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“...that’s what my 
condition’s done to me, 

it’s destroyed me, 
because I am just so 

angry with it, because I 
am a young girl...” 

“I feel like it’s 
ruined my life...” 

“...when you are younger and have 
this condition...it’s obviously been 

quite difficult for my husband to get 
to grips with...’why can’t you 

manage things?’ What is it you’re 
actually feeling?’ Because it’s all 
quite invisible at times...I found it 
incredibly hard to find information 
that  my husband or close friends 

can read...” 

“I live on my own so you can’t 
just phone people up, you know, 
people are busy, and it was like 

there was always somebody 
there that would just kind of 
have a similar story...I often 
found it was a good way of 
supporting me when I was 

feeling a bit lonely and in a lot of 
pain” 

“I sometimes wish I 
could stab myself in the 
arm and just send it in 
the post or something, 
because you’ve either 
got to take a day off, 
you’ve then got to go 
and have it done...” 

“When I first got 
diagnosed they gave me 
all the literature, all the 

leaflets and booklets...to 
begin with, I started 

reading it all religiously 
and thinking ‘oh I’m 

getting so blown away by 
all this...” 

“I want to be in 
control, desperate to 

be in control” 

“...I want to be an average 29 
year old girl, doing everything 
that I want to do...I want to be 

in control of everything 
myself...” 

“Thank God I have the 
internet because now 

obviously I’ve got more 
understanding of what to do, 
but talking to other people 
who do have it, they’ve got 

that other sort of 
understanding...” “I tend to use Twitter 

for following other 
people that have got 

things with a 
rheumatology interest 

or condition...” “Never Google anything 
health related, because 

you will scare the life 
out of yourself” 

“If your rheumatologist 
said to you ‘here’s an app 

you can use to help 
you’...it would be great” 

“I think It would be really 
helpful to say to people 

that there are other things 
out there apart from just 

taking the drugs” 

“I think for me to 
have my own 

information stored 
would be 

amazing...” 

“...at the moment I 
do it (record 

information) in 17 
different places...” 

Figure 1: A 
respondent’s 
hand deformity 
from her RA. 
Age 26. 

“I started blogging...I 
find that really 
therapeutic” 


