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 ‘Cost of Inaction’ report outlines the projected burden
of ARF and RHD in Australia until 2031, given current
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OUR MISSION

We believe ending RHD for all Australians is achievable
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The Endgame for RHD in Australia
Structural overview of outputs from the END RHD CRE

Form and format

2 page summary Summary of what
- shoud be done

6 headings

Key recommendations only

ENDGAME STRATEGY
Implementation focused overview of

| 2nd recomme ndat lons.

Executive overview
Retain 6 key headings
Recommendation and brief review of evidence

ENDGAME REPORT
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JURISDICTIONAL ANALYSIS
Foviaw ofjurisdictional speciic necds

Large technical document
6 headings
Subheadings as required

Comprehensive overview of
evidence and detailed references
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RHD Roadmap P hea free future at a glance

ACTIVITIES

gforar

DomAIN

Mechanisms for national and local decision making
* Guarantee Aboriginal &Torres Strait Islander luﬂmhh by adhering to COAG's Close the Gap Refresh Implementation Principles
« Create national and and deliver results

jed culturally-based solutions

lomsure

* Align with COAG Health Council National Indigenous Health and Medical Workforce Plan Ensure a sustainable on-the-ground
‘workforce for effective environmental health including a national workforce plan

* Increase numbers, tenure and seniority of Aboriginal and Torres Strait Islander people employed in health including dedicated
positions for acute rheumatic fever (ARF) and rheumatic heart disease (RHD) case management and care co-ordination

* Enlist the support of other education and training organisations

Structural &
systems
support,
evaluation &
monitoring
+ Focus on improving the patient journey and system performance

« Enhance comprehensive, responsive primary heaith care through systems support

« Communicate openly with Aboriginal and Torres Strait Islander people and hear their voices to improve services
Evaluation and
« Determine accountability between partners at national, jurisdictional and local levels, and identify priority metrics for each
* Develop a national evaluation and monitoring strateqy as part of the implementation plan of the RHD Roadmap
* Ensure incidence of ARF is recorded consistently and reported nationally at least annually

Reduce social, economic and health system inequality
* Achieve whole-of-govemment changes to promote Aboriginal and Torres Strait Islander health within, and beyond, the heaith

system

Reduce the health impacts of crowded and inadequate housing
* Ensure safe and sufficient housing is available in Abong'\al Bnd Twu Strait Islander communities
« Ensure learnings from the y funded five trategy C are shared and inform future action
« Develop and disseminate methods and tools to promote mwonrrmul health
Enhance place-based primordial prevention

* Act through
access to ‘health hardware’
* Use data to identify gaps in workforce, capacity and development for response through Jurisdictional Action Plans
+ Develop national standards for safe housing, classification of urgent and priority housing repairs and assessment tools
* Produce decision-oriented evidence reviews for communities

and
* Support communities to learn about disease transmission, scabies, skin sores, sore throats & the risk of ARF and RHD.
« Enable communities to evaluate the performance of local services in responding to common conditions
High quality primary care to identify and treat Strep A infections
* Resource primary health care clinics sufficiently to deliver high quality primary prevent
« Ensure all health staff working with communities at high risk of ARF use evidence-based quldelmes
« Encourage effective CQI by local primary health care services
Place based primary prevention priorities and innovation
» Support communities to scope and begin implementing local priorities for primary prevention
* Support from jurisdictional authorities enables whole-of-community approaches to skin sore and sore throat control
primary support by all services
* Ensure all early leaming, pre-school and school policies specify soap and handwashing provisions
|« Ensure mechanisms for daily dressings of sores in education settings and referral pathways to primary heaith care
Early diagnosis of ARF and RHD
* Improve the diagnosis of ARF through training, improving timeliness of blood results and early echocardiography
« Improve the early diagnosis and management of RHD by improving capacity of primary care
* Consider a time-limited program of active case finding through echocardiography screening
« Ensure that all people diagnosed with ARF or RHD have an actively co-designed care plan
Support secondary prophylaxis delivery
. Conﬁnuc to fund all jurisdictional RHD Register-based con!f
« Fund primary care services to resource the full cost of delivering secondary prevention
. Elldt community support for addmoﬂal strategies to support secondary prophylaxis
.

