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Wattamattagal clan of the Darug Aboriginal nation. | pay my respects to t
local AboriginalElders past and present and to the ancestors of the Lan
the knowledge and culture. We welcome people of all nations and faiths.
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Aunty Julie Janson of the Burruberongal clan of the Darug nation
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Foreword

Macquarie Universityhas an
increasingly global reach in
hearing heath, through its
collaboration with the World
Health Organisation, and its
OAPOAOAT OAQET 1
Commission on Global Hearing
(AA1 OE6h xEEAE
broad perspective on the
design of sustainable solutions
for hearing health problems.
Hearing Hub brings together a
collaborative partnership of
stakeholders in hearing health
which can address multiple
facets of complex problems in
hearing health, and deliver
solutions through a uniform
implementation framework.
These includeinternationally
renowned researchers across
a broad range of disciplines
relevant to hearing health;
educational programs in
audiology, speech pathology,
early intervention and deaf
education, and sign language

interpreting; the Federal

actto address this stark

T OAOT T AT @serdices A A Grigduity in hearing health.

program that delivers ear and
hearing care to Aboriginal and
Torres Strait Islander peopke
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obligation program; national

b @aripiitdnedionservices and

organisations, a globally
leading manufacturer, and
community advocacy and
support organisations. In
March 2019, Macquarie
University launched its

Al AEOET 60 O( AAOEIT
xEEAE OARARE®S

TPYPO
the connective capacity across
the University to transform
hearing health at national and
global levels.

Aborigina and Torres Strait
Islander populations have
some of the highest rates of
middle ear disease globally.
Our commitment and
dedication to aglobal public-
health approach compels us to

Professor Cathene
McMahon, Chair of Indigenous
Hearing Health Symposium &
Chair of Libby Harricks
Memorial Oration is the
Director of the Macquarie
University Research Centre
H:EAR [Hearing, Education,
Application, Research] and
Director of Audiology at
Macquarie Univergty. She is a

mbg@fd% 5% i ¢ Health
Wgc@'i' Copnatisg. %@'ﬁ)

developed the Roadmap of
Hearing Health, an expert
advisor for the World Health
Organisation, and an invited
Commissioner for the Lancet
Commission on Global Hearing
Health.
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Executive Summary

(Deep Listening. It's very embedded in our culture, not just asyaegl/Bundjalungerson, but right across our
nation. It is calledDadirrifrom East Arnhem Lang listening to one another If there is a problem with hearing, kids

are not learning this process of deep listening and connecting to the land and feeling the AT O1T ®lOwvie

communicate is very much how we yarn with each other. In Bundjalung/Yaegthe term isgan'naand it's about

hearing, listening, feeling, thinking and understanding. Young kids are learning this right up until they are old

becausethis is how you transfer your listeningandi AAOT ET C806

[Dr LiesaClague PhDand Yaegl/BundjalunglGumbaynggirrwoman]

Problen Australia has the 2nd bes The World Health Organisation considers middle -ear diseasein

. Aboriginal and Torres Strait Islander peoplest o be a Omass
healthcare Sy.stem in the world, buF public heal t hemgie conmumtiesdin Notthern and

SN RGENICYCSTEIEENGRIENIE  Conral Australia, the prevalence of middle-ear disease or, otitis
I([o|[CREETROELEEE WA JI(GUEIRIOM  media (OM) is as high as 1 in 2 children between0-3 years, with 1

i RS Elale el eli=aMul =Y in 4 having bilateral OM with ear discharge (effusion). The hearing

resultant hearing loss affects loss that results is associated with poorer educational outcomes,

social and behavioural problems, and contributes to the over-
representation of Aboriginal people within the criminal justice

system. Cultural effects of hearing loss within this population

educational outcomes, social and
behavioural outcomes, connection
(ONET AT (VI CRTa ORIV IA:UT  disrupts the development of connections to the land, their sense of
the overrepresentation of belonging, and connection to the community.

