
 

 

 

Liverpool Central Library 

Saturday 14th October 2017 

Summary of the day 

Childhood Stroke Survivor 

 

Connor shared his story of stroke as a teenager, and his journey through 

rehabilitation and recovery.  He provided inspirational examples of the 

work he now does raising awareness of stroke and brain injury in young 

people, and in offering advice and support to other children and young 

people.  

Childhood Stroke Guidelines 

Dr Ram Kumar from Alder Hey Children’s Hospital talked about the new 

childhood stroke guidelines – launched in May 2017.   

The full guideline, key recommendations and parent guideline can be 

found at: www.stroke.org.uk/cguidelines 

A full set of his slides can be found at the end of this summary 

http://www.stroke.org.uk/cguidelines


Therapy and Rehabilitation after stroke in childhood 

 

Dr Ram Kumar joined a panel of therapists to answer questions about 

therapy and rehabilitation after stroke in childhood.  The panel included 

Dr Karen Cundy (Speech & Language Therapist from the Children’s 

Trust) Anna Leslie (Paediatric Physiotherapist), Elaine Roberts 

(Occupational Therapist from Alder Hey Children’s Hospital)  

Key topics of discussion included: 

 The new childhood stroke guidelines include recommendations on 

therapy and rehabilitation and can be used as a useful tool by 

families in advocating for services 

 Therapy and rehabilitation should be focused around the needs of 

the child and their wider environment – this should include 

ensuring parents and families are also shown how to be involved 

in therapy, and that other settings like schools and college are also 

informed and updated 

 The childhood stroke project has recently produced a resource that 

offers parents and young people tips and advice on questions to 

ask when seeking therapy – it can be found on the Stroke 

Association website at 

https://www.stroke.org.uk/sites/default/files/child_stroke_therapy_q

_a_v3_web.pdf 

 

https://www.stroke.org.uk/sites/default/files/child_stroke_therapy_q_a_v3_web.pdf
https://www.stroke.org.uk/sites/default/files/child_stroke_therapy_q_a_v3_web.pdf


Early Therapy in Paediatric Stroke 

Janice Pearse, Specialist Children’s Occupational Therapist and 

Researcher, shared some preliminary information about the Early 

Therapy in Perinatal Stroke Study.  

Janice is part of the research team at the Royal Victoria Infirmary in 

Newcastle upon Tyne. 

A summary set of her slides can be found at the end of this summary.  

Janice also referenced this website during her presentation: 

http://research.ncl.ac.uk/hemiplegiaresearch-fungames/ 

Education – accessing information, advice and support for your child  

Anna Panton, Childhood Stroke Project Manager for the Childhood Stroke 

Project (Stroke Association/Evelina London Children’s Hospital) talked 

about education and learning after stroke in childhood – and the types of 

resources and information families might find helpful to share with 

professionals.   

Anna also talked about Special Educational Needs, and Education Health 

Care Plans – and the types of services and organisations that can offer 

more specialist advice and support in this area. 

A full set of her slides can be found at the end of this summary 

 

http://research.ncl.ac.uk/hemiplegiaresearch-fungames/


Introduction to Mindfulness  

Kate Charles from the Stroke Association led a session on mindfulness – 

as a way of offering parents and family members time and space for 

themselves.  A full set of her slides with links to websites offering more 

information can be found at the end of this summary 

Information stands and resources provided by: 

Brain Injury Hub 

Child Brain Injury Trust 

Family Fund 

HemiChat 

Lottie’s Way 

New Life 

Stroke Association/Evelina London Childhood Stroke Project  

 

Kids Konnect provided activities for young people who attended on 

the day – we would like to thank them for their support and 

involvement on the day 

 

 

https://www.braininjuryhub.co.uk/
https://childbraininjurytrust.org.uk/
https://www.familyfund.org.uk/
http://www.hemichat.org/
https://www.lottiesway.co.uk/
http://newlifecharity.co.uk/
https://www.stroke.org.uk/finding-support/childhood-stroke/childhood-stroke-project


