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When there’s more than meets the eye…



How good are you 
at seeing pain?

• What is the site?

• What is the cause?













Seen Physical Pain

• Site is obvious
• Source is clear
• Behaviour is typical
• Child can verbalize it
• Generally easy to treat
• Resolves with treatment (or 

prevention) of underlying cause
• Use of simple analgaesia

But seen pain is still under-recognised and under-treated in children
If the pathology would be painful for an adult ---- it will be painful (usually more so) for a child



Unseen Pain

15-year-old boy with Ehlers Danlos Syndrome



Hidden pain case study 1…

• 6 year old boy
• Glutaric Aciduria Type 1
• Muscle wasting, Severe spasms and 

feeding issues
• Septic thumb
• Pressure sores – feet and hip
• One of three children
• Mom had died a year ago – Dad not able to 

care for him – admitted to a children’s 
home

• Came to RCWMCH – blocked feeding tube 
and dehydration

• Referred by neurologist to Children’s 
Hospice for intermediate care (awaiting 
placement) 

BEFORE



Hidden pain case study 1…

• Very irritable – especially when fed and during 
episodes of spasming

• Unable to tolerate boluses → put on continuous 
pump

• Septic thumb was from biting due to pain
• Started on low dose morphine and Gabapentin 

and Music therapy
• Got Dad to visit more often
• Started to smile and to laugh
• Able to change to bolus feeds → gained weight
•  Referring neurologist: “What have you done to 

him? He is a different child?”

AFTER



What was going on…

When ill: Metabolic crisis
▪ Catabolic metabolism →  break down of muscle
▪ Increase in Glutaric acid
▪ Seizures
▪ Coma

Treatment: 
Protein restricted diet
Special formula
Carnitine

Prognosis: 
Normal lifespan if diagnosed before 6 years (newborn screening)
Late diagnosis – irreversible brain damage but further damage halted
Not diagnosed: Life threatening – die during metabolic crisis

Macrocephaly

Dystonia

Failure to thrive

Neuro-irritability

Visceral 
Hyperalgaesia

PAIN



Total pain

Physical

Psychological

SocialSpiritual

Cultural

Glutaric aciduria type 1
Neuro-irritability
Painful spasms
Visceral Hyperalgaesia

Mother had died 1 year ago
Separated from father and siblings

Being looked after in a 
children’s home Separation Anxiety

?Depression
(as young as 3 years)

Loss of connections
Joy from music



Hidden pain case study 2…

• 13-year-old girl
• Had bad Henoch Schoenlein Purpura two years ago – complex illness 

required Prednisone and Dapsone
• One relapse with rash a year later
• Seen by Child Psychiatry- Fainting and Leg numbness
• Complex psycho-social issues- bullied at school
• Chronic muscle weakness, chronic fatigue
• Lower limb numbness
• Sent to me from Rheumatologist - please help- can’t find source of pain



Hidden pain case study 2…
• "I am so angry I want to scream, As I taste the 

saltiness of my tears forming a stream, 

• I am so angry I want to scream. My legs are numb 
and I feel dumb, my fingers are stiff and I can’t 
manage a whiff, I wish I can just throw myself off a 
cliff.

• At school people look at me with suspicion and 
reprieve.

• Maybe its fear that I may fall back collapse or give 
them a germ, tick tock tick tick there goes the 
freak!

• Teachers don't see me, they do a good job to 
ignore me. I try to explain,its me, just meak and 
mild me but it’s still me, tick tock tick tock there 
goes the freak!

• My doctors argue infront of me, can't seem to 
answer any questions about me. Its mental they 
say, time to bring in psychology. Your body stiff, 
abdomen tender



Hidden pain case study 2…
• Try and walk if you can remember. Pop the meds if 

your pain grows in temper. Tick tock tick tock there 
goes the freak! 

• As I sit on the couch, the good doctor taking her 
notes. So how are you feeling? If only I can go on 
bended knees. Doctor won't you help me please? 
My parents sit by my bedside doting over me. As I 
lie in pain feeling that I am going insane.

•  Frustrated by my agony I appreciate their 
supporting me, can’t they just let me be, in all my 
misery. I am angry I want to scream. How can this 
be, it isn't me. I have been bullied and spawned. 
All because of something unknown. I am pale, 
tired and withdrawn. I just don't have the energy 
anymore. 

• HSP you have won, now let me be done. You have 
taken away my dignity. What more do you want 
from me?“

•  By Kauthar Button ..



What was going on… 



Hidden pain case study 2…

• Treatment
• Failed Psyche-admission
• Narrative therapy
• Gabapentin for neuropathy
• Psycho-social support for parents
• Emails with teacher/school 

principals
• Adolescent Chronic pain support 

group 



Top tips for seeing unseen pain…

• Listen to the patient/caregiver
• Be aware of pain-related behaviours (including unusual ones) and 

tools for assessing pain in non-verbal children
• Think patho-physiologically
• Use common sense
• Understand neuro-plasticity



Revised FLACC score
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Paediatric Pain Profile

https://ppprofile.org.uk/wp-
content/uploads/2018/11/full_ppp_document.pdf
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Non-
Communicating 
Child’s Pain 
Checklist
- Revised
(NCCPC- R)



https://patchsa.org/pain_symptom_management_resources/

PatchSA Colour Tool for Assessing and Locating Pain in Children

https://patchsa.org/pain_symptom_management_resources/
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