Aboriginal people in the criminal
justicesystem.

Despite a 2017 study ranking Australia the second besthealthcare
system to the UK National Health Service - prevalence data for OM
in Aboriginal Australians

living remotely are similar to Nigeria and the Solomon Islands, which Rethinking ourapproachis
have considerably lessdeveloped healthcare systems. Compared with critical-we need to accelerate
the non-Indigenous population in Australia, OM occurs earlier in life,

more frequently, and is more severe in its manifestation. Despite this 9‘” efforts to scale up .
acknowledged problem, however, Australia lacks any national data on ~ Improvements towards closing
the prevalence of OM in Aboriginal and Torres Strait Islander peoples. ~ the gap in hearing health, and
Medical interventions, such as ongoing and liberal antibiotic direct them towards solutions
prescription, vaccination programs, and health check programs  that are effective for the needs
contmye to have limited efficacy due to Iow_ rates of uptake and of these communities
compliance, and clearly need to be rethought if we are to make any
significant move towards 6éclosing the gapé6.

Whilst significant financial investment and human resources have been
put to addressing this major health inequity in Australia, both its
i ehw beath prevalence and its negative impact on the individual and society have not
MUK

@ cm%mum substantial ly ¢ hang e distirggisolutoas ateftclearlyl 9 7 0 6 s
9\@ @ S0CIAL not meeting the unique needs of Aboriginal and Torres Strait Islander

é.

houslg

TERMINANTS e communities. Taking a public-health approach will facilitate the
OFHEALT"I 52 development and implementation of sustainable initiatives for solving the
problem of OM i n Auspulatian| paricblarly wherd i g e n o u

colonization

mw the social determinants of health are major contributing factors to the
mt“W\ . . . iy . .
@ww wide and sustained disparities in hearing health. Core components of a
W,sm i mgmq public-health approach require an understanding of the community for

wfidanate famhove  which solutions are being designed, including their priorities and
conceptualisations of health. For example, whilst ear and hearing care may
not be considered a priority at a community level, designing solutions

5
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from a community perspective helps ensure that a care pathway can be embedded into existing systems and
processes, and prioritised accordingly. A community-based approach factors in the cultural appropriateness
of solutions, and whether they are implementable and sustainable & for example, will antibiotics be
refrigerated, and how accessible are nutritional foods such as fruit and vegetables for the community in
guestion?

A public health approach prioritises the development of a national ear and hearing care strategyand approach
to addressing hearing lossi specified as the first of 8 key priorities in the National Roadmap for Hearing
Health, endorsed by the Council of Australian Governments (COAG) on 8t March 2019. A national ear and
hearing care strategy must spangovernment at federal and state levels local communities and businesses,and
social and community organisations that can advocate for, and support the widespread implementation of,
hearing-health policies and programs. To this end, policies and programs must extend their reach beyond the
health sector, to encompass housing education and social services Their effectiveness must be measured by
significant changes to the prevalence, incidence and impacts of OM in Aborigi nal and Torres Strait Islander
peoples. Importantly, any solutions must be co -designed with the communities it seeks to reach and these
communities must be empowered to manage their own health, & all levels of engagement, from individuals,
to their families and beyond. This connects Australia to the global agenda. Currently, the World Health
Organisation is developing the World Report on Hearing (expected to be released on March 34, 2020), to
highlight the burden of hearing loss, and identify ways in whi ch to address this at all levels of government and
within systems of care. The Lancet Commission on Global Hearing Health (to be released on March &, 2021)
aims to develop and integrate the evidencebase to provide recommendations to prevent hearing loss and
promote hearing health, and initiate a global movement to facilitate this.