SAMPLE TITLE

STROKE IN CHILDHOOD

CLINICAL GUIDELINE FOR DIAGNOSIS, MANAGEMENT 

AND REHABILITATION 

PATRON HRH The Princess Royal



SAMPLE TITLE

Background

• Stroke is as common as brain tumour in 

children

• At least 400 children/year are affected in 

the UK

• It is one of the top 10 causes of childhood 

death

• 2/3rds of survivors have long-term 

consequences impacting on different 

aspects of day to day life

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

Stroke Association poster also available via this website

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Background

• Challenges in the childhood stroke 

population include:

‒ delays in recognition & diagnosis

‒ high rate of mimics (other conditions 

with symptoms that may look like 

stroke) 

‒ wide range of different possible causes 

‒ lack of evidence-based treatments

• Despite developments in the evidence-

base for rehabilitation interventions in other 

paediatric populations, those affected by 

stroke still face barriers

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

Stroke Association poster also available via this website

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Guideline update
• Launched in May 2017, based on 2004 RCP 

guideline – updating and expanding

• Funded by the Stroke Association

• 33 members from 27 stakeholder organisations

• Provides guidance on identification, diagnosis 

and management of AIS (Acute Ischaemic 

Stroke) and HS (Haemorrhagic Stroke)

• Parents involved in guideline development

• Little evidence, many recommendations are 

expert consensus - 261 recommendations 

• Delphi consensus for 5 controversial questions

• A national evidence-based guideline for 

‒ UK paediatricians

‒ healthcare professionals

‒ non-healthcare professionals



SAMPLE TITLE

Guideline aims and objectives

1. Address the complete care pathway of AIS and HS in children and young 

people from presentation, to acute care and longer-term management

2. Provide healthcare professionals with guidance on identification, diagnosis 

and early management and longer-term rehabilitation 

3. Improve and standardise assessment, investigation and treatment of the 

child presenting with a stroke

4. Reduce the risk of misdiagnosis and delay of lifesaving treatment



SAMPLE TITLE

Guideline scope

Covers

• CYP (Children and Young People) from 29 days to 18 years with AIS and HS

• Consideration also given to the management of unruptured, at risk vascular 

malformations in CYP (arteriovenous malformations, cavernous 

malformations, cerebral aneurysms and arteriovenous fistulae)

Does not cover

• Neonates (0 to 28 days) or 18+ years at time of presentation

• CYP with other types of stroke syndromes

• Intracerebral haemorrhage secondary to trauma

• Neonatal intra-ventricular haemorrhage

• Spinal stroke syndromes

• Cerebral venous thrombosis

• Transient ischaemic attack



SAMPLE TITLE

Using the guideline

Recognition
Diagnosis

Targeted interventions
Management

Prevention of recurrence

AIS and HS

HS

AIS

AIS and HS

Rehabilitation



SAMPLE TITLE

Diagram taken from RCPCH Stroke in Childhood parent guideline.

Further information can be found on the Royal College of Paediatrics and Child Health’s (RCPCH) 

website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Content of the guidelines

• 261 recommendations

• 83 Key recommendations

• Chapter headings

1. lntroduction

2. Acute diagnosis

3. Diagnosis

4. Referral pathways and further investigations

5. Acute management

6. Arterial Ischaemic Stroke

7. Haemorrhagic Stroke

8. Discharge from hospital

9. Rehabilitation

10.Long term care: transfer and transition



SAMPLE TITLE

Diagram taken from RCPCH Stroke in Childhood parent guideline.

Further information can be found on the Royal College of Paediatrics and Child Health’s (RCPCH) 

website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Acute diagnosis

• Summary of some of the recommendations

‒ Use the FAST (‘Face, Arms, Speech, Time’)                                   

criteria to determine stroke in children and young people,                    

but do not rule out stroke in the absence of FAST signs

‒ Undertake urgent brain imaging of children/young people presenting 

with symptoms (e.g. acute focal neurological deficit, aphasia, or a 

reduced level of consciousness)

‒ Ensure that a CT scan is performed within one hour of arrival at hospital 

in every child with a suspected stroke

‒ Be aware that the following  non-specific symptoms can be present in a 

child presenting with stroke: nausea/vomiting/fever

‒ Be aware that acute focal neurological signs may be absent, and that 

attention should be given to parental or young person concerns about 

the presentation of unusual symptoms

Further information and full clinical guideline recommendations can be found on the 
Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Acute management