Primordial
Prevention

to plan a led response to factors increasing risk of ARF including

Secondary

Prevention SO ogrnes

Raise 1o address low adherence 1o secondary prophylaxis
Rnpond effectively to community preﬁrm for trained Aboriginal and Torres Strait Islander staff and injection delivery
. irage effective CQI by local primary health care services that reinforces accountability to patients
Guldulm baud care to reduce the risk of complications
« Ensure services and specialist reviews are received according to agreed care plans and resolve persistent service gaps
Medical care
» Improve access to safe anticoagulation by improving access to point of care tests and primary care services
« Strengthen capacity for primary health care services to prevent comorbidities and reduce their impact
Surgical care
« Achieve culturally responsive, nmsly team-based cardiac care including fail-safe discharge planning, communication and handover
* Enhance the patient journey includin support, follow up and i
* Build ;ﬂv.nlboﬂd health information 'ol telehealth, discharge summaries and My Health Record

* Ensure that all women diagnosed with RHD have the opportunity to discuss the implications for future pregnancy

« Ensure all Aboriginal and Torres Strait Islander women with a murmur detected during pregnancy receive echocardiography to
establish whether they may have RHD

* Ensure all women with RHD who are pregnant receive multidisciplinary, culturally safe, antenatal and postnatal care

Consensus for national research priorities
« Initiate a national dialogue involving a diversity of viewpoints and expertise to produce an agreed research strategy to accelerate
evidence generation preventing ARF and managing RHD
* Produce a National RHD research strateqy that ensures research stays on track and knowledge transfer is accelerated
* Embed Aboriginal and Torres Strait Islander leadership and partnership with ACCHSs/other parts of health system in the research
journey
« Identify leadership positions for Aboriginal researchers in specific ARF and RHD funding opportunities

Iinvestments

IMMEDIATE | 2019 - 2021

* National RHD Steering Committee

MEDIUM TERM | 2022 - 2027

LONGER TERM | 2028 — 2031

appointed with secretariat «  Primary health care services
« High-level cross-sectoral committees resourced and supported to achieve L) g:‘:‘mm""m Pl:r’;dior
or forums in high-risk jurisdictions qualtyof care metrics for Aboriginal e Notena/ borigine) e e
have mandates to address social and and Torres Strait Islander Omes SyRk [leccierionlly NKINE Shd Torres
environmental determinants populations with high rates of Strep , F1an integrates RHD Roadmap  Ieiediuitiesastand
« Jurisdictional Action Plans developed Alnfections, ARF and * ARF incidence and other, and organisations
‘and implementation underway o Increased numbers of Aboriainal metrics tracking according to gl ettt
. performance metrics and Torres Strait Islander people i~ _ 23reed trajectory target 2enne partnecshie
including worklorce requirements health fields including environmental * NACCHO and other peak based on sflective
w"gm piessipenbribiol psini bodies rate the level of governance and
ki Cige o Evidece reiteus st cxial community control as exceeding [RYSa L]
« Networks established o promote best guidelines produced for each RHD ~ SXPectations
practice in each RHD Roadmap Roadmap domain
domain
. Py * Local partnersips achiove
 Methods to assess place-based :
o and akon nder stong ocal Csitbiiiortsblsnmlionelye
health, home maintenance and monitoring e need that reduce rates of
Den hecchace: sdvnced «  National standards for a safe house, ""'.’"’:m’;;""""”""‘ Equity of environmental
naly classification of urgent and priority Prvorh determinants of health
O m“""”“’,mw M"*m"‘k’;’;"“’ e housing repairs e ”w’h"'.z"’""""" CLEM for Aboriginal and
- &2 iy o Local sy i prosctive s Torres Strait Islander
e national standards. Soizfrly aduizginelal people
Local i
and resources are expanded * service and
according to community need and :Sio%‘;"um“m’“”m?u%“m“& construction investments.
readiness Strep A to act * Reduction in household
« Communities have increased
understanding of disease o Barriers to primary prevention ;
transmission and management locally dentied and systematically * "ncidence of ARF reduced by
« Presentations to clinic with Strep A addressed bt i e o
infections increased «  Incidence of ARF reduced by x% )
« All Strep A nfections appropriately  «  Engagement with education Sl blhi Dbt
treated providers to ensure adherence to readit Witts 24 hotrs
* Al schools have soap, skin sore and soap and hygiene policies
hygiene policies which are adhered to
« ARF incidence reduced by x%
*  Primary health workforce supported e Al people diagnosed with ARF are
to better diagnose ARF and RHD admitted to hospital increased
*  More people diagnosed ARF who « The ion of people receiving Anyone with ARF is
are admitted to hospital 80% of their scheduled inj promptly diagnosed and
+  Increase health ed and co- Increased to over 80% in all ¢ p‘:‘:mmyn:m.;:’mmmd:r’y has a co-designed care
designed care plans for ARF/RHD Jurisdictions prophylaxis plan for secondary
. P of people receiving 80%  Mechanism developed to identty | N KNI prophylaxis and other
of their scheduled injections and support individuals with poor ecureat p) essential sorvices
increased by 15% in all jurisdictions, ssecondary prophylaxis
. the proportion of ARF . ortion of ARF episodes wh
episodes which are recurrences in re recurrences reduced in each
each jurisdicti Jurisdiction by 15%

