
What is the Rare 
Passport?
A Rare Passport is a short 
document that shares the 
most important information 
about you or your child with 
health care workers. 

It was designed with people 
living with rare conditions 
and their health care teams.

People have told us a Rare Passport can be especially helpful 
to use in the emergency department, when meeting new 
health teams, or during a hospital stay.

There are two Rare Passports:  
one for adults and one for children. 

The Passport is NOT meant to be a full medical record. It is 
best if it points to where people can find information about 
things that often change quickly like medicines and doses, 
rather than try and include everything.

It IS meant to work as a simple guide to help doctors and 
other health care workers understand you or your child, 
their rare or undiagnosed condition, and their care needs 
quickly and safely. 

Some people have told us it can also be helpful to share the 
Rare Passport with schools, workplaces, and community-
based supports. 

A Rare Passport can help even if there is no diagnosis yet.  
It can record the main health issues, safety risks, and what 
helps care go well.

A quick reference guide  
for patients and families

Rare Passport

How have people told us a 
Rare Passport helps?

It helps new health care workers understand the rare or 
undiagnosed condition faster.

It can make care safer by highlighting important alerts and 
red flags early.

It gives patients and families a straightforward way to share 
what matters most to them.

It supports better communication and understanding 
between different people in your care teams.

It respects you and/or your child and your lived experience.
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Consent/decision-maker 
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Alexandra Campbell-Williams 

Click to add

Patient 
photo

See page 3 for 

critical alerts and red fl ags

Identity 
and contact

Personal Details

Full name 

Nickname/preferred name

Date of birth [DD / MM / YYYY] / / 

Sex (as recorded at birth)

Gender identity

Preferred pronouns

Patient Identifi er(s)

(e.g. Medical Record 

number (MRN);

Unit Record (UR) number)

Medicare number 

IRN

 
Expiry /

Address 

e.g. Sarah Chen (full legal name as on Medicare card)

e.g. List each hospital with its Patient Identifier (one per line)

e.g. Who has legal authority to consent? Are caregivers joint or sole decision-makers? Any specific arrangements (e.g. one parent for 

routine, both for surgical)

e.g. Street address, Suburb, State, Postcode

Leave blank if same as legal name

e.g. Male, female, another term (please specify)

e.g. Male, female, non-binary, another term (please specify), I prefer not to answer

e.g. He/him, she/her, they/them, another term (please specify)

M M Y Y Y Y

M
D

M
D

Y Y Y Y

Primary contact (call FIRST)

Full name 

Relationship

Preferred language

Telephone Number 

Email

Secondary contact

Full name 

Relationship

Preferred language

Telephone Number 

Email
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This guide explains why a Rare Passport can help you, who can help make one, 
and how it can be useful. This guide is for people of all ages and their families.

The Rare Condition Passport and Toolkit



Who can help complete it?
A Rare Passport works best when it is written by you 
and your family together with a doctor, nurse or care 
navigator.

If you have a rare disease or complex care navigator or 
a specialist nurse, you can start by asking them to help 
you fill in the Passport.

If you don’t have one of these health care workers, 
you could ask:

■ your paediatrician

■ your clinical geneticist or genetic counsellor

■ your general practitioner (GP/family doctor)

■ your rural generalist doctor

■ your Aboriginal or Torres Strait Islander doctor

■ your main specialist, for example a neurologist.

How to ask for a Rare Passport
You can ask at your next appointment:

"Could we make a Rare Passport together so 
new doctors can understand the most important 

information about me/my child quickly?"

There is a guide for health care workers that explains 
how to fill in each part of the passport, with examples.  
If you are unsure what to write, you and your clinician  
can use that guide together.

You can find the Passports and guides here:

https://rarediseasesnsw.au/find-support/
rare-condition-passports-toolkit/

What belongs in the Rare Passport, 
and what belongs elsewhere?
The Passport should stay short and useful. It should 
hold the key information that does not change too 
often, such as major alerts, communication needs, 
important care needs, and who to contact.

Fast-changing details, like current medicine doses, 
test results, or detailed care plans, should stay in the 
medical record. This keeps the Passport clear and easy 
to use.

Keeping the Rare Passport useful
■ Keep a printed copy in your hospital bag and a

digital copy on your phone.

■ Show it to new health care workers, especially in
emergency or first-time visits.

■ Review it at least once a year or when there is a big
change in care.

■ Don’t worry about including every detail. Focus on
what is most important and most helpful.

Some tips:
■ Ask early in the appointment so there is

time to complete it.

■ It may take more than one visit to finish.

■ You may need to book a long appointment, such
as a yearly review, to write it, and then update it
each year.

Examples of special long appointments you could 
ask your doctor to book to complete or update the 
Passport include:

1. The yearly health check for people with an
intellectual disability (e.g. Medicare item 705 or
707, which give more time).

2. The yearly health check for Aboriginal or Torres
Strait Islander people (e.g. Medicare item 715).

3. The yearly health check for people with complex
and chronic health conditions (e.g. Medicare
item 965).

Tip: GPs are busy and may not have these item
numbers to hand, so it can help to ask directly, for 
example: "Could we use Medicare item 705 or 
707 so we have enough time to write my passport 
together?"

Please note: Medicare item numbers can change
over time, so your GP will check which item is the 
right one to use for your appointment.
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