(I?ecogr_\lsm_g the impact of colonisation, and the need for self Solution: A public health approach
etermination by Aboriginal people, as well asthe core values of .

respect and cultural integrity are all important to the design of [UNUAEESIUEREE I Tu ]
implementable and sustainable solutions. At the level of [REEUCHEREETE:TloR T (ploReET(E
individual s, high prevalence of smoking, of poor hygiene, and EESIEIEI)MRE UGR[0 [Tl !
inadequate nutrition must be addressed Ensuring access to RETIo(orIoARTONo=I=R{o]MIgl=N olo]s 10| CNi[o]
good-quality housing, clean water and sanitation is critical to
outcomesd and are basic human rights. Co- and multi -morbidity
of OM with other chronic diseases is not uncommon in X -
Aboriginal and Torres Strait Islander communities, and RGUCEKUECHICEERRVIGECES
similarities exist in the approach required to reduce the incidence sectorial support.

and severity of hearing, vision, and cardiovascular problems.
Aligning approaches to addressing Indigenous health to a single framework will lead to solutions that can be
effectively embedded and governed by individual communities. Health in such communities is a complex issue,
which requires the need for complex approaches to solutions.

and implements effective and cost
effective solutions across a wide
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Libby Harricks Memorial Oration

Macquarie University Research Centre H:EAR, Australian Hearing Hub, Deafness Forum of Australia and
Audiology Australia presented the 2019 Libby Harrick s Memorial Oration, which was given as part of the
Indigenous Hearing Health Symposium. The Oration series raises awareness of issues of hearing health,

deafness and ear and balance disordershttps://www.deafnessforum.org.au/events/libby

-harricks -

memorial -oration/

O

deafness forum
of australia

audiology
australia

| Professor Andrew Smith

Professor Andrew Smith is
a world renowned public
health expert at the
International Centre for
Evide nce in Disability at
the London School of
Hygiene and Tropical
Medicine. Previously, he
worked for the World Health Organization,
being responsible for the deafness and
hearing loss prevention program between
1986 and 2008. Prior to that he worked for
the UN in The Gambia and Pakistan.

GLOBAL HEARING HEALTH: CHALLENGES
& OPPORTUNITIES

| am very honoured to be asked to give the Libby
Harricks Memorial Oration to open the symposium
on Indigenous Hearing Health at Macquarie
University.

Libby Harricks who experienced a profound hearing
loss as a young adult overcame many obstacles to
become achampion for Deaf people in Australia. |
feel very inspired by her achievements for the Deaf
Community.

My oration will focus on the challenges and the
opportunities for G lobal Hearing Health. | will
relate this to programs | have been involved with in
low and middle incomes (LMI) countries. The
challenges faced by the worldare the numbers and
location of hearing loss, the lack of information, and
the lack of awareness. Oportunities do exist in the
form of the public health approach to develop
sustainable initiatives in low and middle income
countries. | will address the important role of the

Australian
Hearing Hub

World Health Organisation (WHO). | would like to
relate the public health approach | use in LMI
countries to address Indigenous Hearing Health in
Australia.

GLOBAL PREVALENCE OF HEARING LOSS

On World Hearing Day (31 March), 2018 the World
Health Organization released some shocking figures.
The main message was that by the year 2050if
nothing was done, the global number of people with
disabling hearing loss would reach 900 million -
double what it is today. The WHO regional picture
(see Figure 1, over pageshows that the high income
group which includes Australia, and other regions of
the world, are showing an increase in the figures.
The World Bank defined region with the highest
figures is South Asia, comprising Afghanistan,
Bangladesh, Bhutan, India, Maldives, Nepal
Pakistan, and Sri Lanka. The historical look at the
problem shows the figures have been increasing for
more than the last 30 years. Figure 2 shows the
WHO estimates of the increases in the numbers of
people with disabling hearing loss, (bilateral
"moderate or worsebd

The global numbers have increased progressively
with most of the burden of hearing loss consistently
in low and middle income countries. In 2018 WHO
stated that 90% of the burden of hearing loss is in
LMI countries and this percentage is continuing to
increase.

What is driving this in crease in hearing loss?

