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Lessons learnt to date
Secondary prophylaxis (SP) is administration of regular antibiotics to young people with a history of acute
rheumatic fever (ARF) or rheumatic heart disease (RHD). Timely delivery of benzathine penicillin G (Bicillin®,
or BPG) injections prevents Strep A infections, which cause recurrences of ARF and accelerate heart
valve damage of RHD. Most people need injections over a 10 year period, usually during childhood and
adolescence.
The RHD Secondary Prophylaxis Trial (RHDSP), conducted in the Northern Territory from 2013 – 2016, explored
strategies to enhance delivery of BPG(1). This comprehensive study in 10 clinics provides the best available
Australian data on supporting SP adherence (see separate summary of RHDSP trial).

Essential elements for improving
RHD care and prevention
The RHDSP Trial, other research, and years of experience
tell us that “silver bullet” solutions and solely health
service-based solutions do not work. A comprehensive
approach is needed that is focused at the level of
communities but supported by programs and resources
at jurisdictional and Commonwealth level, prioritises
RHD care, allows health services to streamline care, and
engages families as well as sectors outside of health.
All four domains are critical. More specific guidance is
provided below:
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11. Prioritising RHD care and control
Operationalise
this commitment
through national
and jurisdictional
leadership which can
be supported
at clinic level
Monitor outcomes
using national KPIs

Support with
optimised guidelines
and improved
metrics for measuring
adherence

•

Health clinic staff indicated that insufficient resources impeded their ability to provide
optimal care for ARF/RHD patients. National and jurisdictional commitment to
RHD control is critical, and may be supported with resource allocation to ARF/RHD
prevention.

•

RHD Australia guidelines provide a set of agreed standards for RHD care delivery. Using
these tools – alongside evolving metrics where needed – provides an opportunity for
monitoring service delivery.

•

The clinical spectrum of RHD severity can lead to confusion about the duration of SP
and other follow-up. This should be clearly communicated through updated national
guidelines. It may be necessary to prioritise SP delivery for particular groups. For
example, young people are at greatest risk of ARF recurrence for the first 12 months
after their last episode. In some settings, staff prioritise SP delivery to these people who
are most likely to benefit from high quality SP delivery.

•

Establish appropriate metrics, using a variety of methodologies. For example, in addition
to percentage adherence, “days at risk” may be appropriate to monitor effective SP
delivery. “Days at risk” is an emerging concept to quantify population-level adherence
to SP delivery; preliminary analysis of data from the NT indicates that reducing a
person’s days at risk is associated with a reduced risk of having a recurrence of ARF, so
monitoring days at risk on a regular basis could be beneficial. “Days at risk” may also be
useful in communicating the risk of delayed injections to people living with RHD(2).

2. Providing leadership, focus, and training for health staff
2
Nominate an RHD
Coordinator at clinic

•

Recent experience in the NT confirms previous findings that clinics with a named RHD
coordinator do better at delivering SP(3). This is likely to be a function of improved
administrative efficiency, role familiarity, and fostering relationships with people living
with ARF and RHD.

•

ARF and RHD are rare diseases outside Indigenous health settings and staff may be
unfamiliar with the importance of secondary prophylaxis. Dedicated training is needed
to raise awareness and support quality of care delivery. High quality online training
modules have been developed by RHD Australia(4) for this purpose and completion of
these modules should be prioritised.

Regular staff training
to mitigate high staff
turnover

 People living with RHD indicated that high staff turnover impeded their relationship
with the health services. High staff turnover is a well-known issue in such settings(5,6),
and is understood to negatively affect quality of care whether for RHD or other
conditions (7). Some strategies that have been proposed to reduce staff turnover
include: appropriate funding/infrastructure of remote health services; providing
realistic and competitive remuneration; improved management practices and
systems; and providing social, family, and community support(8,9).
•

A suite of clinic-level activities can support engagement of people living with RHD.
These include:
 Changing injection recall from 28 days to 21 days to ensure late injections are
minimised.

Enhance clinic
systems to support SP
delivery

 Fast-tracking people living with RHD through waiting rooms to avoid unnecessary
delay.
 Reminding people when injections are due by text message and reminders to health
staff in patient information systems (recall notes).
 Individual care plans to support consistent care delivery even if staff turnover is high.
Clinics in the NT have found these strategies have improved the process of delivering
care.

Foster culturally
competent selfmanagement support

•

Self-management is an approach to chronic disease management that encourages
people to make informed decisions about their care and behaviour, whilst
understanding patients to be active participants in their own treatment(10). This
approach requires culturally-appropriate adaptation to a “community group-based
care” approach, suitable in the context of Aboriginal communities.

