. Even loving partners
may not understand the mental load of
guilt, shame, or fear that comes with
losing independence.

Living with a chronic illness means managing not only
symptoms, fatigue, and flares — but also navigating

§) crecshitbs o - Foigen
Upper East Side, Manhattan
@ drieephillips & Repost from @projectlyme

When one partner is batting a chronic iliness, it's
not uncommon for couples to feel msmm ed
But trying to force agreement about eve
hing dossrt holp. O Les Philpe areeonilos
expleins, “Clarifying your differences is an
essential step in reclaiming intimacy” Here’s how
partners dealing with chroni s can stay
instead of growing apart. Read more via
@psych_today
https://www.psychologytoday.com/usfblog/sex-
love-in-chronic-iliness/202012/the-healing-
journey-chronic-illness

#iyme #fightinglyme #endlyme
#tickbite #tickssuck #lymestrong Hlymelifestyle
#invisibleiliness #ymediseaseawareness
#healing #inspiration #spoonie #ove #idating
#relationships

26 Wo. Ubersetzung anzeigen

© Kommentieren

beyondtheflare_ - Folgen

beyondtheflare_ There's so many things to think about and
consider when it comes to dating and relationships when you
live with. Chronic illness@

This post is for the ones who've canceled last-minute and
cried after. It covers everything to do with dating with chronic
illness, from telling them, to sex to finances.

Who've practiced disclosure in the mirror 100x. Who wonder if
they'll ever be “enough” for love.

Here's the truth; You are already enough. The right people
won't shrink from your truth, they'll make space forit.

@Share with someone who needs to hear
@Tell me, what's your biggest challenge danng with chronic
illness?

#DatingWithDisability #ChronicPainAwareness
#MedicalTrauma #DisabilityLove #SpoonieDating
#EndoWarrior #invisiblelliness #LovelsAccessible

#EndoC it o
#YouAreNotAlone #ChroniclinessGrief #Chronic

This loss ripples: through your yourjob iCs griel
. = for the version of
finances, your sense of identity, and oy m_, G,
your relationships. Many people feel
like a burden especially when they go
from equal contributors to needing
support.

A s i C k gi r S g u i d e ::La,‘,:z';s‘:l, rem'l‘:;?:\;‘{ and the fear of rejection. Eileen’s
YYou deserve to be with someone who respects and supports
to dati ith
0 a I n g WI a Protecting your limited energy is an act of self-care, not
selfishness
..
chronic illness: o clay ostap bk focus o our st st

Setting realistic expectations helps avoid stress and
misunderstandings

ar value in a relationship isn'tin
in your heart, resilience. and

11.: m.u. Work doesn't define your worth.
. producti

You're not alone in this. & in 10 adults live with a chronic
condition, and about 1in 4 women live with arthritis. These

Qv Al . o o

Gefallt kristen.leixx und weiteren Personen
14. August

© Kormentersn

#02

@the _lonely_spoonie

% cermo_ - Folgen = -

& [crmo_JBeing in a relationship with a chronic
illness can be scary & overwhelming. I've had my
fair share of bad relationships that didn't
understand my iliness and how much it affects
me. It can be scary to go to a new partner and tell
them your needs because often times; our needs
are more than the average persons. But, Look For These Green Flags
important to have a partner that is understanding
and willing to help you through the bad times. For
the partners of an il person; please please
PLEASE just listen to us and try to understand
where we're coming from. We often feel bad for

K4 They ask how they can support you

asking for help and can feel like a burden. When E4They are patient when plans change
you're loving someone with an iliness, it so - . .
important to be kind, patient and understanding. E4They don't treat your illness as a problem to

- solve

N K4 They celebrate the good days

E4They validate your bad days

EdThey listen and learn

E4They adjust, not resent, to changing plans

Instagram posts from:

#01: @thepotsiepanda

#02: @msukireland

#03: @rootedfamilychiro
#04: @endometriosisoutrun
#05: @lindsaybraman

oQv A

Gefallt _alt_carl_und weiteren Personen
8. Marz 2023

© rommenieren
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pot
#potssyndrome #pcos #dating #disability #relationship

16 Wo. Ubersetzung anzeigen

o Qv Al

Gefallt 6 Mal
8 Juni

© rommentieren

‘ the__lonely_spoonie - Folgen

‘ the__lonely__spoonie Let's talk about the not-so-glam side

of dating and relationships with a chronic iiness.

