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Finding out about your child’s  
diagnosis and hospital admissions 

Welcome to your 

When you first find out about your child’s diagnosis you will probably have lots of questions as to what the diagnosis means, how will this 
impact our lives and who can I turn to for help? A diagnosis might mean you will need to spend lots of time at the hospital. You might have 
questions about how best to prepare your child for hospital and what will the admission involve. These questions might leave you feeling 

worried, anxious and wanting some more support. There is lots of information, people and services out there to help you. 

http://www.togetherforshortlives.org.uk/families/familys_journey
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/what-does-my-babys-diagnosis-mean
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/what-happens-as-my-child-grows-up
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/caring-for-children-on-anticoagulants
www.chfed.org.uk
https://www.monkeywellbeing.com/product-category/storybooks/
https://www.monkeywellbeing.com/shop/monkeys-guide-to-healthy-teeth-pack/ 
https://www.careforthefamily.org.uk/family-life/parent-support/parenting-additional-challenges/additional-needs-support
http://www.bliss.org.uk/page/yourjourney/were-here-to-help
www.heartline.org.uk
www.chfed.org.uk
https://www.facebook.com/HeartFamiliesSouthWest/
https://www.lhm.org.uk/
https://www.facebook.com/littleheartsmatter/
www.facebook.com/groups/lhm.membergroup/
http://heartlog.tumblr.com/
https://www.lhm.org.uk/information/lifestyle-information/preparation-for-hospital/
https://www.lhm.org.uk/wp-content/uploads/2017/06/Preparation-for-Hospital-Booklet-Review-0517.pdf
http://www.amelia-matters.org.uk/
www.heartcircle.org
http://www.dhg.org.uk/information/
http://www.costellokids.com/
http://www.maxappeal.org.uk/Default.asp
http://www.maxappeal.org.uk/contact/facebook
http://www.marfan-association.org.uk/ - contactus@marfan-association.org.uk
http://www.noonansyndrome.org.uk/


post-discharge & at home

Welcome to your 

When you have been discharged from hospital it can feel like a big adjustment. You might feel worried, lonely or that you might need some 
support. Your child’s behaviour may have changed and you might want some advice. Maybe you have some questions about your child going 

back to school, taking part in sports and exercise or going on holiday. There is lots of information and people to support and help you. 

https://www.bristolccg.nhs.uk/media/medialibrary/2017/06/Emotional_health_and_wellbeing_directory.pdf
https://www.bristolccg.nhs.uk/media/medialibrary/2017/06/Bristol_CCG_Guide_to_Childrens_EHWB_Services.pdf
http://www.freshcamhs.org/
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/what-does-my-babys-diagnosis-mean
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/what-happens-as-my-child-grows-up
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-babies/caring-for-children-on-anticoagulants
https://www.careforthefamily.org.uk/family-life/parent-support/parenting-additional-challenges/additional-needs-support
www.heartline.org.uk
www.chfed.org.uk
https://www.facebook.com/HeartFamiliesSouthWest/
https://www.lhm.org.uk/
https://www.facebook.com/littleheartsmatter/
https://www.facebook.com/groups/lhm.membergroup/
http://heartlog.tumblr.com/ 
https://www.lhm.org.uk/information/lifestyle-information/education/
https://www.lhm.org.uk/information/lifestyle-information/sports-and-exercise/
https://www.lhm.org.uk/wp-content/uploads/2017/06/Travel-booklet-review-May17.pdf
http://www.amelia-matters.org.uk/


looking aFter yourselF

Welcome to your 

It’s very important to look after yourself, your worries and concerns, and your emotional health when supporting and caring for someone with a 
cardiac condition. You might find that it’s difficult to find time for you when supporting your family and your child. Here is a list of information, 

people and services available to support you.

https://www.careforthefamily.org.uk/family-life/parent-support/parenting-additional-challenges/additional-needs-support
www.cci.health.wa.gov.au/resources/consumers.cfm
www.cci.health.wa.gov.au/resources/consumers.cfm
https://reading-well.org.uk/books/books-on-prescription
https://iapt-bristol.awp.nhs.uk
https://iapt-banes.awp.nhs.uk/
http://positivestep.org.uk
https://iapt-wilts.awp.nhs.uk/about/contact-us/
https://secure.outlooksw.co.uk/contact-us
http://www.sglospc.org.uk/
http://www.cardiffandvaleuhb.wales.nhs.uk/primary-care-counselling-service
http://www.stepiau.org/


sibling support

Welcome to your 

Having a child being admitted to hospital or who has a life-long condition is something that can affect the whole family, not just the child 
themselves. Brothers and sisters can also experience worries about being away from their sibling, they might have questions about their sibling’s 

illness or you might have noticed that their behaviour has changed. It can be hard to know how to support your child in coping when their 
sibling is ill and/or in hospital. There is lots of support out there for you and your children. 

https://www.bhf.org.uk/heart-health/conditions/congenital-heart-disease 
https://www.bhf.org.uk/heart-health/children-and-young-people/heart-conditions-in-children
https://www.careforthefamily.org.uk/family-life/parent-support
https://www.careforthefamily.org.uk/family-life/parent-support/parenting-additional-challenges/additional-needs-support/additional-needs-supporting-siblings
https://www.sibs.org.uk/   
https://www.facebook.com/HeartFamiliesSouthWest/
www.familylives.org.uk/advice/
https://www.lhm.org.uk/
https://www.facebook.com/littleheartsmatter/
https://www.facebook.com/groups/lhm.membergroup/
http://heartlog.tumblr.com/
https://www.lhm.org.uk/information/lifestyle-information/sibling-support/


marriage support

Welcome to your 

Having a child who has a cardiac condition, and who might have to spend a lot of time in hospital, can affect the whole family in different ways. 
This might be the case for your relationship with your partner. You might both have different ways of coping with your child’s diagnosis, thinking 
through decisions you are asked to make and find it difficult to communicate with each other about how you’re actually feeling. Having a child 

in hospital or with a lifelong condition might present with more financial commitments and time off work. It may be helpful to talk about things 
that arise and there is lots of information and support out there to help you both. 

https://www.careforthefamily.org.uk/family-life/marriage-support 
https://www.facebook.com/HeartFamiliesSouthWest/
https://www.lhm.org.uk/
https://www.facebook.com/littleheartsmatter/
https://www.facebook.com/groups/lhm.membergroup/
http://heartlog.tumblr.com/
http://www.marriagecare.org.uk
https://www.relate.org.uk/
http://www.relate-avon.org.uk/
https://www.relate.org.uk/cymru
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