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Background to the action plan

Juvenile arthritis is a little-known condition, despite being as common as many other better-known 
diseases, such as Type 1 diabetes. The families, health professionals and organisations supporting children 
diagnosed with this condition report frustration and stress because of lack of awareness, information, 
services and supports. 

In response to consistent messages about a lack of services and support for these children, Arthritis 
Queensland applied to the St George Foundation for a grant to research and develop an action plan 
tackling the issues affecting children with juvenile arthritis and their families. 

This plan is the result. Led by a steering committee of stakeholders, it was developed by a working group 
of people involved in juvenile arthritis, including paediatric rheumatologists and paediatricians, allied health 
professionals, educators, a representative of Medicare Locals, parents and young adults with juvenile 
arthritis. These people wrote the plan, and will drive its implementation, along with many other people with 
an interest in juvenile arthritis.
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The plan was informed by surveys of parents, doctors and other health professionals, and educators, 
to gather insights into the experience and perspectives of various stakeholders. This is the first known 
Australian survey of juvenile arthritis stakeholders, and adds rich, important data and qualitative information 
to the available information about juvenile arthritis services and systems. Reports from these surveys are 
available on request from Arthritis Queensland.

Additional research included environmental scanning, a brief review of literature and reviews of good 
practice in other states and countries.

The knowledge gained from surveys and scans was used at a workshop of stakeholders. It formed a 
starting point for consideration of the priorities and development of actions to address the issues facing 
children with juvenile arthritis and their families.

The workshop included two paediatric rheumatologists, paediatricians, allied health professionals, 
educators, health administrators, parents and young adults with juvenile arthritis from throughout 
Queensland. Together they developed a draft plan, which was reviewed and ratified by the workshop 
participants and the steering committee.

The plan aims to be holistic, addressing social and educational issues as well as medical care.

How the plan will change the lives of children with juvenile 
arthritis and their families

This action plan sets out high level priorities and actions to improve the lives of children with juvenile 
arthritis and their families. Some actions can be achieved relatively quickly while others will take years of 
concerted effort, so the time frame for this plan is five years.

Using the Action Plan, stakeholders in juvenile arthritis will be able to develop implementation plans for the 
tasks under each Priority for Action. Responsibility for implementation will be shared. There is no one entity 
or person with responsibility for juvenile arthritis, so taking this action plan forward is a joint responsibility of 
everyone with an interest. 

For example:

•	 all stakeholders can initiate actions to raise awareness of juvenile arthritis in the community

•	 young people with juvenile arthritis, their parents, and adults who have lived with juvenile arthritis, can 
be proactive in developing and participating in support networks

•	 educators can spread the word about juvenile arthritis so that it is better understood by everyone in the 
education system

•	 medical practitioners and allied health professionals can develop their own knowledge of this condition 
and share their knowledge with their colleagues

•	 all stakeholders can initiate and  support campaigns to increase access to high quality, affordable 
services for children with juvenile arthritis.

Over the next five years, stakeholders will continue to push for improvements in diagnosis, treatment, 
educational and other support, and positive transitions for children and young people with juvenile arthritis. 

They will know they have succeeded when juvenile arthritis is a priority for health systems; high quality, 
integrated care is accessible and affordable for families across Queensland; children with juvenile arthritis 
can participate successfully in all aspects of life and succeed in their education; and their families report 
feeling supported and confident. Until then, making the vision a reality is everyone’s business.



Call to Action

Some of the actions in this plan 
will require changes in policy 
and funding. In particular, the 
shortage  of public medical 
services and specialised health 
care services in many parts of 
Queensland are very significant 
issues for many children with 
juvenile arthritis in Queensland 
and their families. 

Implementation of this plan will 
only be achieved if people are 
proactive in their communication 
with representatives of health 
systems and governments. They 
will need to help educate decision 
makers about juvenile arthritis 
and what is needed. To do this, 
they will need solid evidence and 
clear proposals. 

This work will take time and 
effort, but the benefit for children 
with juvenile arthritis and their 
families will be immense. 

Please use this plan to assist 
you with your organisational 
planning and as a communication 
tool when you are speaking with 
influential stakeholders.  And 
please study the Action Areas 
and Tasks and do what you can to 
improve the lives of children with 
juvenile arthritis and  
their families.  