How communication and boundaries are 5o important.
And how intimacy can look different for everyone.

This post is about what love really looks like when lfe isn't
easy.

- Have you had to navigate a relationship while managing
your health? What helped you feel seen and supported — o
what red flags did you learn to spot? Let's share and support
each other in the comments

iThe_lonely_spoonie

#chronicillness

#sospoonie

#chronicillnesslife #ChronicPain #relationships

#interabledcouple #redflag #healthyrelationship
#disability #spoonielife #sp

#invisibleillnessawarness #invisablenotimaginary

11Wo. Ubersetzung anzeigen

@ nethernox How do you even aspire to this when it feels ¢,

like the material conditions don't allow for it? Most young
abled people are struggling to work as is, whichever way
vou slice it. thev can't afford to take on more Burden &

Qv Al

Gefiilit 23 Mal
Jul

© Kormentersn -
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explain
educate
help
inform
warn

Instagram posts from:
#01: @msukireland

#02: @spooniesistershop
#03: @dc.metro.therapy
#04: @thepotsiepanda
#05: @chronically_brave

16

#01

#02

UK

My Chronic Pain Scale

No pain
Hurts a bit

ouch!

[¢]

omgll need a doctor 8

Call an ambulance!

Non-Chronio

T Pain Soale 14

20

Can't remember what this is like

My normal, everyday level of pain. ' used to it
4 and oan function like anyone else

It feels uncomfortable but | can push through it

This is where | will start vooalising that
0 “I am In pain” (big step)

Youl'll find me in the fetal position, in bed,
trying every remedy under the sun

Here is where | contemplate going to the
16 hospital but am trying to avoid it

AL this point, | give up and head to
emergenoy...

@msukireland

www.facebook.com/groups/MSUKL

Y

es, we still have

CHRONIC PAIN

gl

it's our birthday
or a holiday

4

=
we are working or
going to school

even when...

&

we are doing fun we are srmlmg or

activities Iaugkmg
g ) (e,
we don’t talk about we've seen doctors
our pain about our chronic
pain

@SpoonieSisterShop

[

meukireland - Folgen

o D cvoncpan sk ¥

bt ploasocrstus

Lk 1 0ur S UK Facabosk Support Growp £
WIBCEDOK COMBIOUR MUK

pemlraens spoonaate Mg
#ocainog Hatue

oaQv 12

et wal

Y

spooniesistershop - Feigen

® Yes - we il have chvoric pain even

= s s ooty

£:
H
kS
4

& v sean doctos aboutou hrorc oo

ivnicpan patints tond o be exceen t masking, S0 15

sy forgel tat we s n pan. e ca st iy the
ot pottn nd ry o evry oy and wo G

Oy sl e kg ame s R K e

@t s o
@ s s e 8

@ oo ereamntn o

oaQv 2]

€0 Geto hogeminiadvocate und 3958 woitere Personen

© Komentarn
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| Tre
Loneliness Cycle
of Chronic Pain

You stop talking about it R _ Youstart i

@

@

PR—— .| #03

0 Mewo Therapy
Ge.metro therapy One of the hardest parts o chronlc pain
Isn'tjus the pain—it's the loncliness that comes with .

‘You can be surrounded by people and sl feel completely
alone n your experience.

Pain changes your plans. t keeps you home. It makes it harcer
0 connect, harder o explain, and easir o feel
misundersiood—even by the people wh

sense o isclation can welgh just as heavly 25 the pain sel.
Hthis sounds famia, please know you'e not alone.

