
spoonie strugglesTrends & Identity			    &zine – Depot für Wandel		  Vol. 01 / 2025

Struggles
Spoonie 



2 3spoonie strugglesTrend Research MA 2025

Contents
	04	 | Abstract

	06	 | qualities and discriptors of pain

	08	 | Medical-aid Fashionistas

	12	 | Mini-vlogs that narrate the invisible

	14	 | Work/relationship scripting 

	18	 | Memes

	20	 | Late-night “painsomnia” posts

	28	 | Quotes

	32	 | used #hashtags	and mini glossary

	34	 | Imprint

	35	 | Chronic Illness Masking

Abb: Pixabay



4 5spoonie strugglesTrend Research MA 2025

Abstract

chronic illness
chronic pain
comorbidities
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.

Abb: @chronicallymeh
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qualities and 
discriptors of

pain

acute
chronic

persistent
intermittent
episodic
dull
stabbing
throbbing

burning
searing

shooting
sharp
gnawing

excruciating
debilitating

intolerable
manageable

refractory
cramping

aching
radiating

localized
diffuse
tender

sensitive
intractable

breakthrough
neuropathic

nociceptive
nociplastic

inflammatory
visceral
somatic
mechanical

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

#01

#02

 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.

#03

#05

#04



10 11spoonie strugglesTrend Research MA 2025

Instagram posts from:
#01: @kawthorne
#02: @charlotteamylouise
#03: @charlotteamylousie
#04: @alexadvocates
#05: @diabadass_nina
#06: @diabadass_nina

#01

#03

#02

#04

#06

#05
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#01

#02

Instagram posts from:
#01: @chroniclifeofcaitlyn
#02: @phia_quantius
#03: @thattillyrose
#04: @endometriosisoutrun
#05: @letty_on_wheels

#03

#05

#04

 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.
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Info posts

explain
educate
help
inform
warn

Instagram posts from:
#01: @thepotsiepanda
#02: @msukireland
#03: @rootedfamilychiro
#04: @endometriosisoutrun
#05: @lindsaybraman

#01

#02

#03

#05

#04

 Work/relationship scripting 
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 
chronic pain or illness.
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#02

#01

Instagram posts from:
#01: @msukireland
#02: @spooniesistershop
#03: @dc.metro.therapy
#04: @thepotsiepanda
#05: @chronically_brave

#03

#05

#04

explain
educate
help
inform
warn
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Memes

dark humor 
real 
relatable
explanatory
angry
sarcastic
annoyed
metaphorical

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 

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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 Late-night “painsomnia” posts 
Night-owl solidarity threads, coping tips, 

and dark-humor memes about not sleeping 
from pain and other relatable chronic illnes 
topics.
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«So far you have 
survived 100% of 
your worst days.»

	 – Russell Sabella
Abb: megfoundationforpain.org
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Quotes

fight
explain
hope
bargain
pray
accept

Quotes about chronic illness 
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 

resilience. At the same time, these 
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.
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A
Accessibility
Acceptance
Aches And Pain

B
Bed
Bad Day

C
Chronic
Chronic Fatigue/ Ill/ Pain
Cocooning 
Comorbidity
Comfort
Cozy
Crash
Crip

D
Disabled
Disabled Life
Disability
Dynamic Illness
Dynamic Dysability

E
Equity
Equality

F
Fatigue
Faith
Flareup

G
–

H
Help
health
hope

I
Insomnia
Invisible
Invisible Disability
Invisible Illness

J
Journey

K
Keepgoing

L
–

M
My Faulty Gene
Masking

Mental Load

N
Never give up
Not just lazy
Not a victim

O
–

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

Spoonie Community
Spoonie Memes
Spoonie Life
Spoonies
Spoonie Theory
Spoonie Warrior
Survivor

T
Tired

U
–

V
–

W
–

X
–

Y
–

Z
–

 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 Illness / 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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#chronicillness
#chronicpain