Action plan objectives

This plan seeks to make the vision a reality. It outlines actions to achieve the following objectives:

1. Greater awareness of juvenile arthritis among health professionals, educators and the general 
community

2. Faster diagnosis for children with juvenile arthritis

3. Equitable access to treatment and support for children across Queensland

4. Improved health and wellbeing for children with juvenile arthritis through excellent treatment  
and support

5. Reduced stress and cost for families of children with juvenile arthritis

6. Improved participation in education and leisure for children with juvenile arthritis

7. Full, productive adult lives for children who have experienced juvenile arthritis.

These objectives relate to all aspects of life for children with juvenile arthritis, and this plan takes a holistic 
view including education and social aspects as well as medical issues.
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A vision for the future
Active, healthy, enjoyable lives for all children with juvenile arthritis and their families in Queensland.



The current situation

Improvements in treatment and management options for children with juvenile arthritis have reduced the 
pain and disability experienced by many children with this chronic condition.  However research for the 
development of this action plan reveals that there is real room for improvement before our vision is achieved.

Currently in Queensland one paediatric rheumatologist provides services in Brisbane and some regional 
areas, mostly through private practice with limited public hours available. Another paediatric rheumatologist 
has just qualified and offers a public transition clinic for young people at Royal Brisbane Hospital. Some 
regional paediatricians provide sole or shared care for children with juvenile arthritis. 

Some specialised allied health treatments are provided by MontroseAccess and at Royal Children’s and 
Mater Hospitals in Brisbane, with some services at regional hospitals and community health services. 
Public services are limited. A number of private physiotherapists and psychologists support families who 
can afford to pay.  

State-wide organisation, Arthritis Queensland provides individualised information and education, a web 
based forum for parents (from early 2013), and exercise bursaries.

In the education setting, there is funding available to support the educational outcomes of children with 
juvenile arthritis who have a significant disability.  Students in state schools have access to Advisory Visiting 
Teachers, and physiotherapy and occupational therapy is available in schools for those with significant 
disability. Because of improved medical intervention, fewer children with juvenile arthritis experience 
significant disability, however many have challenges associated with the condition such as fluctuating pain, 
stiffness and fatigue.  Eligibility limitations for specialised support may mean children do not qualify for the 
help they need in the educational setting because their disability is not seen to be severe enough.

For	children,	parents,	health	
professionals,	and	educators,	
Arthritis	Queensland	(AQ)	
provides	a	specialised	
Helpline,	print	material,	and	
information	about	services.		
In	2013,	AQ	will	host	a	web	
based	forum	for	parents.



For	most	children,	juvenile	arthritis	starts	with	
joint	pain.	For	many,	it	will	take	months	before	
someone	–	a	GP,	physio	or	specialist	–	suspects	
juvenile	arthritis	and	makes	the	right	referral	for	a	
diagnosis.	

Once	diagnosed,	children	usually	undergo	
treatments	including	medication,	joint	injections,	
physio	and	other	therapies	depending	on	the	
severity	of	their	condition.	Many	children	can	be	
relatively	stable	with	consistent	treatment,	but	
many	are	subject	to	flare-ups	of	the	disease	that	
can	cause	sporadic	bouts	of	pain,	fatigue,	lost	
school	attendance	and	emotional	stress.	

For	some	children,	participation	in	sport	and	
social	activities	can	be	fraught,	although	many	
can	lead	active	lives	with	effective	management	
of	their	pain	and	precautions	against	flare-ups.	
Treatments	can	have	significant	side	effects,	and	
can	be	expensive	and	time-consuming	to	access.	
In	some	areas,	treatments	and	specialist	health	
workers	are	simply	not	available,	so	children	
have	to	travel	to	obtain	care.	

Life	 for	 a	
child	with	
juven i le	
ar thr i t is



Survey results

A survey of parents of children with juvenile arthritis identified several major issues confronting children with 
juvenile arthritis and their families. 

1.	 Lack	of	awareness	of	the	disease	in	the	community	and	among	health	and	education	
professionals

This lack of awareness contributes to delays in achieving diagnoses for children, many of whom are 
in serious pain while they wait. 47% of families reported waiting more than six months to find out what 
was wrong with their child.