Your pain s rea. Your experience matters—even f others can't

* People don’t get it 7
* You feel like a burden ) (
* You don’t want to

seem “negative”

* You cancel plans

* You avoid social
situations

* You stay quiet
even when

l@demetro therapy) | you'restruggling

The loneliness
makes it worse You feel
« Emotional pain L/ misunderstood
deepens physical pain * Others can’t see your

* Stress, sadness, and pain
isolation amplify your * People say, “But you
symptoms look fine”

* It becomes a loop * You start to question

that’s hard to break your own experience

HOW TO SHOW SUPPORT TO SOMEONE
WITH A CHRONIC ILLNESS

0O NOT RESEARCH AND OFFER YOUR
MINIMIZE HOW. LEARN ABOUT HELP WHEN c::ic':(g;::
THEY FEEL THEIR ILLNESS NEEDED.
A;:::s(:::f:‘ BE PATIENT DONT ENGAGE HELD THEM
P WITH THEM, IN TOXIC REMAIN CALM
ALWAYS AND POSITI
e e Wi poSITVITY ND POSITIVE
M
ALWAYS BE KEEP A CLOSE CHECK IN ON '::[ ':OZ:ISVS:
WILLING TO EYE ON THEIR THEIR MENTAL e
LISTEN TO THEM WELL BEING HEALTH

THE FRIENDSHIP.

@RAREVISIBILITY

of what youre carying. Let someone in. Say, *This s hard”
Evana o of mesEage can 54 51 o {owar g
more connected

¥t ctonic s evermade o vl s sace
isfor

Drop a - i tnis resanates, o tag somecne who neads to
hear tis reminder tocay.

spooniecammunity #chvonicpainaareness #chronicpaln
14V, Onersatzung anzigen

themigrainenetwork  So rlatsble @
2Wo.. Gefllt Vsl Antworten

— ntwortenansohen 1)

wisdomosaa Thi captures what so many lve wih but
Tarely put nto wioros. Pain 't ust pysial — ' the plans.
misse, the explaning tht ecls exhausting, the auiet
Spaces hera you vonder i anyone trly understands.
“Thank you for naming the nvisible sde of . To anyone
reacing tis who feels unseen: your experience matters
‘Geeply. You're not magining it And you do' have o carry
italln silence.

Antworten ansehen (2

Qv R

Getit 160 Mal

© rommenern

& " #04

119 Ways tosupport your ehvonially I

Support s everything when you s it a chvonic s or
@sabity. BuL no everyone R tat suppor, which s why.
rafsing awareness i somportant We're har (o na oy
Soread the message but 5 hlp others fel ess slone.

Do forgtchacen s el st
sometimes, onine support i all we|

8 Huge thanks 0 the lvely @racevisioily for i post

#SpoorieSupport #ChonilinessSuppart
FSsoaeseoos pmensSusparraSpuones
#nisbiatinesswaror #Spoorieramiy #Spoors
FCoramoartars alaessCo Fincurarrs
#DisabladourSie

(mage description:Set on  white coloured background
Wit back cooured ont. The headino rads:

HOW TO SHOW SUPPORT TO SOMEONE WITH A
CHRONIC ILLNESS

The folowing tex reads as foows;

CHECK UP ON THEM oF
© ALHAYSSEEVE THEM EVN I 10U 0ON'T

o PATENT T T
ooN

 REVAND Us OF THE POSITVES WE BRING T0 THE
JENDSHP.

Qv 12

Gt a4z sl

© rommenorn

CHRONIC PAIN CYCI.E LOOKS LIKE

Depression, P
anxiety, pain 9“&92;";3;(;?“
stressful event etiaaely
impact on " .
relationships difficultyin
finding the right
lack of validation treatment

and,support avoiding physical
fear for future

loss of muscle
strength and
overall fitness

unemployment
negative thoughts

financial instability fatigue, insomnia
cost of treatment oo

low confidence and vSElIfe loEl

low self-esteem anger,
welght loss medication  fear grief,
or gain  side-effects frustration

spoonie struggles

@ chrovica.brave @ - Foigen #05

S\s' chronically_brave & Chronic Pain Cycle

oQv

Gefallt 2.867 Mal
6. Dezembor 2024

Post by @chronicallymeh
Found on @pinterest
Edited by me @chronically_brave

17



dark humor

real

relatable
explanatory
angry
sarcastic
annoyed
metaphorical

18

Meme culture surrounding chro-
nic illness and chronic pain is often
quite sarcastic. It can feel like a
slap in the face. There is anger
towards people who give health
advice without being asked and
annoyed reactions against doctors
and the healthcare system. These
reactions are about daily situations
that people with chronic illnesses

