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LEVEL 1 SUPPORT

If you want to find out more information about diagnosis, hospital preparation and admission support:

e British Heart Foundation: The British Heart Foundation provide
booklets you can order to help you understand more about
your child’s heart condition - https:/mwww.bhf.org.uk/heart-
health/children-and-young-people/heart-conditions-in-babies

The British Heart Foundation also has lots of useful information
surrounding questions you might have about your child’s heart
condition. They provide information on:

 Different congenital heart conditions - https:/mwww.bhf.org.
uk/heart-health/children-and-young-people/heart-conditions-
in-babies

* What a congenital heart disease means for your baby - https:/
www.bhf.org.uk/heart-health/children-and-young-people/
heart-conditions-in-babies/what-does-my-babys-diagnosis-
mean

* What happens as my child grows up - https:/mwww.bhf.org.uk/
heart-health/children-and-young-people/heart-conditions-in-
babies/what-happens-as-my-child-grows-up

e Caring for your child on anticoagulants - https:/Awww.bhf.org.
uk/heart-health/children-and-young-people/heart-conditions-
in-babies/caring-for-children-on-anticoagulants

Children’s Heart Federation — The CHF also provide
comprehensive information sheets on many congenital heart
abnormalities which can all be accessed via their website -
www.chfed.org.uk

University Hospitals Bristol provides online toolkits which aim
to answer common questions that you might have about coping
and managing having a child with a health condition. They
outline different topics and provide helpful ideas, top tips, and
strategies for how to cope. Some areas they cover include:

* How do | tell my child they have a chronic or life limiting
illness?

* How do | prepare my child for coming into hospital?
* My child’s worried about coming into hospital

Monkey Wellbeing have story books for a small fee on topics
such as blood tests, injections, and having an operation

- https://www.monkeywellbeing.com/product-category/
storybooks/ - as well as a guide on keeping healthy teeth -
https://www.monkeywellbeing.com/shop/monkeys-guide-to-
healthy-teeth-pack/

e Care for the Family - is a charity which provides parenting,

relationship and bereavement support through their events,
online resources and courses. They have useful information on
parenting children with additional needs, such as support for
you, personal stories of parents sharing their experiences and
articles providing advice and encouragement.
https://www.careforthefamily.org.uk/family-life/parent-support/
parenting-additional-challenges/additional-needs-support

Bliss — Provides support and information for parents of babies
born prematurely or ill. You can visit their website for more
information and for support resources. - http://www.bliss.org.
uk/page/yourjourney/were-here-to-help

Support groups with other parents who have had similar
experiences are available if you feel like you need to talk to
someone:

e Heartline Families - provide support for children with heart
conditions and their families - 033 00 22 44 66 -
www.heartline.org.uk

Children’s Heart Federation - a parent led charity which
provides advice and information, such as providing story
books to help small children understand heart conditions -
0808 808 5000

www.chfed.org.uk

Heart Families South \West - a parent to parent support
group for parents of children with a heart condition

in the South West - https:/www.facebook.com/
HeartFamiliesSouthWest/

Little Hearts Matter offer support to those who are affected
by a cardiac diagnosis - https://www.lhm.org.uk/- 0121 455
8982 - https:/www.facebook.com/littleheartsmatter/ -
https://iwww.facebook.com/groups/Ihm.membergroup/ -
http://heartlog.tumblr.com/

* They have specific information on preparing for hospital
admissions - https://mwww.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

Amelia Matters is a charity which helps support children who
suffer from congenital heart disease -
http:/iww.amelia-matters.org.uk/ - 07850 956455 |
web@amelia-matters.org.uk

o If your child has a specific syndrome associated with their heart

condition and you want to talk to someone who is in a similar
situation to yourself, support groups are available:

e The Down’s Heart Group - is a charity who offers support
and information relating to heart conditions associated with
Down's syndrome. They have information relating to different
heart problems - http:/mwww.dhg.org.uk/information/ - They
also offer one to one support and have a telephone helpline -
0300 102 1644