Lack of awareness is also a significant issue once children reach school age, with parents reporting a 
general lack of understanding among teachers and other education stakeholders.

2.	 Lack	of	access	to	services

With a small number of paediatric rheumatologists and other specialist doctors with an understanding of 
juvenile arthritis, families from regional and remote areas of Queensland find it particularly difficult to access 
specialist help and the ancillary services like physiotherapy and hydrotherapy that many find helpful.

3.	 The	financial	burden	of	juvenile	arthritis

Many families reported a significant struggle financially to meet the cost of specialist appointments, 
medications, allied health treatments, travel to access specialist help and even basics like increased 
power bills because of  heating and hot water to ease their child’s pain. Some parents are paying out 
of pocket for medications that they do not qualify for under the PBS. 25% of families said that cost 
had stopped them from accessing services for their child, while the remainder talked of the significant 
sacrifices they make to pay for treatment for their children.

4.	 A	need	for	emotional	support	and	connection

Families talked about feeling alone, and their child feeling ‘different.’ Many called for support networks, 
camps and activities for children and families so they could meet others in the same situation.

5.	 Better	information	resources	for	parents

A number of parents suggested developing information kits or resources for families with a diagnosis of 
juvenile arthritis to help them navigate the system and understand the disease and treatment options.
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Priorities for action

Research and planning activities in the lead up to development of this plan, including surveys of parents, 
health professionals and educators, consistently highlighted the following five areas for concerted action. 
Effective action on each of these priorities will improve diagnosis, treatment, support, education and 
transition experiences for children with juvenile arthritis and their families.

Information 
and awareness 
 
 

Care, access, 
coordination, 
and quality 
 
 
 
 

Education 
participation 
and outcomes 
 
 

Support 
networks 
 

Transitions to 
adult life

•	 Permanent tertiary hospital presence

•	 Shared care model

•	 Care coordinator

•	 Upskilling for health professionals

•	 Raised awareness of funding bodies

•	 E-health and tele-health

•	 Psychological services

•	 Research

•	 Targeted awareness campaigns
•	 Information resources

•	 Referral process after diagnosis

•	 Information about support services

•	 Awareness campaign with education 
personnel

•	 Maintaining and strengthening specialised 
educational support services

•	 Camps and activities

•	 Support networking for families

•	 Multi-disciplinary clinic for young people

•	 Awareness raising campaign among 
health professionals

•	 Linkages between paediatric and  
adult systems

1

2

3

4
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Action Plan

This	plan	sets	out	the	actions	needed	under	each	priority	area.	It	provides	
a	broad	outline	of	the	tasks	required	as	a	starting	point	for	more	detailed	
implementation	planning.

Priority for Action 1:  Information and awareness 
Survey respondents reported that low awareness of juvenile arthritis throughout the community leads to 
poor diagnosis timeframes, lapses in support systems and a lack of understanding about all aspects of the 
condition for children with juvenile arthritis and their families.

Survey respondents also reported a lack of accessible, reliable information about the condition, its 
symptoms, how to manage it and the supports and resources available. 

Participants in the action planning workshop agreed that improved diagnosis, support and treatment would 
result if the following groups had much greater awareness of juvenile arthritis:

•	 Health professionals,  including GPs, physiotherapists and pharmacists

•	 Education workers, including teachers, school administrators, child care workers and school support 
workers such as special needs teachers

•	 The general community, particularly parents of children who may potentially be diagnosed with  
juvenile arthritis.

