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AAP Guidelines and consensus statement:
What is recommended?





Hoover-Fong et al. 
Pediatrics 2020



What is the paediatric model?



Examples of other settings around transition



Youth with diabetes and their parents' perspectives on transition care from pediatric to adult diabetes care 
services: A qualitative study

Health Science Reports, Volume: 3, Issue: 3, First published: 06 August 2020, DOI: (10.1002/hsr2.181) 





Gastrointestinal NursingVol. 9, No. 1
Clinical IBD 2013

Attitudes and Experiences of Adolescents in an Innovative IBD Transition Service
Kay Greveson

https://www.magonlinelibrary.com/journal/gasn
https://www.magonlinelibrary.com/toc/gasn/9/1
https://www.magonlinelibrary.com/doi/full/10.12968/gasn.2011.9.1.35


Transition in CF



Best state to be in at transi:on – consider:

• Mid to late childhood
• Sleep disordered breathing
• Weight
• Mental health
• Spinal stenosis
• Pain management
• Shunt
• Informed



Gap in the care pathway

• Paediatric MDT v. GP

V.



Suggested ways to fill that gap

• Put ‘patients’ in control of their own health
• Produce a checklist to facilitate this

• App based

• Educate people with Ach and GPs
• Educational videos on EAF website
• Simple language 101 documents (e.g. SDMC)
• Link to app

• Develop a country-specific directory of specialists
• Iterative

• Discussion/support forum
• NHS 111



Resources from Skeletal Dysplasia Management 
Consortium



Directory of specialists

• Who
• Where
• When to refer
• Create a virtual MDT



Directory of specialists
When to refer

Symptoms described: snoring, 
pauses in breathing during sleep, 
daytime somnolence

Pain (claudication), pins and 
needles, numbness, incontinence

Weight gain

Who and when

Sleep specialist

Spine neurosurgeon

Nutritionist/dietician



Thank you