0 BE POSITIVE

YOURETRYI D
B“"ﬂ‘n’lglfﬁlst GO WITH THE FLOW

have to deal with, such as explai-
ning a dynamic disability to collea-
gues or friends. A recurring topic is

not being believed when living with

an invisible condition, being gaslit

or accused of faking it. The memes

help with coping, make people feel

less alone and facilitate connec-
tion in a world that can feel really
isolating for chronically ill people.
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Them: ‘Do you tn
nas affected your
Me:

ink chronic pajn
Personality?”

doctors appointments.
ymptoms. side
g, laundry,

Me trying to manage
medications, insurance. sym¥
effects, house cleaning, coo'km \
employment, and relationships

Going to the Docitors
with chronic pain...

nding that everything is fing" sO MYy

;- her people uncomfortable

disease doesn't make otl

AJ
: RS I1DOTE
| +

WhiE:1s THAT
A TRICKQUESTION2

 WHEN I'M ASKED IF
| STILL HAVE MY
CHRONIC PAIN

CHRONIC PAIN PATIENTS

spoonie struggles "



. o o
issorebutyol™® ] ate-night “painsomnia pos’gs
e et idari ing tips
Whenyqyrw s s Night-owl solidarity threads, coping ps,
it and dark-humor memes about not sleeping
from pain and other relatable chronic illnes
topics.

hronic illness the dgy
alv| ecr | "pushed" myself:

FORISOMEONE WHO IS TIRED 100%

OF THE TIME, come here, i just wanna

talk

| 5 n", e ':’w—

‘Me coming back into people’s
lives after disappearing for 2
months

CHRONIC/PAIN}Y0U oo
AVED

A T
GUess,Whoisloninew.meda |

laylamessner & >

& A T
@ DisabilityThr... 03/26/25 ME Tn‘al;il;&ﬂﬂfégggg‘?gm
i ism is th , WHICH
A blg‘;Apart of ableism :th:t It's hard to rest when chronically jji/ MPTOMS TODAY
inability to understan have chronic pain &

CAUSING MY SY!

) 9ok

disabled people don't pretend
to be more disabled than we
are—we pretend to be LESS
disabled than we are.

i because yoy're never
S more like “lying

8et worse” v

t like healthy People

ing because | want to,

use | NEED to,

§

8et. I'm not rest
I'm resting beca,

100N ALways
GET/A DISEASE

. When you are having a low pain day so you
b 3 i & i decide to do an acti

vity but then a flare kicks in.

t I s me on the nside
e on the outside vs me o ¢

numﬁmnn X
THERE IS N0 CURE

You fall forit every time
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q o | Me when I realized my “chronic G Briana wis, LMFT £3 0
| When you're in mid sentence but | Illness” meant forever:

@brianammsm’“bsky.sotial
| then your brain fog takes over like:

Pe
Safzfle vehgmenrly believe that there re
= Y Nets in blace jf YOu become o
a':,ssfbled That no Matter what, You hava
you'rey;u; needs met. If you believe this,

or a ryde ing i ,
el et aWakening if You ever
,,,,,r F
Me trying to read instructions

with brain fog like:

|

y Me coming home aftey 3 large event

while tm doing like:

d
MV body q -\mportant

an\/‘\'_h\n

a

I'm confused.

1
(@chronically-ell
y ——

A Me comj i
ming ho; :
TELL ME IT'S GONNA BE OKAY. g me after all event Ilke

|

Me- | feel great, let me do all |

: the things!
o d
Me trying to calculate jf 17; have enough
SPOOXs for a futyre event like:

@(hmm'ca/ly_nell

-
Me trying not to Pass out when I stand up
@chyan,za//y,;lg[ M— like:
S — |
ISS PRETENDS TO |
LITTL_E "_‘:‘A‘,E A CHRONIC |
ILLNESS AuD e | N
MUCH THE AYS. | ®) (o
FROM THE SOFA FOR 2 D N>~~~ /\/
& | 7/
[ Mo
8\ W
|
SR “ @chronically_neil

21
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When a health
Y person tri
relate to your pa{jn or fati%izm

Wben someone Says are You
Sure jt isn taj] In Your head?