Surveyors are using improved measuring techniques
for hearing loss and are therefore finding more
people with hearing loss when they do surveys.

hearing


https://protect-au.mimecast.com/s/PwIICnx1Z5U69px1u9khnC?domain=deafnessforum.org.au
https://protect-au.mimecast.com/s/PwIICnx1Z5U69px1u9khnC?domain=deafnessforum.org.au
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Projected number of people with hearing
loss in different world regions until 2050

5 I WHO global estimates on prevalence of hearing loss

34 mion
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The map shows the current and projected number of people with hearing loss in different regions.
Projections show that the number of people with disabling hearing loss will increase in all regions.

@ World Health
W% Organization

e~

Figure 2: WHO estimates of regional numbers with disabling hearing impairment 2018

I 2050. Slide

Courtesy of World Health Organisation .
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= 500 466m
]
E 450
é 400 360m
w 350
£
ﬁ 300 278m
=
w 250
2 200
£ 150 120m
2 100
] 0 42m
E
ER . || || || | |
1985 1995 2005 2012 2018
w More developed/High income countries  Less developed/LMI countries m TOTAL

Figure 1 WHO estimates of global numbers with
disabling hearing impairment 1985 i 2018.

The amount of noise induced hearing loss in the
world is increasing everywhere. Occupational noise-
induced hearing loss occurs globally, with higher
rates in LMI countries where the controls and
regulations on exposure are not available or not
enforced.

There was asurvey conducted in 2004 amongst
remote Inuit Indigenous communit iesin northern
Canadawhich showed very high levels of
occupational noise-induced hearing loss. The
surveyors commented that the rates of noise-

induced hearing loss weresimilar to those found in
LMI countries (Ayukawa & Rochette 2004) . The
noise induced hearing loss is often potentiated by
chronic otitis media in childhood.

It was found that the Inuit p eople often do not wear
hearing protection when they go hunting and

sustain hearing damage from rifle fire. They use very
noisy ice drills when they go fishing in the winter to
break through thick ice. Some of the Inuit people
use snowmobiles with the silencers removed. This
technigue enables them to travel faster for long
distances over the ice to go hunting and visit
neighboring communities.

Inuit artists d o a lot of carving of soapstone and the
grinders are used for long periods at very high noise
levels, at95 dBA, which is well above the maximum

safe levelof 85 dBA.

The population of the world is increasing and the
numbers of people with disabling hearing loss will
alsoincrease. People areliving longer in all parts of
the world including in LMI countries. The
prevalence of hearing loss is much higher in the
elderly group and this will massively increase the
burden of hearing loss. Recent estimates published
by WHO (2018) show that the total global
population is set toincrease by about 11% between
2010 and 2020. The global population in the over
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65 years agegroup is set to increase by about 37%
during the same period.

There is an epidemic of noiseiinduced hearing loss
caused by people worldwide wearing earphones
and earbuds at high volume for long periods of time.

SEVERITY OF THE GLOBAL BURDEN OF
HEARING LOSS

The previous section looked atprevalence, which is
concerned with measuring the numbers of people in
the population with disabling hearing impairment.

A better measure of the burden of hearing loss
would also take account of the severity of the
condition. A study called the Global Burden of
Disease GBD 2017), is doing this for all health
conditio ns including hearing loss. It measures the
burden of disability that a particular disease causes
to an individual , and then calculates the burdenin
the whole population. The measure used is called
the disability -adjusted life year (DALY). It has two
components; the first is years of life lost (YLL) due
to premature death, the gap between when you die
from a disease and the average age of death in a
population. However, deafness causes very little
YLL.