Action Tasks

1.1 Awareness campaigns

Develop and implement campaigns 
to raise awareness of juvenile 
arthritis among high-priority 
audiences, particularly GPs and other 
health professionals

•	 Encourage all stakeholders to seek opportunities to raise awareness through 
whatever channels and settings are available to them

•	 Liaise with Medicare Locals to raise awareness amongst GPs and their  
practice nurses 

•	 Seek funding for major awareness campaigns

•	 Develop campaign plans outlining audiences, messages and channels 

•	 Liaise with stakeholder groups to implement campaigns

1.2 Information resources

Develop and promote information 
resources for high-priority 
stakeholders 

•	 Assess information/ resource needs and preferences of each audience – 
children, young people, parents, extended family, GPs, medical specialists, allied 
health professionals, educators etc

•	 Audit current resources and approaches taken in other places and for other 
diagnoses

•	 Plan information resources to meet needs of high-priority audiences 

•	 Seek funding for information resources

•	 Develop and publish information resources in preferred formats e.g. web-
based, hard copy

•	 Develop strategies to promote resources and maximise access, including 
sharing with other places



Priority for Action 2:  Care, access, coordination and quality
 
Survey respondents reported difficulty accessing appropriate specialised care.
Barriers and gaps in accessing treatment include:

•	 Severe lack of publicly-funded specialist and allied health professional hours, leading to very 
significant financial pressures on families

•	 Concentration of most specialist medical and allied health services in Brisbane, requiring many 
regional children and families to travel long distances to access treatment and support or to receive 
reduced care in regional settings. 

Participants in the action planning workshop agreed that new ways of providing care are needed, so 
that regional families and those without significant financial resources can access high-quality care in an 
equitable manner.

Models of care established in other states and for other conditions demonstrate that coordinated care from 
teams of health professionals and other supporters is essential for good outcomes. Consistent, equitable 
and appropriate medical management and allied health management of juvenile arthritis has major 
benefits in terms of educational participation, psychological health and quality of life.

There are currently some examples of care coordination on a limited scale through MontroseAccess 
and regional clinics in Townsville and Mackay.  Workshop participants determined that development of a 
coordinated care model for all juvenile arthritis patients across the state is a priority.

In	 regional	 Queensland	 it	

was	going	to	take	4	months	

to	see	the	rheumatologist.	

We	chose	to	fly	to	Brisbane.	

He	gave	us	the	diagnosis.

Family survey respondent

“

”

Considerable	splintering	of	services	

between	providers	and	systems	without	a	

central	driver	to	coordinate	care.

Health  professional survey respondent

“
”

There	are	not	enough	

doctors	(GPs)	with	

knowledge	of	JIA.	If	there	

had	been	our	heart	ache	

during	the	first	5	months	

may	have	been	less.

Family survey respondent

“

”



Action Tasks

2.1 Tertiary hospital presence

Establish a permanent presence in 
a tertiary hospital e.g. a paediatric 
rheumatology department

•	 Liaise with Queensland Health to present the business case for 
establishment of a department or centre focused on paediatric 
rheumatology

•	 Prioritise training of pediatric rheumatologists

2.2 Shared care models

Implement shared care clinics 
in regional areas linking local 
practitioners with specialists

•	 Determine desired standards of care, and identify gaps and deficiencies
•	 Contact paediatricians and health directors in regional and rural areas to 

assess current service levels

•	 Resolve access obstacles by working with local hospitals, paediatricians, 
allied health professionals and tele-health networks to coordinate  
equitable services

•	 Through lobbying and awareness raising, encourage decision makers to 
shift to a coordinated model of care.  

2.3 Care coordinator 

Appoint a care coordinator to ensure 
children can access an appropriate 
range of care

•	 Implement care coordinator position to coordinate health care delivery 
from all providers (Link with actions 2.1 and 2.2)

•	 Promote use of personal controlled electronic health record to facilitate care 
coordination

2.4 Upskilling for health 
professionals

Upskill allied health professionals 
to understand and treat juvenile 
arthritis

•	 Develop a professional development plan for allied health professionals 
working or potentially working with children with juvenile arthritis

•	 Develop e-learning professional development for health professionals e.g. 
on-line learning modules, webinars. 