HAVE YOU TRIED

I HAVE
TRIED EVERYTHING

(HOW SOME HERLTHY
EDRYS WITH NO PAIN

T IDmeme—— - - ~
s “are you sure it

—
When someone 3y :
jsp't all in your head”™

) Wwaluigi simyja tor

 smgip-Com
wae
‘&X @doodlemancy

me: ha ha sucks

i living wji .
Pain sometimes - "1 Chronic
random strap

i have fyck; : ives:
h Kigey °Qa'cgsmed the underwate,
IS 4
' “Are -
Educating someone about your you sure it's not ji g
fliness like

IG HURTS 2~ ANYWHERE??
WHAT|IS THAT EVENLIKE222"
. Sy o
{‘ How people expect me to react to
an‘xl “you'’ disabled
i .| “youre so pretty fora
= “ person”

i

|
) . il @chranically_vell
when the yo ' When someone says they can cu‘te
heal thy ea%{ ngast% | your chronic illness withyoga: - When the De‘ople PS—rry

still don’t y
doesn't cure you nderstand the

‘ o
chronic’ part of chronic illness

q\ g
When someone says “but you
don't look disabled”

@chronically_nell

22
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= machine yearning engi
| Me reading the side affects on e @confusionmtre  TC
] my new medication like:

turning 27 next month

@chronicallynel

The ibuprofen in my bog
trying to figure out what
to work ongﬁrstOUt Bl

Wihen you're having &
chronic iliness flare up
with symiptoms bad

enough to Send anyang fo
the ER but it's not your
first rodeo so you gotla
Just veait it out,.

\

When I realize 1 forgot to take my

pills:

*

oy

' = logan
WERE AEREADY DISABLED. ﬁ

4 N‘z\ “‘w,l my symptoms: *get progressively

Y
!ﬁ B worse
- , |

| me: oh thank god i thought i was
faking this whole time

WHA ABOUTLA CO-MORBIDBI

spoonie struggles

"Side effects may include bleeding
from the ears, seizures and
cannibalism”

NOT SURE IF THE PAIN MEDS AREN'T

WORKING

OR IF THEY ARE(IND)THE PAINWOULD

BEINWOULD HAUE JILLED ME ALREADY

If I had 4 dollar f;
; )
ibuprofen |'ve everr ?avlfvern

People in the ad:

\\_ B

FINDS BAND-AID/FOR CHRONIC
SYMPTOMS

-~y
NEW DOCTOR ﬂﬂ[ﬁ%ﬂlf“ IN YOUR

ILLNESS BEGAUSE YOU DON'T HAVE THE
SYMPTOMS

23



myibslife
1 @myibslife

|
|
|
|

e '
- Ghl’ﬂl’blﬂ!d'rﬁtﬁf!i

stopping for a frappucino on the way
home from a stressful doctors
appointment

me: i don’t feel good

"On a scal
e of onet

What does pg.
does gach number mean?
iy

doctor: ok well idk whats wrong. probably nothing,
actually. have you considered you might be faking
! it? this appointment will be $3,948

‘\
| me: perfect thank u n
| Which pain?

W v

hich type of pain?

':Jl'.‘,;']:.,r orin 2

ijl o

e ——— T

doc: there's nothing more we can do [
When | came

me: what have you done so far? Whena g : ks ' _ ne
' ) v N N a doctor read -

doc: nothing e “ medication list S your ,

ME EXPLAINING MY 's . | When you have to see

Doctor: You can't possibly one dOdOl'jUSf So goU

have that many
diagnoses.

HISTORY TO A NEW [
‘ (an See your other doctop

You are a medical
mystery butl won't let
you suffer sowe will
invest more time, effort
and resources to
figure this out. |
won't giveup on
you. Don't worry
about how to
pay for all this.

