
MY STORY
National patient-held folder for children 

and young people

Information for MY STORY users and issuers, to be read in 
conjunction with the MY STORY folder



Background and 
Drivers



The need for change

Background :By 2018 multiple patient- held folders were in existence e.g. 2014 Our Story (children with a life 

limiting condition), 2017 Our Pathway (children with a neuromuscular disorder) and numerous others. 

Feedback from families – patient held folders a useful tool, improves communication and care but existing 

folders could be improved

MY STORY – a national patient-held folder for children and families with a range of complex needs.

• Coproduced in an integrated manner, with robust stakeholder engagement including parent representation on 

the project group

• The project was led by National Primary Care, supported by National Palliative Care, the Integrated Care 

Programme for Children, parent representatives, voluntary organisations and key clinical leaders in CHOs and 

CHI as part of the bespoke MY STORY consultation. 

• Project was to design, test and refine the MY STORY folder with three target groups before making it available 

for any service to issue to children and young people who might benefit from a patient-held folder

• HSE Leadership approved the MY STORY PPPG and the PPPG was disseminated nationally in 2022



Project up to 2023 - MY STORY folders were co-designed, tested and refined. The initial target groups were 

• children with a life limiting condition, 

• children with complex medical needs and 

• children with a neuromuscular disorder

2023 – February 2024 

• Training was delivered to lead clinicians in the target groups 

• The final MY STORY folder was prepared for dissemination and issued to lead clinicians in the target groups in 

February 2024

• Lead clinicians in these services will issue the folder and provide guidance to parents and guardians from February 

2024

• Information fully available at www.hse.ie/mystory from February 2024, including training presentation

• Any service can now utilise the MY STORY national patient-held folder for their own service

• MY STORY designed  specifically to facilitate application nationally

MY STORY: Design, Refine and Deliver

http://www.hse.ie/mystory


Key Objectives

• Ensure a national standardised patient-held folder is developed to keep all important documents relevant to children 

and young people safely and in one place. 

• Support and enable families to actively participate in the coordination of their child’s care

• Where developmentally appropriate, ensure that the child or young person has a voice in their own care by 

completing the “All about ME” section in the MY STORY folder themselves, 

• Provide a standard format for sharing the most up to date information related to the child’s care from healthcare 

professionals/teams/services for inclusion in the MY STORY patient-held folder

• Ensure guidance for all parents and healthcare professionals to navigate this tool with ease, thus driving integrated 

child and family centred communication and care 

MY STORY : Key Objectives



Purpose



MY STORY: Child and Family Centred Coordinated 
Communication



How to use the MY 
STORY folder



How to use the MY STORY folder



Overview



Overview of MY STORY: 15 sections



Sections



Section 1: My Personal Details and Emergency 
Contacts

• Key Information about the child and family held 

in one central location

• Easy to read

• Importance of including significant carer 

information for some families



Section 2: My Emergency Care Plan

• This section is relevant for those children and young people who have an Emergency

Care Plan

• The child or young person’s Emergency Care Plan/Ambulance Care Directive is filed in

this section, located at the front of the folder and easy to access in an emergency situation

• Standardised, nationally agreed documents, now in use in all paediatric and neonatal

units and recognised by national ambulance services



Section 3: My Recent Medical History

• Ideally completed when the child or young person starts 

using the folder

• Can be completed by primary paediatrician or specialist 

consultant 

• Can also be completed by the family GP



Section 4: Healthcare Professional Visit / Clinic 
Summary

• Completed by the healthcare professional at each clinic 

appointment or professional visit to the home

• Short summary of professional assessment, 

recommendations/medication changes, outcomes and follow up 

plan

• Useful communication tool for sharing outcomes of professional 

reviews with the family and multidisciplinary team 

• Additional sheets can be printed in colour from the webpage on 

A4



Section 5: Medication Management

• Log applies to medication changes, as advised by 

clinicians to parents/guardians in the clinic setting or over 

the phone 

• Changes recorded in a standard format and easy to read

• Additional sheets can be printed in colour from the 

webpage on A4



Section 6: All About Me 

The voice of the child/young person is central to 

MY STORY..…

• Sheet 1: Family photo and introduction to the 

family 

• Sheet 2: Other important relationships and 

likes/dislikes

• Include child/young person’s input if 

appropriate

• Update as required



Section 6: All About Me

• By completing each of the relevant sheets,

readers have a good sense of the daily life

of the child/young person

• Especially useful for hospital admissions,

respite stays and to professionals

providing home care support

• A final blank page - to capture anything

else the child/young person feels is

important to share through words or art,

whatever way they wish to express

themselves

• Additional sheets can be printed in colour

from the webpage on A4



Section 7: My Care Plans

• Individual care plans can be filed in this section with a summary of  

when the care plans are provided and updated

• Care plans come in many different types and formats e.g.. 