The other component is years lived with disability
(YLD). This is the component measured for hearing
loss; yearslived with the disability are multiplied by
a factor less than 1, the level of which is set in
proportion to the severity of the hearing loss. YLD
are calculated for hearing loss in populations, and
then summed for all countries and communities , in
order to obtain a global figure which can be ranked
in comparison with other health conditions. A recent
Lancet paper (Wilson et al. 2017) which used global
burden of disease data showedhat hearing loss was
the 11th leading cause of years lived with disability
in 2010, but by 2013 and 2015 it had risen to the
fourth leading cause, suggesting thathearing loss
hasincreased in burden. Vision loss, which most
people thought was more important, is still ranked
between 9th and 11thmainly because the programs
against blindness, such as Vision 2020, have been
very successful.Global Blindness has peaked
because, as we have seemleafness iscontinuing to
increase. The latest figure for 2016 in the global
burden of diseasestudy shows hearing loss is how
ranking at number three (GBD 2017).

LACK OF INFORMATION & AWARENESS

Another key challenge is the lack of information and
lack of awareness about hearing loss. | was involved
with 15different prevalence surveysaround the
world using a WHO Survey Protocol. The most
recent survey we did was in Ecuador, where adults
were found to have a prevalenceof 6.4% with
disabling hearing loss, similar to the current global
figure.

5 MARCH, 2019

What is striking is the small number of pr evalence
surveys that have been done. This was noted in a
meta-analysis by Stevens from the WHO (Stevens et
al. 2011) They assessedver 3000 studies, but only
42 were judged rigorous enough to be included.
Their main conclusions were that the estimates of
hearing impairment were uncertain because so few
population -based surveys have been done.
Therefore, we urgently need repeated cross
sectional population -based surveys in regions with
the highest prevalences.

Another problem is the high cost of hearing loss -
$750 billion - highlighted by the WHO in 2017
(WHO 2017). Several credibleprestigious economic
foundations have put together this figure. Hearing
loss and poverty are linked. Hearing loss leads to
poverty and poverty leads to hearing loss in a vicous
cycle.

Why is it so difficult to mobilise resources against
hearing loss? There are negativeperceptions -
blindness tends to evoke sympathy but deafness
evokes irritation. And there is a stigma associated
with deafness. The idea offideaf and dumbo siills
pervasive - people don't like to show that they are
wearing hearing aids or they don't want to wear
them. There is a lot of ignorance around hearing loss
in the general population.

What is hearing loss like?

That is one of the issues. We canot clearly show the
general public what it is like to have a hearing loss.
There are attempts to do this with using videos
published on websitesto demonstrate what it's like
listening to music with different levels of hearing
loss.

Young people are unaware tha loud noise and
listening to loud music will damage their hearing.
Many people who go to rock concerts are totally
unaware that it may causea seriousproblem later in
life.

This lack of awareness leads toa lack of political will
generally and that leads to an inability to prioritize
and alack of programs and resources.

It is very important to raise awareness. Surveys
themselves area very good way of raising
awareness.A survey generatesa lot of publicity, and
that gets people more interested andincreases
general understanding of some of the problems of
hearing loss.

OPPORTUNITIES

In order to address effectively the huge problem of
hearing loss in the world, | believe it is essential to
have apopulation -basedpublic health approach as
well as a ore-to-one clinical approach.

Let us consider the example of a slum in Nairobi,
Kenya, a lowermiddle income country. Kibera is
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reputed to be the one of the largest slumsin Africa.
It lacks proper sewage facilitiesand the rivers and
streams arehighly poll uted. The question isi how
do we deal with hearing loss in situations like this?

Figure showsthe monthly ear care clinic in a
remote part of Malawi, a low-income country in
southern Africa. Local people have no other access
to ear and hearing care. How do we deal with public
health in situations like this?

Figure 3: ENT outreach clinic, rural Malawi. Slide
courtesy of Dr Piet Van Hasselt

The answer is we need to reorientate our thinking
towards the public health approach, particularly
amongst clinicians in ENT and audiology, but also in
health planners.

The epidemiologist and WHO Director, Dr Robert
Beaglehole(2009) said. "Public health is the art and
science of preventing disease, promoting
population health and extending life through
organised local and global efforts ."

