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Provide virtual 
referral feedback 
and support for GPs

Inaccurate or 
incomplete referrals are 

common, increasing 
wait times for families

Parents often feel 
dismissed by their GP, 

leading to misdiagnosis 
or preventable ED 

presentation

Most families are 
unaware of JIA and 

what signs to look for 
in their child

In some cases the 
category a child is 

triaged into does not 
reflect the child’s needs, 
often due to incomplete 
or inaccurate referrals

Many families are 
left waiting beyond 

their allocated triage 
period without clear 

communication

Establish a weekly
rapid review clinic 
dedicated to urgent
appointments, 
allowing for greater
waitlist management 

Rapid review clinic

The child’s condition may 
deteriorate before the first 

appointment, rendering their 
initial triage inaccurate and 
requiring interim treatment

Families receive very 
little communication and 

information to set 
expectations for their 

first appointment - most 
have no idea what 

Rheumatology means!  

Create a clear pathway
for Rheumatologists
to re-triage a patient
if required

Re-triage pathway

Provide families with
information prior to the
appointment, so they 
know what to expect

Pre-appointment 
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Wait times
exceeding
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first appointment treatment
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Unexpected
wait times

Families are 
unprepared for 

the long wait 
times in clinic

There is currently no space for nurses 
to work out of the 2E clinic area during 

clinics, meaning that they need to 
travel down from the level 12 o�ces to 
see individual patients, disrupting their 
admin work and a�ecting the level of 

support they can provide

referral

Receive
diagnosis

letter

Infectious 
Disease Clinic

(immunisations)
appointment

Regular blood tests Day-to-day supportOphthalmology
appointment

follow up

Pre-appointment survey
Families are given a 
survey to complete in the 
waiting room to provide 
medical history and 
preferences, saving time 
in their appointment

Registrar
Appoint a Registrar to 
supervise infusion 
patients and the 
resident, preventing the 
team from being pulled 
away during clinics

Visual aids
Design or find images 
or videos to explain JIA, 
showing them during 
the first appointment or 
sending them home 
with families

MDT clinic area
Create space for the 
Rheumatology nurses within 
2E during clinics, so they 
can be readily available to 
speak to families without 
disrupting their admin work 

Question cards
Create card with common 
questions that children might 
have about the diagnosis and 
treatment, prompting them to 
select at least one to ask during 
the appointment

! ! ! !
Lack of

communication
and unclear
expectations

!

Fragmented
team

!

Despite feeling very supported 
during the appointment, many 

families leave the first 
appointment with their heads 

spinning, having trouble 
remembering what was said or 

what to do next 

Parents use the current 
education folder as a primary 

source of information and 
value it highly, however the 
information they receive is 
inconsistent and lacking in 

many key areas

Families whose first language 
is not English have access to 
translation services, however 
most take-home information 
has not been translated into 

other languages

Children often have a hard time 
vocalising their thoughts, feelings 

or questions during the first 
appointment, and the conversation 

is predominantly between the 
parent(s) and the Rheumatologist.

Di�culty understanding and retaining information

!

Support GPs with
interim treatment 
adviceto prevent further 
deterioration prior to 
the appointment

Interim
treatment advice

Late diagnosis letters

Many families are receiving their 
diagnosis letters late or not at all, 

a�ecting their ability to access 
school support and funding, as well 

as communicate with their GP

Many families struggle 
to explain JIA to friends 

and family, and are 
met with questions and 
confusion that can add 

to their overwhelm

Siblings of children 
with JIA struggle to 

adapt to the change in 
their family dynamic 

after diagnosis

There are several 
avenues for financial 

support, however many 
families are not aware 

of these or struggle 
through complex 

application processes

School support is one of the 
most important factors on the 

experience a child has with 
JIA, however many schools are 

not well versed in what 
a�ordances to make for JIA

Many parents express the 
desire for more holistic 

lifestyle support, helping 
them to understand how 

they can support their child 
through diet, exercise and 

environmental factors

Mark dictations as
urgent and CC family

!

Burden to
educate

!

Struggling
siblings

!
Di�culty
accessing
financial
support
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Di�culty navigating
school support

Manage
lifestyle
changes

Lack of
holistic lifestyle

education
and support
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Inconsistent
communication

Di�culty
accessing

after-hours
support
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Lack of procedural
anxiety prevention

In the first appointment 
families are told that they 
will receive a call from the 

“Immunisations team”, 
causing confusion when 
they’re contacted by the 

“Infectious Disease Clinic”

!

Uncoordinated
appointments

Lost
pathology

results

Di�culty
managing
treatment

and testing

!

The Rheumatology 
admin and nurses 

spend considerable 
time chasing 

pathology results

On top of treatments 
and procedures, 
keeping track of 

regular blood tests 
can be challenging 

for families

Families felt very supported during 
appointments and follow-ups with the 

nurses, however they struggled the most 
when this support and communication fell 

away and they needed to manage JIA 
day-to-day, unsure where to go with 

questions and concerns

Despite regularly giving informal feedback 
to the Admin O�cer and Nurses via phone 
or email, unless a complaint or compliment 

is escalated to Riskman or families complete 
the PREMS survey (most don’t) this 

information isn’t regularly captured to 
understand and improve their experience 

Unless a child’s condition is 
particularly complex and they 

have access to the Uveitis Clinic, 
most appointments and 

procedures are uncoordinated, 
adding the burden on families to 
travel to the hospital sometimes 

multiple times per week.