• Summary of some of the recommendations

‒ Clinical assessment of the impact of a child’s stroke –

undertaken by the multidisciplinary team – to start as soon as possible 

(within 72 hours)

‒ Parents/carers and young people should be actively involved in decision 

making. This may require modification of information to meet the 

communication needs of the individual child or young person, with the 

support of a speech therapist and/or occupational therapist

‒ Maintain regular contact with parents/carers and young people from the 

time of presentation in order to explain investigations, processes and 

what to expect. Allow time for questions, and provide age-appropriate 

and multi-format information for the child or young person as well as the 

parent/carer

Further information and full clinical guideline recommendations can be found on the 
Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Acute management

• Summary of some of the recommendations

‒ Consider using a named key worker for the family as a central point of 

contact for questions, updates and coordination of multidisciplinary care 

‒ Initiate early liaison with community-based medical, nursing, 

occupational therapists, physiotherapists, speech and language 

therapists and other allied health professionals to establish links with 

local networks

‒ Support the family having easy personalised access to appropriate 

services, anticipated timelines, and awareness of who is accountable for 

certain actions

Further information and full clinical guideline recommendations can be found on the 
Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Arterial Ischaemic Stroke & 

Haemorrhagic Stroke 

• Content of the guideline

‒ Risk factors and recurrence (possibility of further stroke)

‒ Follow up imaging (brain scans)

‒ Medical, surgical and endovascular treatments

‒ Indications for referral to interventional radiology

‒ Specific guidance around management and treatment of stroke and 

sickle cell disease

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Discharge from hospital 

• Summary of some of the recommendations

‒ Plan discharge with input from the child or young person and their family 

and the multidisciplinary team before discharge from hospital.  If the 

child has been admitted for an extended period, this may involve more 

than one meeting and should occur in a time-frame that allows all 

necessary support to be in place on discharge

‒ Provide a named key worker or a ‘core group model’ – such as a Team 

Around the Child – ensuring that the family has easy, personalised 

access to appropriate services as required, and is made aware of 

anticipated timelines and who is accountable for certain actions

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Diagram taken from RCPCH Stroke in Childhood parent guideline.

Further information can be found on the Royal College of Paediatrics and Child Health’s (RCPCH) 

website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Rehabilitation Interventions

Work in partnership with the child or young person and family

• Time since stroke should not be a barrier to 
consideration of intensive training

• Offer motor interventions of sufficient dosage, 
intensity & functional relevance to effect lasting 
change

Motor

• Assess vision and hearing as part of MDT 
assessmentSensory

• Offer neuropsychological assessment (by 
educational, clinical or neuropsychologist) for CYP 
when starting or returning to school or not meeting 
their attainment targets

Cognition

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Rehabilitation areas

• Rehabilitation considered across a range of areas

‒ Movement and mobility

‒ Sensory functions

‒ Swallowing and eating and drinking

‒ Communication

‒ Cognition

‒ Mental health

‒ Social relationships

‒ Learning

‒ Independence

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

The needs of the family during the 

planning of care and rehabilitation

• Summary of some of the recommendations

‒ Inform, as relevant for the individual CYP and family, the potential or 

actual role of health, education and social care systems. Include 

information and education about assessment processes

‒ Consider broader impact on health, social and economic wellbeing of 

family members and make onward referrals as necessary

‒ Provide school with appropriate information

‒ Consider the role of charitable and voluntary sector in ongoing support 

and care

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Transition through education and into 

adult health and social care

• Summary of some of the recommendations

‒ Regular, effective collaboration and communication between the CYP 

and family and health, education, and social care professionals 

throughout their schooling to identify and respond to specific needs

‒ This can include meetings, joint assessments and sharing of relevant 

knowledge and skills to optimise and personalise the provision of 

learning support

‒ Inform CYP and families of professionals involved in future 

management and how to access them

Further information and full clinical guideline recommendations can be found on the 

Royal College of Paediatrics and Child Health’s (RCPCH) website at www.rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


SAMPLE TITLE

Full guideline

Parent/carer guideline 

• provides a summarised lay version of the guideline

• aims to provide parents/carers with information and sign-post them to 

relevant support agencies for organisations working with children who 

have had a stroke and their families

Quick reference guide

• a list of the key recommendations to help clinicians find guidance easily

Resources

More information

www.rcpch.ac.uk/stroke-guideline

www.stroke.org.uk/childhood

http://www.rcpch.ac.uk/stroke-guideline
http://www.stroke.org.uk/childhood


SAMPLE TITLE
Thank you

Any questions?