This definition gives you an understanding of the
breadth and reach of public health. It is useful to
compare it with clinical medicine which centers on
the health of individuals. In clinical medicine there
is a consultation with the patient , the diagnosis is
made, treatment is prescribed and usually follow up
occurs. Public health is quite similar, but instead of
dealing with the health of individuals, public health
deals with the health of populations. Instead of
having a consultation, you would do a survey in
order to diagnose the health of the population, and
then you would carry out a population intervention.

The intervention might be a prevention program; a
very important aspect of the public health approach.
It may be a clinical intervention such as providing
hearing aids but doing it on a massive scale at a
price that the majority of people can afford. It then
becomesa public health intervention.

In order to follow up what you are doing, you do
another survey. There are similarities between

public health and clinical medicine and they overlap.

When we look at which conditions should be
targeted, Figure shows the frequency of causes of
hearing loss, according to WHO. In red, are the most
frequent causes. In the blue area the moderate
frequency causes. The causes in red and blue should
be targeted by the Public Health approach because
they are relatively common. The low-frequency
causes in green can be dealt with on a one to one
basis by clinicians.

The route to a public health intervention is to target
causes of hearing losghat have ahigh prevalence

What conditions should be targeted?

High frequency:
Inherited causes
Chronic otitis media*
Ageing (presbyacusis)

Moderate frequency:
Excessive noise*
Ototoxic drugs*

Ante- & peri-natal problems*

Low frequency: Meningitis, measles, mumps*
Nutritional* Foreign bodies*

Trauma* Wax
Toxic chemicals*
Meniére’s disease
Tumours
Cerebrovascular disease

* = fully preventable

Figure 4: Causes of hearing loss by frequency.
and at the same time have aneffective means of
prevention or control . The intervention used must
also becost-effective. A Government will be unlikely
to implement an otherwise effective int ervention if it
costs too much.

Itis important to do cost effectiveness studiesof key
interventions, since such studies are greatly lacking
in this field. Cost-effectiveness studies require good
epidemiological data. This means that more
prevalence surweys of hearing loss will need to be
conducted in order to provide such data.

In 2017, WHO stated that a number of interventions
in hearing healthcare were cost-effective (WHO
2017).

10
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The box lists public hearing health programs that
are likely to be cast-effective, but for which cost-
effectiveness data is currently lacking.

Public Health Programs which are
likely to be cost -effective:

1 primary ear and hearin g care,
providing affordable hearing
aids on a massive scale,

1 setting up national programs

i training for program planning,

1 health education and advocacy

All these need to be assessed for their

cost effectiveness in comparison with
other health programmes.

I would like to present examples of two LMI
countries that recently developed a national strategy
or plan for ear and hearing care, looking at some of
the challenges they faced, anl how they overcame
them.

KENYA: EXAMPLE OF A LOWER-MIDDLE INCOME
COUNTRY

The Republic of Kenya
Capital Nairobi

Population  48.5 million

Area 582,646 sq km (224,961 sq miles)
Major languages  Swalhili, English
Major religion Christianity

Life expectancy
years (women)

63 years (men), 69

GNI per capita (2017) between

US$996 and $3,895

Kenya is in the lower middle income group (Gross
National Income, GNI per capita between US$996
and $3,895). They have recently developedand
started implementing their national strategy for ear
and hearing care.

The key challenges to the provision of ear and
hearing care in the country were lack of a national
program, uncoordinated service provision,
inadequately trained human resources, inadequate
financial resources, lack of infrastructure and
supplies, and lack of data on burden of diseaseThey
have fairly good numbers of personnel compared
with most African countries: ENT surgeons (85),
audiologists (7), clinical officers (200), audiology

1

https://apps.who.int/iris/bitstre am/handle/10665/206138/9789
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officers/technicians (12) and speechlanguage
therapists (16). Almost all are in major urban areas
except for Clinical Officers of which only 50% are in
rural areas. There is a mismatch between the need
and the location of staff.