3. Enhance connection of health service with clients, families and
3
cf communities
•

Community level
engagement

Ensure genuine community consultation in how to deliver RHD care and RHD literacy
such as:
 Using locally-tailored self-management support tools.
 Focusing on transition for young people to adult care.
 Ensuring that health education is provided in appropriate language and uses
appropriate metaphors identified and supported by the community.

3. Enhance connection of health service with clients, families and
3
ss communities (CONTINUED)
Community level
commitment

Peer support groups

•

Use culturally competent, consultative approaches.

•

Ensure that there is local prioritisation of RHD care and prevention. For example, a
community may choose to identify as an END RHD Community.

•

Form a Community RHD Committee.

•

Peer support groups have been shown to help improve timely SP delivery in some
settings. (11,12). The role of peer support remains open to exploration in the Aboriginal
and Torres Strait Islander setting.

•

Employment of community members and Aboriginal Health Practitioners is critical for
successful SP delivery. As well as ensuring culturally-appropriate delivery of services, this
may provide greater continuity of care in the face of high non-local staff turnover. This
may also incorporate expansion of community-based research projects which help
clinics better identify local needs and respond to community concerns.

•

One clinic in the RHDSP Trial with high adherence reported good engagement with
community, including knowledge and understanding of Aboriginal culture. This reflects
high quality evidence that cultural competency supports the delivery of effective
primary care(13).

•

Australian health services operate largely in English, however, English is not a first
language for many people living with ARF/RHD. People at risk of ARF, and living with
RHD, report limited knowledge and understanding of ARF/RHD and the need for SP(14).
In addition, people reported feeling powerless to ask questions about their condition/
treatment, due to language restrictions. People’s understanding of health information is
improved if the information is delivered in their own language(15).

Community navigators
/cultural brokers

Cultural competency
training

Provision of interpreters

4. Engage non-health services

4( x ( whole of government/whole of community approach)
Engagement outside the health sector acknowledges the wider view of health by many Aboriginal people.
In one remote NT setting, community members nominated nutrition and teenage psychology as priorities
for them towards improving SP(16), revealing a broader view of health than may be apparent to some
practitioners.
•

Equip school staff to assist in awareness raising and management of skin sores, sore
throats, and symptoms of ARF, and to support children living with ARF/RHD; incorporate
ARF/RHD and its causes, including social determinants, in school curriculum.

Housing

•

Address functional high density living behaviours – including close sleeping for warmth,
safety or security; improve environmental health.

Employment and
training of community
navigators

•

Patients requested delivery of health-related information outside of the clinic setting,
and communicated through means which draws on traditional knowledge and using
appropriate culturally-relevant analogies.

Education
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The RHDSP Trial – evidence informing RHD care and prevention
To test whether a primary health care-based intervention could improve secondary prophylaxis
delivery for ARF/RHD patients.

Study aim

Stepped-wedge trial in 10 NT clinics, rolling out a multi-component intervention.
Steps included baseline, intensive, and maintenance phases.
Intervention aligned with Chronic Care Model (CCM), including continuous QI feedback.
Comprised sets of “action plans” developed and implemented by health centres, including
changes around clinical information systems; development of community linkages; decision
support; health systems; delivery system design; self-management support.

Methods

Primary outcome: proportion of people receiving ≥80% of scheduled penicillin injections,
compared to baseline rate.
Secondary outcomes: ”days at risk” (i.e. number of days late for SP injections); ARF recurrence
rates; and impact of intervention on other clinic activities.
Overall, no significant increase in adherence comparing baseline to intensive phase.

Major findings

However significant improvement occurred from baseline to maintenance phase in patients
receiving ≥90% of scheduled injections and non-significant improvement in those receiving ≥80%.
Adherence was best among children, who have the highest risk of ARF recurrence.

Why did the study outcomes not match expectations? A combination of reasons:
1 Some signs of positive effect were identifiable:
a Particularly in children and people with a good baseline level of adherence.
2 In retrospect, our study design didn’t give the intervention the best chance of working:
a Adherence at the start of the study (baseline) was higher than we expected:

This is good news, but we had less power than intended to show a difference.
b The improvements during maintenance phase suggest that our 12-month intensive period may have been too

short to detect a true effect given the complexity of the intervention.

3 There were barriers to implementing the intervention, the most important of which were:
a Communities faced staff turnover of up to 8 RHD coordinators at one site in the 15 months of the trial.
b Clinic-based system changes were most successfully implemented, whereas establishing effective community

linkages and providing self-management support were least successfully implemented.

c

Success depends on addressing all areas of care, not just those based at the clinic.