individual family care & support plan, clinical care plans

• Home and School programmes  can also be filed in this section

• Additional sheets can be printed in colour on A4 paper from the 

webpage



Section 8: People Involved in my Care

• Two sheets : to record contact details of key 

individuals providing care and support to the 

family in hospital and community

• Standard format for recording information and 

easy to read

• Useful to record changes in healthcare 

professionals working with the family and/or 

changes in contact details/clinic location

• Third sheet : Contact details of other 

organisations and support services that the family 

are linked with



Section 9: Specific Information About My 
Condition

• This section has been designed to include specific information relevant to the child/young person’s 

clinical condition

• Provides a place for patient specific information e.g., fact sheets, condition specific leaflets, guides, 

relevant support groups and other resources

• Flexible and adaptable for children and young people with a range of conditions and diagnoses



Section 10: End of Shift Handover

• A standardised, dated and signed handover at the end of shift.

• Relevant for those who have multiple homecare nursing/carer 

organisations involved with the family 

• Brief update of any new issues or actions. Not intended to be a 

detailed report but a signpost to parents/professionals to review 

relevant professional’s records for an update on any changes to  

care routines that may have been required

• To be used by all homecare nurses/carers irrespective of the 

employer

• Additional sheets can easily be printed in colour on A4 paper from 

the webpage



Section 11: Reports, Letters and Assessments

• Provides a place for filing most up to date reports, letters and assessments

• Best if filing is chronological, with most up to date documentation at the front of this section

• Easy to find in the MY STORY folder

• Flexible and adaptable for children and young people with a range of conditions and diagnoses



Section 12: Equipment

• Three sheets in this section – not all sheets are relevant for all children and young 

people

• First sheet is to record equipment used in the home

• Specific details of each piece of home equipment and due date(s) for review 

and/or servicing 

• Space for details of the healthcare professional who prescribed the equipment

• All sheets in this section can easily be printed in colour on A4 paper from the 

webpage



Section 12: Equipment

• Second sheet:  record of equipment used in 

the school setting. 

• Also includes due date(s) for review and or 

servicing and details of healthcare 

professional who prescribed the equipment

• Third sheet : Special medical equipment,  

eg. oxygen, suction machines, non invasive 

ventilation machine 

• Includes contact details of 

supplier/company who provide 

maintenance and/or breakdown service 



Section 13: My Appointments 

• Useful to have all appointments recorded 

in one central place - children & young 

people attending services have multiple 

appointments

• Sheet 1:  to record details of all 

appointments

• Sheet 2:  list of questions or concerns 

that the young person, parent/guardian 

wish to ask on the day of the 

appointment



Section 14: Signature Bank           

Section 15: Other

• The Section 14 Signature Bank is a 

required section for any contributor to the 

MY STORY folder

• Full name in BLOCK CAPITALS and the 

signature are recorded and dated

• Section 15 is blank and untitled

• Useful for other information which the child, 

young person and their family wish to 

include in their folder



Where can I find 
MY STORY?



HSE MY STORY is available online

The entire HSE MY STORY 

folder is now available online 

at www.hse.ie/mystory

http://www.hse.ie/mystory


HSE MY STORY available online

The webpage www.hse.ie/mystory

Divided into three distinct sections:

1) For Home and Clinic printing 

For parents and healthcare 

professionals

2) For Professional Printing 

For commercial printing of the MY 

STORY folder

3) Training on how to use the MY 

STORY folder

http://www.hse.ie/mystory


www.hse.ie/mystory

HSE My Story Project Leads: 

Irene O’Brien, Clinical Nurse Coordinator, Children with Life 
Limiting Conditions

Margaret Rafferty, Project Manager Primary Care Services

http://www.hse.ie/mystory