&

i
.
¥ ~
(
|
1
|

| Iminpain it
| | erall

y %

SICK IN REALITY ]
| don't know what's wrong with you it for d?uggg l{; 4
LY

M@ o Fnallv and there's nothing more | can do. -
o e O Siunatly/have You must be a drug-seeker. > :
E Lt , planswer: Here, take these 'T’\

anti-depressants.
But

Oh, and lose
some weight.
) faking it
¢ ) 0
" £

24
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«So far you have
survived 100% of
your worst days.»

Trendforschung MA 2025 Spoonie Struggles



Quotes

fight
explain
hope
bargain —
acce [ AM SICK h
: id, or men disabled. I'm not ‘ ; . .
a CCe pt I'm "T:':‘,:’;":;y:ss'.“;-::ﬂinn :ny :uad‘ I'm not Wak1ng up to se ‘t
cm:::usmg this myself. I'm not making it up. d L b1e581ng. e
'm learning cbout myself every day. "‘_"" “"'“ aY A Make
“:e:‘l’wnh this sickness. | can still do ihmgfsm:: take y for grante :
il ind pendonce, but somel :
myself. | |ke| ::ch n:cd your help . T and . happy e
vou re GH‘V’&
Quotes about chronic illness resilience. At the same time, these e S o } . .

28

that circulate on Facebook or older
websites often frame illness
through the language of individual
responsibility, faith, and moral cha-
racter. They portray being ill as a
test, something to be endured with
strength, optimism, or spiritual
trust. Common phrases describe
people as “fighters” or “survivors,”
suggesting that coping with chro-
nic illness is less about medical
reality and more about personal

quotes sometimes carry a subtle
sense of blame or bargaining: that
if one believes hard enough, beha-
ves correctly, or remains positive,
then illness can be managed or
even overcome. While such messa-
ges may offer comfort to some,
they can also reinforce pressure on
chronically ill people to present
themselves as strong, faithful, or
inspirational rather than simply
allowed to be unwell.

Trend Research MA 2025

time, lend @ hond. You never kn:
much it could mean.

ow how

f«’vc climbed
2 mosntan

.

¢ look back ‘and

spoonie struggles

NOTHING IS

WWNJJ\‘ELXFEHRPFY.CDM

MORE BEAUTIFUL

THARFA REAK:

SMILE THAT H
STRUGGLED’

i3 ‘?’i‘f@' ‘,{ge"

AN

WWW.LIVELIFEHAPPY.COM
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And ye shall serve

thedLord iyour God e - — .
and He shall bless (R 20l
thy bread,and thy ’ Zg A
water; and I wil I shall d- Heavenly father,
take sickness be healeqd: healthe sick,
away from the I Save me, and ¢ comfort ®! WEOW:
midst of thee. = shall be saveq encouTage |;e

| EXODUS 23:25 (KJV) @é mm : ,. diScnurage ;

[Jeremian 17:145 us strength.

E BibleGod(Quores Leon

| hopt when [ﬂopm; in E g"s
HERALS

pain s ow | am J
M‘mzf with dueonic pain ISAIAH 53:5 . AND WiTH s
Yy arent wisking
) mld,hzi mM luckny
Lo CD e ),
o y hopt
i that they gealizt
God. i My atrongth.
and. Yo i available to
tham as well. | am weak.
put Yo ia steong. He
will be strong foe all : Love  embersof o corni
Wi ﬂ)ﬁrk/ Him. ] EMW]t ; 1 who are in need-
sdo’ illneat withat Him. i mental and icel
consolation in your healing pre
bad Caoin Show your mercy as you close wounds, 4
ken bodies whole and free downcast spirit:
g health

these syecial people find lastin;
and so join us in thanki

STRIPES WE ARg HEALED

uffering may they find )

sence.

bro

[ May

«qpy the midst of pain, you can still e
g p:au: In the depths of fatigue, g s Lord ot
you can otill find str ength.” S

\capunniw ommunity

pa i~ illness Por't jud
,CWOOEC‘ \\(\nl You don't krow
A Ju//)/(‘;f* g‘l\i{é g what it took for
T el someone o
\SN'T : Y et out of bed,
: : '°:‘ 8 presentable
LEY S th escrip possibie,
QCMJ Care y e ;;\efr?m o I sment the dl'r&ff.:?
aw e’ o th
HONORTs bl | I, o 4 Voo krow
are B , nothing of th
ROUGH] h about 1:9 b daily mm!:l‘r