A number of the images in this presentation are taken from the Childhood Stroke Handbook

This can be found in full on the Stroke Association website at  www.stroke.org.uk





Childhood Stroke & Education

Anna Panton

Childhood Stroke Project Manager

• Stroke and education

• Information for schools

• SEN and EHCP 

• Sources of information and support



Stroke & education



Stroke & education

• School is an important setting for 

young people in terms of 

learning, friendships and 

developing independence

• Starting school or returning to 

school can be a key stage in a 

young persons rehabilitation and 

recovery after stroke



Stroke & education

• Schools may not have supported a young person who has 

had a stroke or brain injury before 

• Understanding the visible and invisible aspects of stroke is 

important

• Recognising the evolving nature of brain injury, and the 

impact of school/developmental transitions is key



Stroke & education

• New clinical guidelines make a 

number of recommendations in 

relation to stroke and 

educational settings 

Communication

Information 

Coordination 

Monitoring 

Assessment 

rcpch.ac.uk/stroke-guideline

http://www.rcpch.ac.uk/stroke-guideline


Information for schools



Supporting information provision

• Multidisciplinary team who have 

assessed and treated your child

• Community therapists 

• Voluntary sector organisations 

who specialise in supporting 

children affected by brain injury 

and stroke – Stroke Association, 

Child Brain Injury Trust, 

Children’s Trust

stroke.org.uk/childhoodsupport

http://www.stroke.org.uk/childhoodsupport


Planning information provision

• Guidance on preparing for school 

for return to school

• Questions and topics suggested 

by parents whose children have 

had a stroke

• Helping school to prepare, 

consult the right professionals 

and make appropriate 

adjustments

stroke.org.uk/childhoodsupport

http://www.stroke.org.uk/childhoodsupport


Information provision -

stroke and brain injury



Information provision –

educational settings



Information provision -

documentation
• Guidance on supporting pupils at 

school with medical conditions

• Communication and training

• Individual healthcare plans

• Managing medication

• School trips, visits and activities

• Templates and examples

www.gov.uk/government/publicatio

ns/supporting-pupils-at-school-

with-medical-conditions--3

http://www.gov.uk/government/publications/supporting-pupils-at-school-with-medical-conditions--3


Information provision –

explaining stroke to children



SEN and EHCP



SEN – Special Educational Needs

“A pupil has SEN where their learning difficulty or 

disability calls for special educational provision that 

is provision different from or additional to that 

normally available to pupils of the same age”

Special Educational Needs (SEND) Code of 

Practice (2015)



Stroke and SEN

• Some children who have had a stroke may be identified as 

having special educational needs as part of their initial 

assessment and rehabilitation

• For some children educational support needs may only 

emerge over time

• Stroke can have other consequences that impact on 

education including fatigue, emotional changes, and lack 

of attendance due to appointments and other medical 

conditions

• Classroom and exam conditions may identify difficulties 

that would not have been apparent in a medical setting



SEN Support

• A local authority must carry out all its duties to children and 

young people with SEN or disabilities in its area under Part 

3 of the Children and Families Act 2014 with a view to 

helping them “achieve the best possible educational and 

other outcomes” – section 19 (d)

• Schools should identify and support children with SEN 

and/or a disability. Children may be supported from within 

the school’s own resources under SEN Support



SEN Support

Schools should record:

1. What SEN they have identified a child as having

2. What outcomes they expect the child to achieve with 

special educational provision

3. What provision is being put in place to reach those 

outcomes in an SEN Support record



Education Health 

Care Plans

• Schools should trigger an EHC needs assessment where 

they cannot meet a child’s needs

• They should do so if they don’t have the expertise or 

funding to identify those needs fully or to identify the 

provision/support the child requires

• They should also do so when they know what the child’s 

needs are and what provision should be put in place, but 

they cannot make that provision. In these circumstances, if 

the school has made them aware of the situation, the LA 

must agree to carry out an EHC needs assessment



Education Health 

Care Plans

• An EHC plan is a legal document that 

describes a child or young person's special 

educational, health and social care needs

• The plan explains the extra help that will be 

given to meet those needs and how that 

help will support the child or young person 

to achieve what they want to in their life

• The plan is drawn up by the local authority 

after an EHC needs assessment

• Parents can request an assessment, review 

the draft plan and appeal EHCP decisions



Education Health 

Care Plans

WHAT DOES AN EHC PLAN LOOK LIKE?

