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Service set up
• Combined service between Manchester (Royal 

Manchester Children’s Hospital) and Liverpool 
(Alder Hey Children’s Hospital) 
• Congenital Hyperinsulinism services 

commissioned by National Health Service 
England (NORCHI + GOSHCHI)

Royal Manchester Children’s Hospital Alder Hey Children’s Hospital
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Quality Patient Experience
Service delivery

Research

Audit & Quality Improvement

Education & Training

Peer Review

Service Review by NHS England

Parent Feedback

Stakeholder feedback

Patient Charity Feedback



Feeding Intentions Audit 
Dietitians 

Karen Erlandson-Parry/ Ana Nikiforovski / Niamh Gilligan 

Quality through Audits

6



Scans identified as 
possibly indicating 
hypoglycaemic injury (n 
= 107)

No evidence of 
hypoglycaemic injury on 
MRI 
(n = 55)

Evidence of 
hypoglycaemic injury 
on MRI 
(n = 52)

Hypoglycaemia 
known before MRI 
scan (n = 26)

Hypoglycaemia not 
known before MRI 
scan  (n =17)

Hypoglycaemia 
probably not known 
before MRI scan (n = 5)

After neonatal 
period (n = 18)

Neonatal period 
(n = 8)

Admitted to 
NICU (n = 8)

Not admitted 
to NICU (n=nil)

Likely missed/undertreated 
hypoglycaemia with severe 
consequences (n = 22)

No clinical details 
available (n=4) 
(No badger /clinic letter 
)

Brain MRI hypoglycaemia 
Audit

Quality through Audits

7

Fellows 

Chris / Ramya 



Hypoglycaemia & Hyperinsulinism Study Day: 3 centres

Quality through Education & Training
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Quality through Guideline Development
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Patient Experience through Family Feedback

Would you prefer face to face 
hospital appointments over 

virtual appointments?

13%

50%

38%
Yes
No
Yes/No

“Great service, we have no complaints” 

“Fantastic! Holistic care provided by CHI Nurses – 
Helpful with advice and guidance” 

“Thank you for the support that has been provided by 
the Endocrine team and to keep up the good work!” 

Virtual Clinic survey
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Elaine O’Shea / Sumera Ahmad



Positive Negative
Insight into trends/patterns of glucose levels Frequent Dexcom uploads

Greater parental understanding of glucose 
changes with CGM

Inaccuracy of Dexcom 

Research strengthened clinical management Frequent sensor errors with Dexcom 

Trial medication avoided need for subtotal 
pancreatectomy

Skin side effect of medication

Patient Experience through Family Feedback

Parent Experience of Research in NORCHI

Sarah Worthington
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https://www.itv.com/news/granada/2023-08-30/family-visit-hospital-to-thank-staff-who-saved-their-baby-with-rare-condition

https://www.manchestereveningnews.co.uk/news/greater-manchester-news/within-hours-knew-baby-wasnt-27400760

https://open.spotify.com/episode/6OjinfUKRqp3zUGvBzKRvM?
si=pY94Kt8YR8GJT0jnEK0Yyg&context=spotify%3Ashow%3A1Zuurv8AZFWti60lSXiDgz 

Patient Experience through Family Feedback

https://www.itv.com/news/granada/2023-08-30/family-visit-hospital-to-thank-staff-who-saved-their-baby-with-rare-condition
https://www.manchestereveningnews.co.uk/news/greater-manchester-news/within-hours-knew-baby-wasnt-27400760
https://open.spotify.com/episode/6OjinfUKRqp3zUGvBzKRvM?si=pY94Kt8YR8GJT0jnEK0Yyg&context=spotify:show:1Zuurv8AZFWti60lSXiDgz
https://open.spotify.com/episode/6OjinfUKRqp3zUGvBzKRvM?si=pY94Kt8YR8GJT0jnEK0Yyg&context=spotify:show:1Zuurv8AZFWti60lSXiDgz