Professor Isaac Machariaand colleaguesfirst
attempted in 200 8 to set up a national strategy. A
middle level officer in the Ministry of Health

Major causes of preventable
hearing loss (as seen in most low
income countries)

9 Chronic ear disease

1 Infectious diseases of childhood,
including meningitis

1 Noise-induced hearing loss

i Ototoxic drugs

1 Deafness and hearing
impairment related to
consanguinity

represented what they were doing within
government and was tasked with taking the draft
plan to the Minister. It didn't work T the Minister
wasn't really interested and the stakeholders lost
interest and the committee died.

Fast forward to 2013, there was more interest, this
time starting from the top with a Minister of Health
who showed possible interest in ear and hearing
health. They needed a pushbecause of other
competing priorities. Professor Macharia invited Dr
Shelly Chadha, the WHO Technical Officer in charge
of the global program for prevention of hearing loss
to meet the Minister of Health and give a convincing
exposition of what needed to be done.

This transform ed the situation . The Minister
conveneda National Committee which he chaired.
WHO planning tools, available on the WHO website
[]] were used for developing the national strategy.
The committee carried out a situation analysis, and
SWOT analysis,devised the vision, mission and
guiding principles. They set up goals andSMART
objectivesi Specific, Measurable, Achievable,
Reliable, and Time-bound. The plan wasdone
rigorously and clearly set out roles and
responsibilities.

The National strategy provides aframework for the
coordination and mobilisation of resources . It
addressesadvocacy at all levels human resource
capacity building, access to servicesand assistive
devicesand data collection. The strategy is an

https://apps.who.int/iris/bitstream/handle/10665/20 6141/9789

241509954 _eng.pdf?sequence=1

241549479 eng.pdf;jsessionid=BODEODAAC896F1E6AF557E84
B7D92E4C?sequence=1
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excellent plan with a clear god and good strategic
objectives.

The plan was published by the Government and
because theMinister of Health was involved, he took
ownership of the plan. The Minister launched it at a
national workshop , awareness was raised and the
plan was implemented.

The plan had a rocky start but a successful outcome.
What next though? There must be sustainability in
setting up a national plan . The Kenyan Ministry of
Health want to cascade the plan out to county level,
identify resources,and plan regional meetings.
Resource dlocation has been devolved to county
level. The counties will be expected to allocate
money in their own budgets to implement this plan.

Professor Macharia stated that what was most
needed to succeed wadeadership, determination,
patience and endurance. | believe this is the route to
sustainability.

MALAWI: EXAMPLE OF A LOW INCOME COUNTRY

The Republic of Malawi

Capital Lilongwe

Population 18 million

Area 118,484 sq km (45,747 sq
miles)

Major languages English,
Chichewa (both official)

Major religions Christianity,
Islam

Life expectancy 60 years (men),
65 years (women)

GNI per capitain 2017~ US$995

Malawi is a small country in southern Africa, along
the shores of Lake Malawi. 80% of people are rural,
23% have no education and 55% live below the
poverty line. Until recently they had only one ENT
surgeon for 18 million people, now there are two.
There is a low investment in health. They have one
clinical officer in ENT and are training 15 more ENT
clinical officers. There are challenges on all fronts.
There is no focal person for ear and hearing health
at the Ministry of Health, although they do have a
national committee on Ear and Hearing Health.

Dr Wakisa Mulwafu is the first ENT surgeon; he is
very dynamic and active and has achieveda lot. A
national plan has been developed in 2016nstigated
by Dr Mulwafu. It is more theoretical than the
Kenyanplan becauset her e hasnét yet
opportunity to implement it. The key outputs cover
training, infrastructure & equipment, procurement
of supplies, reduction/prev ention of ENT diseases,
research, monitoring & evaluation, management
and supervision. These outputs are fine and
resourcesare neededto implement them.
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External bodies are helping with facilities and
training. A n audiology clinic has beenset up by an
Australian charity and local audiologists are being
trained. A UK charity has provided a converted
vehicle to do outreach otology and audiology clinics.
Hearing aids are being provided by a US Hearing
Aids company foundation.