2.5 Raised awareness of funding 
bodies

Influence political and medical 
systems to implement improved care 
for children and young people with 
arthritis

•	 Form a working group of influential stakeholders who will gain government 
support for increased levels of affordable service provision

•	 Undertake further research to establish detailed information about the 
prevalence of juvenile arthritis in Queensland and the current supports 
available for children with the condition

•	 Develop and implement a campaign strategy and messages about what is 
needed and how to achieve it

2.6 E-health and tele-health 

Investigate options to use 
technology to provide health care 
services in regional areas 

•	 Research potential to provide care and coordination through e-health and 
tele-health systems

2.7 Social and emotional support 
services (including social work and 
psychology)

Raise awareness of the need for 
emotional and psychological 
support for children and families, 
and ensure appropriate services are 
available

•	 Raise awareness with influential stakeholders that children and families 
need emotional and psychological support at diagnosis and at key points 
along the journey

•	 Engage GPs to make appropriate referrals for children and their family 
members, especially using mental health plans

•	 Include social workers and/or psychologists on relevant teams

•	 Provide families with a ‘care pack’ at diagnosis

2.8 Research
Promote research into all aspects of 
juvenile arthritis

•	 Seek project funding to log  existing research into juvenile arthritis in 
Australia

•	 Form a multi stakeholder project committee to set research goals and 
formulate a research plan

•	 Implement the research plan.   

“

Priority for Action 2:  Care, access, coordination and quality (Con’t)



Priority for Action 3: 
Education participation  
and outcomes
Survey respondents reported that the majority of children with juvenile 
arthritis missed school because of their condition, impacting their educational 
outcomes. Some parents reported issues with their child’s mobility, 
handwriting, ability to concentrate, and participation in sport and extra-
curricular activities. Some families reported feeling unsupported in the 
education setting, often because teachers did not understand juvenile arthritis.

Participants in the planning workshop found that families of children with 
juvenile arthritis are often unaware of or unable to access the support 
resources available in schools. They determined that communication and 
awareness improvements are needed to ensure that children are linked with 
the appropriate support they need to reach their potential in education. 

Action Tasks

3.1 Referral process

Institute a consistent, streamlined 
process for referral of children (as 
early as possible after diagnosis) to 
appropriate education support teams

•	 Work with stakeholders including doctors and educators to establish a 
referral process to the relevant  support systems when a child is diagnosed 
with juvenile arthritis

•	 Establish a process of including Advisory Visiting Teachers and classroom 
teachers which also accommodates annual personnel changes

3.2 Information access

Collate and publish clear information 
for parents and other stakeholders 
about support services for children in 
education

•	 Develop web-based information resources about education services 
available for children with juvenile arthritis (link with Action 1.2)

•	 Work with Arthritis Queensland to institute appropriate, multi-channelled 
information and education for teachers

3.3 Awareness campaign

Improve educators’ awareness 
of the existence, symptoms and 
management of juvenile arthritis

•	 Use education networks and communication tools to raise educators’ 
awareness of juvenile arthritis and the needs of children with the condition, 
particularly in any school attended by children with juvenile arthritis

•	 Increase awareness and understanding  of the episodic and fluctuating 
status of juvenile arthritis in the educational setting

3.4 Maintain and expand 
specialized educational support 
services.

•	 Raise awareness, amongst stakeholders and funding bodies, of the value 
of existing specialised educational support services such as the Advisory 
Visiting Teacher network

•	 Ensure that the need for educational support for children with juvenile 
arthritis is understood in the policy arena e.g. actions following the  
Gonski Report.

More	understanding	
when	he	complains	
of	pain.	Some	
teachers	do	not	
believe	him.

Family survey respondent

“

”

”
“ He	is	unable	to	be	a	normal	child	and	run	amuck.	He	has	

experienced	pain	and	discomfort	that	most	adults	haven’t.



Priority for Action 4:  Support networks 

Survey	respondents	reported	a	desire	to	connect	with	other	parents	and	young	people.	
They	said	the	sense	of	aloneness	when	dealing	with	a	little-understood	condition	leaves	
children,	young	people	and	parents	feeling	isolated.	Families	suggested	ways	to	share	
information	and	emotional	support	with	other	families	supporting	children	with		
juvenile	arthritis.

Participants	in	the	planning	workshop	heard	young	people	who	have	participated	in	camps	
organised	by	Arthritis	NSW	report	that	these	were	powerful	learning	and	networking	
experiences	for	them.	Young	people	reported	that	camps	for	children	with	juvenile	arthritis	
do	more	than	provide	connections	with	other	children.	They	are	an	opportunity	for	young	
people	to	learn	how	to	manage	their	condition	and	transition	to	independence,	and	for	
families	to	meet	with	others.