CHRONIC 1LLNESS AWARENESS
What Iy 1t Like o Live Wi Flbrawryalgia

nursetSgett 3
IBroom & Chrowle Pﬂlﬁnn‘“; bl
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pEOPLEWILL SOONER AID ASICKDOG 1YING
QN THE SIDEWALK THANTOTRY TOFIND
SHELTERFORASICK PERSON.IT'S TOO MUCH

T0DEALWITH
MICHAEL TASLOW
(B ec o m e s © Litehack Quotes
We { l ne gs’

«
Sometimeslife doesn't
furnout the wayyou ¢
may have wantedit ¥
felgle) cklwtrog;\ic illnfss ) <
canalterevel V75 We g -
- bestlaidplaf ‘ ! m; either make ourselves
Ot shouldn - | erable or we make
you backifiro ourselves strong

. The
of work is the same Ll

The
th(élll;lllgnges I'have faced - am
T an;tzngl poverty, chronicong
mOth,e o eing raised by g sipo]
el hare not uncommon, bugt ¢
| ave they kept me t';om
Mmon achievementg

-Carlos Caslenada

Even people who have had a
chronic iliness for along time are
getting sad. 1t still hurts when they

| —

N

é'—; S" :"3"‘?"?{ - have to give up on things they used
SRS {0 be able to do. They are trying to
be happy to be a part of the

'l be able -7
back on ok
fand b}e grateful
e bemg stron
but foday fm jus
trying to keep
my strength up
and make it to
E%‘TOmOFFOW

community, but inside they are
crying because they cannot keep

pace with their healthy friends.
Sometimes a chronically ill person

also need to do what they find
difficult, for that simple reason to

Yl]l.ll" jl]b won't ke . feel alive.
of you when you are sick. ™

ME words

D
sy,

9 have a chronic illness and IM

dealing woith i€ in miy own WY

9 do nof want [ectures, meaning

advice (like get some fresh
ivJor to e fold

that 9'm nat doing things

[ess
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A

Accessibility
Acceptance
Aches And Pain

B

Bed
Bad Day

C

Chronic

Chronic Fatigue/ lll/ Pain
Cocooning

Comorbidity

Comfort

Cozy

Crash

Crip

D

Disabled

Disabled Life
Disability

Dynamic lliness
Dynamic Dysability

=

Equity
Equality

F

Fatigue
Faith
Flareup

G

H

Help
health
hope

Insomnia

Invisible

Invisible Disability
Invisible lliness

J

Journey

K

Keepgoing

L

\%

My Faulty Gene
Masking

Mental Load

N

Never give up
Not just lazy
Not a victim

)

P

Pain

Pain Journey
Pain Day

Pijama

Positive Mindset
Pushing Through

Q

Quality of life

R

Restless
Resilient
Resilience

S

Struggling

Sick

Soft But Strong
Spoonie

Trend Research MA 2025

Spoonie Community

Spoonie Memes
Spoonie Life
Spoonies
Spoonie Theory
Spoonie Warrior
Survivor

T

Tired

U

\Y

spoonie struggles

Comorbidities
Comorbidities are two or more concurrent or
sequential illnesses or disorders in one person
that may affect health and treatment, without one
condition necessarily causing the other.

Dynamic lliness / disability
A dynamic illness is a disorder characterized by
abnormal, fluctuating, or changing physiological
processes or symptoms over time, unlike a static
or constant condition. This term can refer to
dynamical diseases that involve sudden shifts
in physiological dynamics, such as epilepsy or
tremors, or it can be used in the context of a
dynamic disability, where the severity or ability to
perform certain functions changes significantly.

Equity
Equity is fairness that considers individuals’
different circumstances, providing them with the
exact resources and support they need to achieve
an equal outcome.

Spoonie
A spoonie is a person living with a chronic illness
or long-term health condition who uses Christine
Miserandino's Spoon Theory to explain their
limited daily energy reserves. In essence, “spoons”
represent units of energy, and spoonies must
carefully "budget” them for tasks, as they can't
simply replenish them by resting as much as a
healthy person might.
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