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Outline & Background 

• 2004 guidelines; parent role in making case 

 

• Process – working party  / scope 

 

• Current Practice - NICE SCD guidelines; how children with stk are 
managed; 

 

• The new guidelines 
• Typical pathway – screening onwards 
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Key differences c/w 2004 

• Includes intracranial haemorrhage 

• Delphi method used to reach consensus on contentious issues 

• Recommendations for hyperacute AIS therapies 

• Covers patient journey form pre-hospital phase to transition to adult 
services 

• Recommendation that cases are managed by specialist neurovascular 
MDT convened at regional level 
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The Role of Parents 

 

Lobbied the Stroke Association and MPs 

Informed debate in House of Lords 

Active members of working party; informed 
scope & parent version 

Workshops to develop consensus statements 
re communication; information; transition 

Contributed to and reviewed parent version 
of guidelines 
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Risk factors for AIS 
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Imaging the child w “brain attack” 

• Potential for hyperacute treatment of AIS means that imaging within 
1 hour mandated – but all patients could benefit from this 

• CT & CTA if MRI not possible 

• In SCD exchange should not be delayed to await imaging if the child 
has a clinical deficit 

• Image vasculature from aortic arch to circle of Willis 
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Alteplase:  

 

Total dose = 900 micrograms/kg (max. 100mg) 

 

10% (90 mcg/kg) to be delivered as IV bolus 

 

Rest of dose as IV infusion over 60 minutes 

Acute AIS management: differences in SCD 

• Urgent exchange, don’t wait for scan 

• Isovolaemic exchage 

• Do not routinely give aspirin 

• Role of thrombolysis/anti-thrombotics not established – not routine 
but may be appropriate in some cases 
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Assess for and prevent complications 

• Secondary complications: raised ICP, hydrocephalus, seizures 

• Swallowing/nutrition 

• Endocrine 

• Coagulation 

• DVT 
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Outstanding issues 

• Define role of neuroscience clinicians in management of SCD 
• Acute stroke 
• Interpretation of imaging 
• Risk counseling 

• Management of acute stroke is not usually in a neuroscience centre 
• Access to MDT & community services 

• Different aspects of care are fragmented (e.g. neurology/neurosurgery vs. 
transfusion vs BMT) 

• Relative weighting of different treatments may not be considered in the 
round (e.g. BMT vs. revascularisation) 

• Access to specialist neurovascular MDT 
• Role of surgical revascularisation in patients with severe occlusive disease 
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Habilitation & Rehabilitation 

• WHO International Classification of Functioning Framework 

• Identify domains for assessment and intervention across ICF 
• Early involvement of MDT (within 72 hours) 

• Weekly MDT reviews 

• Early community liaison 
• Key worker / key contact 

 

• Active partnership with families: 
• Involve parents and young people in assessment; identification of rehab priorities; regularly 

inform and update; provide choice where possible 

• Assess communication, information and support needs during early functional 
assessment 
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Process 

 

Current practice  

• Meeting communication and information needs of CYP and family 

• Continuity of care 

• Communication between health, education and social care 

• Flexibility in delivering changing needs 

• Accessibility of services 

• Expertise & availability 

• Importance of signposting 

• Utilisation of charitable sector support 
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https://www.stroke.org.uk/ 

Key Pointers for Haematologists managing 
children with SCD 
• Early rehabilitation 

• Parent communication 

• Planning support and guidance from neuroscience clinicians 

• Who can support / guide care – what should families and clinicians 
expect from services 

• Families can use guidelines to self-advocate 

• Child Stroke Support Service via The Stroke Association 
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Key Points 

• Gaps in guidelines – questions for clinicians; joined up care after 
diagnosis; support for at-risk patients 

• What could be done now – joined up pathway btw neuroscience and 
haematology that could be audited against 

• Role of charitable sector to support parent/YP engagement 
• (Visibility of children and stroke within existing charities??) 

• Generalisability of findings to ABI groups 

 

 