Access to specialty services and

timely surgical care improved

©  All people undergoing heart surgery
have a good understanding of the
procedure

Improved support for people living
with RHD in the transition from
paediatric to adult care

*  Full implementation of the RHD

Australia guidelines for care for

women with RHD

« A process to embed Aboriginal
leadership and partnership with
ACCHSs/other health services in
strategic research is in place

* A comprehensive national research
strategy produced and fully costed

«  Biomedical research priorities fast-
tracked to near completion

All people having heart surgery for
RHD to have a clear and culturally
relevant understanding of the
process, medical procedure and
follow up care

Primary health care services
receive a complete discharge
summary to support clinical
handover after any RHD related
hospital discharge

National RHD research strategy
funded and research priorities in
underway

Demonstrable increase in the
number of Aboriginal and Torres
Strait Islander researchers
Commitments to implementing
biomedical research outcomes into
clinical practice once proven

Treatment services are provided
ways which recognise social and
cultural determinants of
treatment uptake, adhersnce,
and outcome.

Equitable access fo appropriate
tertiary services to close the gap
in RHD-related cardiac mortality.
No person under 15 years of
age dies of ARF, RHD or needs
open heart surgery

Effective action on social,
structural, clinical and

A reliable, responsive &
productive national

environmental determinants of research effort
ARF is accelerated through producing evidence to
strategic research investments address Inequitable

rates of ARF and RHD in
Australia

led by Aboriginal and Torres
Strait Islander researchers
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Methods

1. Epidemiological 2. Case identification
analyses (people requiring SP)

v

v

3. Disease trajectory

3. Medical care and
associated cost

SP, secondary prophylaxis
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1. Epidemiological analysis
Linked health data 2001-16
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" Methods: current cases

@
1. Epidemiological 2. Case identification | | 3. Disease trajectory | | 3. Medical care and
/a_naly-ge'r {peop iring SP) associated cost
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* ARF: N of people at June 30, 2016 who were under 65 years-old and
had been hospitalised for ARF, but not RHD, between 2001 and mid-
2016

* RHD: N people at June 30", 2016 who were under 65 years-old and had
been hospitalised for RHD between 2001 and mid-2016

1A. Epidemiology: prevalence
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". 1A. Prevalence of ARF and RHD

* 4,549 Aboriginal and Torres 2]

Strait Islander people have
been hospitalised with ARF
and/or RHD.