Action Tasks

4.1 Camps and activities
Develop a program of camps and 
networking activities for children 
and young people with arthritis

•	 In the short term, obtain funding to link in with existing camps in other states 
e.g. Camp Footloose in NSW.

•	 Encourage and support any networking opportunities for and between 
children and families, including with the relevant medical and education 
stakeholders

•	 In the longer term, develop a program of camps for Queensland children with 
juvenile arthritis

•	 Seek resources to implement the camp program

4.2 Social networking
Develop social networking 
mechanisms to connect parents and 
young adults dealing with arthritis

•	 Promote existing social networks, e.g. Livewire, and existing social media links

•	 Investigate potential new ways children and parents can communicate with 
each other on-line e.g. Facebook pages, Wikis

•	 Encourage  and support families and young people who wish to form  
support networks

•	 Health professional provider organisations to provide social networking 
opportunities for children and parents



More	support	like	maybe	a	group	that	meets	once	a	month	
or	something	of	children	in	the	area	so	that	the	children	and	
parents	can	talk	and	receive	support

Family survey respondent

“

”

When	you	meet	someone	that’s	going	through	something	similar	or	the	same.	
…….	Just	something	as	simple	as	saying	‘I’ve	been	really	flared	up	lately’	or	‘I’ve	
been	really	sore	lately’	…	Someone	that	knows	exactly.	It’s	priceless	what	that	is.		

Workshop participant Matt McEwen

“

”



Priority for Action 5:  Transition to adult life 

Surveys of parents and health professionals highlighted the need for an effective approach 
to supporting young people with juvenile arthritis as they move through adolescence and 
adulthood. Transition can be challenging for the young person and the family, physically and 
emotionally.  Tailored responses are needed to meet the needs of adolescents and young adults 
with juvenile arthritis.

Participants in the planning workshop reported that transition is a high risk time for young people 
to drop out of healthcare which can have significant long term consequences. Lifelong health 
behaviours are often established during transition therefore it is of critical importance that young 
people are offered high quality care specifically tailored to their needs.

Workshop participants outlined strategies to improve transition services and supports. They 
noted that information campaigns (Action 1.2) and social networking opportunities (Action 4.2) 
should be harnessed for young people going through transition.

Action Tasks

5.1 Multi-disciplinary clinic
Establish a funded multi-disciplinary 
clinic for young people aged  
16-25 years

•	 Seek funding for a permanent, multi-disciplinary clinic in Brisbane to support 
young people and their families throughout Queensland, making the 
transition from paediatric to adult rheumatology services

•	 Increase use of appropriate technologies to support transition services 

•	 Clinic to support parents dealing with the transition

•	 Support young people making connections and friendships with each other 
e.g. through web based forums, face to face meetings (see Action 5.5)

5.2 System linkages
Create links between paediatric and 
adult care providers

•	 Investigate opportunities to improve linkages between people working in 
children’s and adults’ health systems

5.3 Information and education
Provide information and education 
to young people about making the 
transition

•	 Audit the information already available, e.g. about university support services
•	 Analyse gaps in information provision

•	 Seek funding for new information resources and disseminate these where 
they have most influence e.g. on-line, through public clinics

5.4 Support young people in 
country areas
Investigate ways to support young 
people outside Brisbane

•	 Establish links with adult rheumatology services in regional areas

•	 Investigate options for tele-health to deliver services for young people

5.5 Support for parents
Provide information and support 
to parents of young people making 
the transition to adult health care

•	 Develop educational materials and on-line resources for parents/ families  
about transition

•	 Provide support to parents and families at the time of visits to the  
transition clinic.



Looking back on it … trying 
to tell any teenager what to 
do is never really going to be 
successful. If I had listened to 
them (healthcare team), I’m 
sure I would have felt I had 
been helped more. 

Workshop participant 
Amber Brooker

“

”

Unfortunately	 my	 daughter	
does	not	always	listen	to	what	
they	 say	 -	 being	 a	 teenager	
she	 does	 not	 want	 peers	 to	
know	 that	 she	 has	 juvenile	
arthritis,	 therefore	 does	 not	
always	 take	her	medications	
and	will	have	flare	ups.	

Family survey respondent

“

”
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