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This is what you see é

Working
Socialising

Parenting
Smiling

Living

Exercising



3

I have so many 

questions, yet nobody 

seems to have any 

answers



Background



1996
1999

2004

2006

2008

2012 2017

Diagnosed with 

juvenile 

idiopathic arthritis 

(JIA)

Commenced disease 

modifying treatment

Commenced 

biological 

therapy

Onset of Crohnõs disease

Diagnosed 

with Crohnõs 

disease

Diagnosed with 

fibromyalgia
Here I am é

A JOURNEY OF OVER 20 YEARS
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Undifferentiated

Unknown

cause
One or more 

inflamed joints

Onset before 

the age of 16

Arthritis is not just an old personõs disease

Arthritis Research UK (2017)

Juvenile Idiopathic Arthritis

1 in 1000 children have JIA

Up to 17,500 living with JIA

Higher female: male ratio for most sub -types

Systemic

Polyarticular

(RF+ or RF-)
Oligoarticular

Psoriatic

Enthesitis-

related
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What is a ônormalõ childhood?

Weekly visits to the hospital

Polypharmacy

Negative side effects to 

treatment

Absence from school

Exhaustion in the evenings 

and at weekends

Social isolation

Inability to participate in 

contact sports

Different from everybody 

else

Growing up too fast
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Living with a label

The patient

Talking about them whilst 

theyõre in the room

We donõt think theyõll like 

that

They canõt self-inject, 

theyõre far too young

It will scare them

The subject in the study

It must be such a burden

I saw this arthritis patient in 

clinic today
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DIAGNOSES BECOME MORE LIKE A SHOPPING 

LISTé AS DO TREATMENTS

Juvenile idiopathic arthritis (JIA)

Joint hypermobility

Psoriatic arthritis (PsA)

Fibromyalgia

Chronic widespread pain

Crohnõs disease

Irritable bowel syndrome

Lactose intolerance

Optic disc drusen

Psoriasis

Eczema

Seasonal rhinitis

Recurrent sinusitis

Chronic idiopathic urticaria and 

angiodema

Folate deficiency anaemia

Gastroesophogeal reflux disease

Slipped capital femoral epiphysis

CURRENT TREATMENTS:

Adalimumab

Omeprazole

Cyclizine

Fexofenadine

Ranitidine

Fluticasone

Mometasone

Folic acid

Buscopan

Algesal

Hydroxycobalamin

Tramadol

Buprenorphine

PREVIOUS TREATMENTS:

Infliximab

Etanercept

Methotrexate

Sulfasalazine

Mesalazine

Hydroxychloroquine

Diclofenac

Naproxen

Ibuprofen

Corticosteroids

Buprenorphine

Amitriptyline 

Domperidone

Cetrizine

Among others!
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Inconsistency in defining fibromyalgia

Fibro Fibrous tissues such as tendons and ligaments

My Muscles

Algia Pain

A fibromyalgia diagnosis often feels like the last resort diagnosisé

when nobody seems to really know what is wrong

PAIN

FATIGUE

FOG

Mild Severe

Tired Walking dead

A little slow Losing it
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You wake up to the unknown, every single day

Varying pain 
(severity, location, 

duration)

Clumsiness and 

dizziness

Sensitivity to changes 

in weather and to 

noise, lights and other 

factors

Headaches , irritable 

bowel syndrome and 

other symptoms

Fatigue , ranging 

from tiredness

to complete 

exhaustion

Cognitive disturbances , 

including a lack of 

concentration, temporary 

memory impairment and 

mixing up words 

òIt sometimes feels as though the plug has been pulled!ó
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How is your arthritis?

How is your 

fibromyalgia?

How are the bowels?

Oh great, your inflammatory markers are normal! 

Itõs probably flared up.

Let me know what the 

Gastro doctor says.
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Mixed experiences ð
sometimes helpful, sometimes not

May be helpful, but few people

are seen by a neurologist

From experience, itõs a waste of an 
appointment!

Great to meet other people, but 

sometimes can inflame the situation

It often feels like theyõre the only

ones you can go to, but is it beneficial?

Who do you go to for help? 

Who can you trust?

Rheumatologist

Allied Health 
Professionals

Neurologist

General 
Practitioner (GP)

Support groups
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Fibromyalgia is more common than most of us think

A European survey of five countries 

estimated that 2.9% to 4.7% of Europeans 

are living with fibromyalgia

In the UK, this equates to 2 million people

We also know that many people may be 
undiagnosed or misdiagnosed, so this number 
could be even greater!

Alzheimerõs 
disease

Multiple 
sclerosis 

1 million 100,000
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The challenges of treatment

Pharmacological 

treatments

Trial and error

Treat the symptoms, not the underlying disease

Only because we donõt know enough about it!

They can make 

things worse

It ends up being your 

decision

Non -

pharmacological 

treatments

Pain clinic

Allied health 

professionals

Psychological 

support

Self-

management

a.k.a.

See how you get 

on, come back 

to clinic in 9 

months 
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Anxiety

Guilt

Depression

Isolation

Worry

Obsessive

Judgement

I donõt want to lose my jobWhat will they think of me

Iõm not lazy Listen to meIs it all in my head?