The plan has 11 sections labelled alphabetically:

A: The views, interests and aspirations of your child.

B: Special educational needs (SEN).

C: Health needs related to SEN.

D: Social care needs related to SEN.

E: Outcomes - how the extra help will benefit your child

F: Special educational provision (support).



Education Health 

Care Plans

WHAT DOES AN EHC PLAN LOOK LIKE?

The plan has 11 sections labelled alphabetically:

G: Health provision.

H: Social care provision.

I: Placement - type and name of school or other institution.

J: Personal budget arrangements.

K: Advice and information - a list of the information gathered 

during the EHC needs assessment.



Information & Support

stroke.org.uk/childhoodsupport

• Neuropsychologists

• Educational Psychologists

• Teachers

• SENCO

• EHCP team within your area

• SEN Support Services

• Voluntary sector 

organisations

http://www.stroke.org.uk/childhoodsupport


Childhood Stroke Project

• Childhood Stroke Support Service able to offer information 

and advice to families via phone and email

• Can offer information and resources to schools and 

educational professionals 

• Can refer and signpost families to more local sources of 

support and information

• ‘Schools guide to Stroke’ currently in development

stroke.org.uk/childhoodsupport

http://www.stroke.org.uk/childhoodsupport


For more information 

Helpline: 0303 3033 100

Website: stroke.org.uk





Introduction to Mindfulness





Stroke Helpline 0303 3033 100

stroke.org.uk

It can be easy to rush through life without stopping to 

notice much

Mindfulness is a very simple concept which originates from 

the ancient Buddhist practice, but is essentially non-religious

It’s about paying more attention to the present moment, to 

your own thoughts and feelings, and to the world around you

Mindfulness can help us enjoy life more and understand 

ourselves better. It can help improve emotional wellbeing

You can take steps to develop it in your own life.

What is Mindfulness?



• Mindfulness is being aware of our thoughts and feelings 

as they happen, including the sights, sounds, smells and 

tastes of the present moment..

• Reminding yourself to take notice of your thoughts, 

feelings, body sensations and the world around you is the 

first step to mindfulness.

• Mindfulness is recommended by the National Institute for 

Health and Care Excellence (NICE) as a way to prevent 

depression in people who have had three or more bouts of 

depression in the past.



Stroke Helpline 0303 3033 100

stroke.org.uk

What Mindfulness is Not

• Not a way to avoid difficulty

• Not a way to by-pass problems

• Not about trying to blank your mind

• Not a religion

• You don’t have to sit cross-legged on 

the floor (like the pictures you may 

have seen in magazines or on TV), but 

you can if you want to. 



Stroke Helpline 0303 3033 100

stroke.org.uk

https://www.youtube.com/watch?v=w6T02g5hnT4

https://www.youtube.com/watch?v=w6T02g5hnT4


Let’s Give it a Go!



How can I get started?
• Set aside some time consistent short periods of mindful 

meditation can be better than occasional long ones. It can 

help to commit to a regular time every day to practise

• Go slowly try to build your practice slowly. Remember, 

you’re learning a new skill so it’ll take time to develop. Try 

to do a few minutes and gradually build up to more

• Be patient there is no need to set goals when practising 

mindfulness. Putting pressure on yourself may make it 

harder to be mindful. Mindfulness simply means noticing 

what is going on for you right now. It is impossible to get it 

wrong



Different things work for different people, so if you don't find 

one technique useful, try another. You can also try 

mindfulness exercises in your groups such as

• guided meditation from an app or CD

• mindful colouring

• mindful walking in nature

‘The mindfulness colouring really helps me unwind and relax 

in the evening. It promotes better sleep and I go to bed 

feeling ready to rest rather than anxious and wired.’