Costellokids — A parent to parent support group who share
information about Costello syndrome with parents and health
providers around the world. - http://www.costellokids.com/

Max Appeal —Is a UK charity supporting families affected by
DiGeorge syndrome, Velocardiofacial Syndrome and 22q11.2
deletion. They offer a wide range of information, host events,
and provide a helpline and social media groups you can join
to connect with other families. - http://www.maxappeal.org.
uk/Default.asp -
http:/imvww.maxappeal.org.uk/contact/facebook

Marfan Association UK — Is an organisation who offer
support to individuals with Marfan Syndromes and

their families.- http://www.marfan-association.org.uk/ -
contactus@marfan-association.org.uk - +44 (0)1252 810472

Noonan Syndrome Association — Is a UK Charity who support
families ofthose diagnosed with Noonan Syndrome. They
run regular events and get-togethers for families across the
UK - http://www.noonansyndrome.org.uk/

* They also provide a helpline run by qualified nursing staff
through the Newlife Foundation for Disabled children,
which is available 5 days a week. Call on - 0800 902 0095
or email - nurses@newlifecharity.co.uk
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LEVEL 1 SUPPORT

if you want to find out more information about post-discharge and home support:

e The British Heart Foundation has lots of useful information surrounding
questions you might have about your child’s heart condition. They provide
information on:

» Different congenital heart conditions - https:/www.bhf.org.uk/heart-health/
children-and-young-people/heart-conditions-in-babies

* What a congenital heart disease means for your baby - https:/www.bhf.org.
uk/heart-health/children-and-young-people/heart-conditions-in-babies/what-
does-my-babys-diagnosis-mean

* What happens as my child grows up - https://www.bhf.org.uk/heart-health/
children-and-young-people/heart-conditions-in-babies/what-happens-as-my-
child-grows-up

» Caring for your child on anticoagulants - https:/mwww.bhf.org.uk/heart-health/
children-and-young-people/heart-conditions-in-babies/caring-for-children-on-
anticoagulants

Care for the Family - is a charity which provides parenting, relationship and
bereavement support through their events, online resources and courses. They
have useful information on parenting children with additional needs, such

as support for you, personal stories of parents sharing their experiences and
articles providing advice and encouragement. - https:/www.careforthefamily.
org.uk/family-life/parent-support/parenting-additional-challenges/additional-
needs-support

University Hospitals Bristol Trust provides online toolkits which aim to answer
common questions that you might have about coping and managing your
child’s heart condition after leaving hospital. They outline different topics and
provide helpful ideas, top tips, and strategies for how to cope. They cover
areas such as:

* My child has trouble sleeping

* My child’s behaviour has changed or they are anxious and scared, what can
| do

* It can be helpful speaking to other parents who have had similar experiences.
Some available support groups include:

e Heartline Families - provide support for children with heart conditions and
their families - 033 00 22 44 66 - www.heartline.org.uk

o Children’s Heart Federation - a parent led charity which provides advice and
information, such as providing story books to help small children understand
heart conditions - 0808 808 5000 - www.chfed.org.uk

Heart Fam ilies South West - a parent to parent support group for parents of
children with a heart condition in the South West - https://www.facebook.
com/HeartFamiliesSouthWest/

Little Hearts Matter - offer support to those who are affected by a cardiac
diagnosis - https://www.lhm.org.uk/- 0121 455 8982 -
https://www.facebook.com/littleheartsmatter/ -
https:/AMww.facebook.com/groups/lhm.membergroup/ - http:/heartlog.tumblr.com/

* They have lots of information about having a cardiac condition and going
to school - https://www.lhm.org.uk/information/lifestyle-information/
education/

They have lots of information about having a cardiac condition and taking
part in sports and exercise - https://www.lhm.org.uk/information/lifestyle-
information/sports-and-exercise/

They have a booklet on travel and trips - https://www.lhm.org.uk/wp-
content/uploads/2017/06/Travel-booklet-review-May17.pdf