* 39% were under 25 years
of age

e 24% had severe RHD

Number of people

200 1

1000 1

800 1

600 1

400 1

RHD severity
ARF
Mild/Mod RHD

. Severe RHD

% of population

0.7%

1.3%
1.5%

1.7%

1.4%

15-24 25.34
Age at June 30, 2016

35- 44

45- 64
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2A. Recent history

* Of the 4,549 prevalent cases
* 3,420 (75%) people were hospitalised for
* RHD (2,156 people) or
* ARF (1,264 people)
less than ten years prior to mid-2016

* These people are recommended to receive secondary prophylaxis
and follow-up care
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" Methods: projected cases

1. Epidemiological
analyses

2. Case identification
(people requiring SP)

3. Disease trajectory

3. Medical care and
associated cost

SP, secondary prophyfaxis
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;‘ 1B. Epidemiology: incidence rates
)e

* ARF: N people with their first hospitalisation for ARF per calendar
year

* RHD: N people with their first hospitalisation for RHD, excluding
those with a history of ARF, per calendar year
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". 1B. Incidence rates and trends for ARF

Incidence rates of ARF for 5-14 year-olds Incidence rates of ARF for 15-24 year-olds Incidence rates of ARF for 25-34 year-olds
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1B. Incidence rates and trends for RHD

Incidence rates of RHD for 5-14 year-olds Incidence rates of RHD for 15-24 year-olds Incidence rates of RHD for 25-34 year-olds
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.
p 2B. Projected cases

RHD |

 After extrapolating the observed RE |
trends in age-specific incidence rates: o

5000 (years)
4564

* 4,885 people are projected to develop
ARF,

40001

Number of people
b
=

* 5,326 people are projected to develop

000- s
. . B
RHD with hist f ARF 10001 04
v no B e N _IIIIIIIII|||||| _-.-III“IIIIIII .

FEFPSF e S0P

Year

TELETHON

KIDS

INSTITUTE

Discover. Preven t. Cure.

A A————



Methods: projected cases

1. Epidemiological 2. Case identification
analyses (people requiring SP)

v

v

3. Disease trajectory

3. Medical care and
associated cost

—

SP, secondary prophylaxis
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3 & 4. Disease trajectory and care

* Disease trajectory included progression from Ry ——
. | ARF before 2016 | 2016-2031 | RHD before 2016 |
ARF to mild/moderate RHD or severe RHD, to !

of ARF of RHD

RHD requiring surgery, and/or to death. by RiD

d(RHD)

* Medical care was calculated for each level of

severity and could include hospitalisation, 22;6..ed1 p(m
surgery, and long-term management (SP and slmort] (e D
‘ withsurgery

clinical reviews for 10 years).

* The likelihood of disease progression and the
costs of medical care were taken from

revious work.
; KIDS
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‘. 3. Disease trajectory: the human cost

* Current cases:
* Recent ARF: 190 (15%) of 1,264 - RHD

* Recent RHD: 110 (5.1%) of 2156 people = death within 10 years of
hospitalisation date.

* Projected cases:
* 7,861 additional people will experience and require medical care for RHD in their
lifetime, including:
* 2,535 people ARF (mid-2016 to 2031) > RHD
* 5,326 people RHD with no history of ARF (mid-2016 to 2031).
* 2,260 of this 7,861 = severe RHD
* Including 1,370 people who will require valvular surgery. TELETHON

« 563 people with RHD will die KIDS
!)NSTlTUTE

iscover. Prevent. Cure.
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) 4. Medical care: the financial cost

* $344 million: medical care for
people who have ARF or RHD
or who develop the disease,
comprising

* $27 million: medical care
for people diagnosed with ARF

and RHD since 2007 and alive
in mid-2016

e $317 million: medical care for
people who develop ARF
and/or RHD from mid-2016
until 2031

901

801

Cost (AUS$ million)
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Projected ARF
B Projected RHD*

0-4 514 1524 25-34 3544 4564
Age at first ARF or RHD hospitalisation (years)
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Limitations

* Hospital data do not capture cases diagnosed in outpatient or
primary care settings

* Incidence based on a 10-year clearance period may not be long
enough to ensure cases were truly ‘first hospitalised’ between 2011
and 2016, particularly for older age groups

* Modelled clinical outcomes were limited to a 10-year period post the
date of worsening disease

* Financial costs were based on publically-funded medical care only,
excluding medical and non-medical costs to patients and their family
and to communities.
KIDS
INSTITUTE
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