Mindfulness of sounds



When you do any mindfulness exercise, the key 

steps are:

•Notice – when your mind wanders, which is just what 

minds do, simply notice where your thoughts have drifted to

•Choose and return – choose to bring your attention back 

to the present moment by focusing on your breathing

•Be aware and accept – notice and be aware of emotions 

you are feeling or sensations in your body. 

•Be kind to yourself – remember that mindfulness is 

difficult to do and our minds will always wander. 



Find out more…
The Free Mindfulness Project
The Free Mindfulness Project website has a large range of guided meditation

exercises that are free to download. These range from 3 to 35 minutes in length, 

http://www.freemindfulness.org/download

Headspace
Headspace offer guided audio meditation exercises. People can sign up for a free 

ten day trial before committing themselves to the full programme. For further 

information, see the Headspace website

https://www.headspace.com/

Mind
Further information about Mindfulness and how to find a local course

http://www.mind.org.uk

Be Mindful

Examples of mindfulness meditation exercises

http://bemindful.co.uk/

http://www.freemindfulness.org/download
https://www.headspace.com/
http://www.mind.org.uk/
http://bemindful.co.uk/




Thank you for your time

Together we can 

conquer stroke



For more information 

Helpline: 0303 3033 100

Website: stroke.org.uk
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The eTIPS Team



• Occurs age 28 days or less

• 1 in 2300 term infants

• Under-recognized but also may be “asymptomatic” at birth

• Leading cause of Unilateral Cerebral Palsy (UCP)

• Life-long consequences 

• No standardised early intervention

Perinatal Stroke



6 – 9

months old 
Better 

Outcomes?

Manage

Emerging

Problems

Early 

Intervention
Watch & Wait

First 6 

months -

‘Silent Period’

Around the time of birth

Diagnosis of

Perinatal Stroke



Development of 

Materials &

Focus Groups 



METHODS

1) Extensive review of the literature covering:

 perinatal stroke 

 corticospinal tract development 

 plasticity and intervention in animal studies 

 behaviour change interventions 

 home-delivered & family-centred therapy approaches

 e-Health interventions 

TM





METHODS

2) Focus Groups with:

• Parents of children with hemiplegia 

• Health professionals

TM



Design draft 
materials

Peer review of 
draft materials

Re-design 
materials

Focus Group 1 
with parents

Re-design 
manual, film video 

clips & create 
prototype website

Focus Group 2 
with health 

professionals

Re-design 
materials

Child Stroke 
Research 

Reference Group

Focus Group 3 
with parents

Final design of 
manual, video 

clips & website for 
feasibility trial



for infants 

in first 6 months of life.

TM



Mode of 
Delivery

Parent 
delivered

EnvironmentSpecified 
Activities

Play

TM



Is

Feasible?

TM 



eTIPS Study Aims

• Practical and acceptable?

• Do families actually “do” eTIPS?

• What are the barriers? 

• What are the most appropriate assessments??



Participation

• Infants with perinatal stroke & their families

• Compared with age-matched typically developing infants

• Begins from birth or when medically stable

• Preterm infants from term-equivalent age 

• Continues until age 6 months

• Free to withdraw at any time 



TM

Is                Feasible?

It’s engaging all of the 

family, the children as well, 

I think that’s really good.

I think the pictures help a lot. Some 

people might not understand what’s 

written until they see the pictures.

Thank you for including 

her in this study, 

you’ve brought her on 
quite well.

I love how it’s set out, I just 
think it’s so easy, I really do.

I do think that 

the frequency 

is great, how 

you do it.

A lot of it is play-based, and it 

doesn’t really feel any different to 

bringing up any other child.

I think the text 

messages and phone 

calls are great, they’re 

a lush reminder.



eTIPS – The Next Stage

• UK multicentre randomised controlled trial

• PI’s at participating sites identify eligible infants

• Cranial imaging to confirm stroke 

• Intervention delivered by trained community therapists 

• Central data scoring and analysis



In first 10m: 
>15 000 page views
>  2 500 UK sessions
Lots of positive feedback!!

https://www.scope.org.uk/Support/Families/play/Play

www.research.ncl.ac.uk/hemiplegiaresearch-fungames
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