PalliativeCare

AUSTRALIA

The Diagnastic Odysseq of Genetic Diseates
RESOURCES

The resources below have been complied to build on the learnings of this PCA
webinar, and to provide the important support that was highlighted.

Education for Clinicans

« Communication about rare diseases

Genetic Testing

Info for Families;

« Receiving_a Diagnosis - Rare Find Foundation
SWAN Australia frequently asked questions
SWAN genetic and genomic testing_information
Genetic and genomic testing_

Genetics A-Z Factsheet

Parent Support

« MyTime - Supporting parents and carers of children with disability
o Support For Your Family Overview

« Carer Gateway Counselling Service

« Genetic Conditions

o A-Z Support Directory

Palliative Care Information

. Palliative and end-of-life care - Rare Find Foundation

Education and Schooling

« SWAN Education information for parents
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https://www.youtube.com/watch?v=nNtyk4m0-fo
https://www.rarefindfoundation.org/information-for-families/receiving-a-diagnosis/
https://swanaus.org.au/support-and-information/finding-a-diagnosis/faqs/
https://swanaus.org.au/support-and-information/genetic-and-genomics-testing/
https://swanaus.org.au/support-and-information/genetic-and-genomics-testing/
https://aus01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.genetics.edu.au%2FSitePages%2FGenetic-and-genomic.aspx&data=05%7C01%7CAlarnah.Roberts%40palliativecare.org.au%7Caecf3f0b40ea481c471f08db081d113e%7C9942e45ab50a42e6894eb77a5d1bc176%7C0%7C0%7C638112693178039348%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=t33ImuoeTGwAWUDoiMbCvh5iVHn58UJVminwOcaxiLs%3D&reserved=0
https://aus01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.genetics.edu.au%2FSitePages%2FGenetic-and-genomic.aspx&data=05%7C01%7CAlarnah.Roberts%40palliativecare.org.au%7Caecf3f0b40ea481c471f08db081d113e%7C9942e45ab50a42e6894eb77a5d1bc176%7C0%7C0%7C638112693178039348%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=t33ImuoeTGwAWUDoiMbCvh5iVHn58UJVminwOcaxiLs%3D&reserved=0
https://www.genetics.edu.au/SitePages/A-Z-fact-sheets.aspx
https://www.mytime.net.au/
https://swanaus.org.au/peer-support/
https://counselling.carergateway.gov.au/s/for-carers-details
https://www.geneticalliance.org.au/conditions.php
https://rarevoices.org.au/a-z-of-support-organisations/
https://www.rarefindfoundation.org/information-for-families/palliative-care/
https://swanaus.org.au/support-and-information/resources-and-information/education/
https://swanaus.org.au/support-and-information/resources-and-information/education/

PalliativeCare

AUSTRALIA

The Diagnastic Odysseq of Genetic Diseates
RESOURCES

Siblings

Info For Parents
« How to care information for parents and carers
« Coping Skills & More - Parents & Siblings | Siblings Australia
« Rare Find - Information for Families

Sibling peer support

« Livewire - connecting teens living with iliness or disability, and their siblings
« Helping_Children with Death and Grief Programs | Feel the Magic

Bereavement

« The Compassionate Friends Australia

NDIS

« SWAN resources on NDIS; fact sheets NDIS

Puberty

« SWAN Australia navigating_puberty information

Practical

. Resources To Make Your Life Easier SWAN Australia
« SWAN telehealth patient pathways nurse

Thank you to SWAN Australia, the Rare Find Foundation, Rare Care Centre, and the
Paediatric Palliative Care National Action Plan Project for your support and input.
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http://www.livewire.org.au/
https://feelthemagic.org.au/our-camps/
https://aus01.safelinks.protection.outlook.com/?url=https%3A%2F%2Ftcfa.org.au%2F&data=05%7C01%7Cmelanie.rolfe%40palliativecare.org.au%7Cb3139a9f91a04cb8b57508db187d870c%7C9942e45ab50a42e6894eb77a5d1bc176%7C0%7C0%7C638130699641645870%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=F3wZT9IcaYW32gt9Cx63yv3P2wuwWTL7g29rM8z1SMI%3D&reserved=0
https://swanaus.org.au/support-and-information/resources-and-information/ndis/
https://swanaus.org.au/support-and-information/resources-and-information/siblings/
https://siblingsaustralia.org.au/parents/
https://www.rarefindfoundation.org/information-for-families/
https://swanaus.org.au/support-and-information/resources-and-information/puberty/
https://swanaus.org.au/support-and-information/resources-and-information/resources-to-make-your-life-easier/
https://swanaus.org.au/support-and-information/support-for-your-family-overview/patient-pathways-nurse/