Amelia Matters - is a charity which helps support children who suffer from
congenital heart disease - http://www.amelia-matters.org.uk/ - 07850 956455
- web@amelia-matters.org.uk
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LEVEL 3 SUPPORT

If you want to talk to a specialist about looking after yourself:

Bristol Wellbeing Therapies - are there to assess your needs and
will provide you with the appropriate service or therapy and
treatment. Together you will monitor your progress and will be
discharged on completion, or you can step up/step down your
treatment plan. - https://iapt-bristol.awp.nhs.uk - 0117 9823 209

Bath and North East Somerset (BANES) Talking Therapies - offers
psychological support to people with a variety of mental health
and psychological difficulties. You can self-refer to this service -
https://iapt-banes.awp.nhs.uk/ - 01225 675 150

South Gloucestershire Talking Therapies - provide access to a
range of therapeutic interventions to which you can self-refer
online. - https://iapt-sglos.awp.nhs.uk - 0117 378 4270 -
awp.SouthGlosTalkingTherapies@nhs.net

Positive Step Therapy Services - offer psychological support to
those in North Somerset. You can self-refer to this service -
http://positivestep.org.uk - 0300 300 0834

Wiltshire IAPT Service therapy service - offer psychological support
to those in Wiltshire. You can self-refer to this service. You can find
out more information via their website - https:/iapt-wilts.awp.nhs.
uk/about/contact-us/ - Contact - 01722 820267(South Wiltshire) -
01380 731335 (Kennet and North Wiltshire)

Outlook South West - offer psychological therapy services to
those in Cornwall and the Isles of Scilly. They offer therapies for
mild-moderate anxiety and depression. You can self-refer on their
website. - https://secure.outlooksw.co.uk/contact-us

* South Glos Parents & Carers — Offer a low cost counselling service

for parent carers in South Gloucestershire. To find out more you
can email/call them at - counselling@sglospc.org.uk - team@
sglospc.org.uk - 01454 501009 - You can also find out more on
their website - http://www.sglospc.org.uk/

Carditt and Vale University Health Board provides a number of
services:

The Primary Care Counselling Service is a managed NHS service,
providing practice-based brief focussed counselling for clients
referred by their GP. The services are managed from a base

at Global Llink, Cardiff, and there is a counsellor in every GP
practice. If you wish to access these services, please discuss this
with your GP. - http://www.cardiffandvaleuhb.wales.nhs.uk/
primary-care-counselling-service - 029 2183 2244

The Primary Mental Health Support Service (PMHSS) is a service
for people of all ages living with mental health difficulties. The
service covers all areas of Cardiff and the Vale of Glamorgan.
People will be supported to identify goals that are important
to them, and to work towards these goals at their own pace.
Your GP / mental health worker will be able to refer you to the
service with your permission - http://www.stepiau.org/ - 029
2090 6210

You can speak to your clinical nurse or cardiologist at University
Hospitals Bristol who may refer you to Hospital Psychological
Health Services.



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/

LEVEL 3 SUPPORT

If you want specialist support around supporting siblings:

* You can contact your clinical nurse or cardiologist at University Hospitals
Bristol if you feel you may need to be referred to Hospital Psychological Health
Services

e Hospital Play Specialists provide every day and specialist play preparation
to help children and young people prepare for hospital admission, address
worries they might have or treatments they might be undergoing and to help

them cope.

* If you are very concerned about how your child is coping or their behaviour
you can access Children and Adolescent Mental Health Services (CAMHS)
through your school or GP
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LEVEL 3 SUPPORT

If you want specialist support around managing your relationship with your partner:

» Relate provide relationship counselling and have branches across the South West South
West and South Wales - https://www.relate.org.uk/ - http://www.relate-avon.org.uk/- 0117
942 8444 - info@relate-avon.org.uk - https://www.relate.org.uk/cymru - 0300 003 2340

° Speak to your clinical nurse or cardiologist at the Bristol Royal Hospital for Children
if you feel like you need to be referred to Hospital Psychological Health Services.
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