Families are told in the first 
appointment that they will see 

the rheumatologist again in 
three months, however the 
actual wait time is often a 

di�erent story

Many families struggle the most 
when they find themselves at 

home late on a Friday night with 
a flare up, side e�ects or 

challenging injections, unsure 
what to do or where to turn

It’s not uncommon for children with JIA to develop needle 
phobia or procedural anxiety, yet no preventative support is 
o�ere, and families are left to develop their own strategies 

! !

Lack of
communication

Lack of
continued

engagement
with families

Large admin
load

Expectation
VS reality

! ! ! !

JIA passport
Design a “passport” 
- a small book that 
contains all of the 
child’s personal 
information 
relating to JIA

Education folder
Re-design the 
current education 
folder, making the 
information more 
extensive, engaging 
and digestible

Translated resources
Create translated 
resources that are 
culturally appropriate 
for CALD families

JIA passport
Include treatment and 
testing schedules in the 
passport, individualised to 
the child, to help families 
(and their care team) 
keep track

Pre-appointment survey
Ask for pathology provider 
information in the 
pre-appointment survey, 
making it easier for the team 
to locate their results

Pick up 
cycotoxic box
from Clinical
Consumables

!
Di�culty

navigating
the medical

system

Clinical consumables are 
an example of a hospital 
system that families (and 

even some clinicians) 
find unfamiliar and 
di�cult to navigate

!
Displacement

from
community

Families who need to 
travel to QCH for 

treatment - particularly 
First Nations families - can 

be displaced from their 
communities for weeks or 

months at a time 

Education folderEducation folder
Create a comprehensive education folder, given to families at the first 
appointment, including information like: clear contact information, 
resources for friends and family (including siblings), information for schools, 
a comprehensive overview of funding options, opportunities to connect 
with other families, evidence-based lifestyle management advice, a 
glossary of JIA terms and a guide to navigating the hospital/medical system

There are several steps that the team 
can take to speed up the arrival of 
the appointment letter, including 
marking dictations as urgent and 
making sure families are CC’d. 

Adding JIA to school
health conditions 
Begin to build awareness of JIA in schools by 
advocating for the condition to be included on 
school forms  - currently if a parent is completing 
an application for their child to go to school, JIA is 
not listed under existing medical conditions

!

Lived experience support worker
outside the

scope of
this project

outside the
scope of

this project
Dedicated Rheumatology Admin

Connect with
other families

Those who connected with other 
families early on felt more 

supported, however many families 
are not making these connections, 
either through lack of awareness 

of existing organisations or 
general overwhelm

Lack of
connection

Group education sessions
Create opportunities for 
families to connect as early as 
possible in the first 100 days - 
both in-person and virtually

!

Carve out additional time for nurses 
to support families by reducing their 
admin load – currently the 
department’s Admin O�cer is 
shared with Haematology, and 
having a full time AO would reduce 
the burden on nurses 

Consumer 
feedback tools
Develop engaging evaluation 
tools for families to complete 
at times that work for them, 
making ongoing consumer 
engagement part of the 
department’s DNA 

Telehealth + Local providers
Continue to build 
workforce/connections to local 
providers and identify 
opportunities for a hub and 
spoke model supplemented 
with virtual care to reduce the 
travel burden on famlies 

Create a role for someone who has lived 
experience with JIA and professional 
counselling/peer support experience to 
connect with families throughout their 
first 100 days, helping them navigate the 
day-to-day and set realistic expectations 

Within the education 
folder, include clear 
information to help 
families navigate the 
complex medical system 
and hospital practices, 
as well as FAQs

Dedicated accommodation
for First Nations families

Provide hostel accommodation 
for First Nations families to stay 
with other members of their 
community, in an environment 
that feels more like home

Develop strategies for 
early intervention, ideally 
providing preventative 
Occupational Therapy 
support from the outset

Connect with CALM care 
to develop procedural 
pain strategies and 
resources for families

Document the insights that 
families have gathered from 
months or years of regular 
at-home treatments, filming their 
tips and tricks for other families 

Early intervention
for stress and anxiety

Connect with CALM care

CALM
care

Treatment tips and tricks 
from other families

!

Post-assessment summary
Provide families with a short 
post-assessment summary, 
detailing the diagnosis, their 
treatment plan and what 
will happen next 

Re-designing
the first 100 days

of JIA with families

SOLUTION MAP

Post-assessment summary
Provide families with a short, 
take-home post-assessment 
summary, detailing the 
diagnosis, their treatment plan 
and what will happen next 

!

Juvenile Idiopathic Arthritis

Q:

Q:Q:

Clinician cheat sheet
Create a one-pager for 
Rheumatology teams full of 
free, easy, accessible “low 
hanging fruit” - ways that they 
can immediately improve the 
first 100 days for families 

Despite regularly diagosing 
children with JIA, rheumatologists 
had no idea how other clinicians 
were delivering information or 

support in the first appointment, 
and wanted to know how they 
could better support families