Capacity building is an essential component of the
plan. Figure 3 showsthe first group of 15 clinical
officers who are being trained by Dr Mulwafu. There
are plans to train more ENT surgeons and set up
centres of excellence. A lot is being achieed on the
basis of very limited resources.

These aretwo examples from a lower middle income
country and alow income country in the developing
world. There are some lessongrom Kenya and
Malawi in terms of developing programmes for the
hearing health of Indigenous People in Australia.

Figure 3: Clinical Officer trainees for ENT. Photo
courtesy of Dr Wakisa Mulwafu.

ROLE OF THE WORLD HEALTH ORGANISATION

The World Health Assembly Resolution on
Prevention of Deafness and Hearing Loss passedn
2017 has really set the scene for moving forward.
The resolution sets out the key actions that Member
States and also WHO need to dan developing a

The Planning Cycle

Where are you now?

/ (Situation Analysis) \

What new problems Where do you

do you have? want to be?
(Forward planning) (Prioritisation, Aim,
Objectives)

bee an

y

How will you get there?
(Activities, Targets,
Implementation)

How will you know

when you arrive?
(Monitoring & Evaluation)

Figure 4: The Planning Cycle.
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program of ear and hearing health. Since it was
ratified unanimously, all countries have an
obligation to start to address these actions.

Current activities at WHO to address hearing loss,
under the capable leadership of Dr Shelly Chadha
are increasing. The new World Hearing Forum is
bringing stakeholders together, the first World
Hearing Report is being developed the Primary Ear
and Hearing Care Training Resource and the WHO
Survey Protocol are beingre-vamped. A survey
method is being developed for Rapid Assessment of
Hearing Loss (RAHL), which will make it a lot easier
and faster to carry out prevalence surveysonce this
has beenvalidated.

For World HearingDay 2019 t he t heme
your Heari n gWHO has just released an app
HearWHO and anyone is able to check their hearing
on their own.
(https://www.who.int/deafness/hearWHO/en/ ).

What can you do?
"Think globally, act locally.”

This slogan, from Dr Lee, a former WHO Director
general, emphasizes theneed to think at the global
level but implement most activities in a local setting.

Acting Locally:

The first thing is to develop a coherent and rigorous
plan using the planning cycle (Figure 4).

1 Determine the size, location and causes of
the problem.

I Use the public health approach together
with the clinical approach.

1 Self-empowerment is important.

1 Focus on primary health care, with training
at all levels starting with the primary level.

1 Use the WHO materials and guides.

1 Set up links with Indigenous groups in other

countries for research and development.

Figure 4 shows a simplified version of the planning
cycle. Decide whereyou are now, where you want to
be, how you will get there and how you will know
when you arrive. This is set out in detail in the WHO
planning manuals mentioned previously.

Monitoring and evaluation is important to track
progress and know whether you have achieved what
you set out to achieve.

HEALTH BY THE PEOPLE: A WAY FORWARD

This section is further to the hearing health survey
carried out in 2004 amongst Inuit People i n
Nunavik, in northern Canada, that | mentioned
previously. The communities are very isolated and
scattered around the edge d the Ungava Peninsula
bordering Hudsonés Bay.
the survey team had to go by ship, & Canadian
icebreaker, in which they installed a sound-proof

5 MARCH, 2019

booth). They found high levels of middle ear
infection and hearing loss and disability,
comparable to levels found in LMI countries.

Inuit m en were found to suffer from three times
more hearing loss than women due to noise induced
hearing loss from the causes that | mentioned
earlier. The team wanted to do more to prevent
hearing loss. They obtained a selection of ear
protectors for the hunters but allowed them to test
and make the choice themselves as to which sound
protectors they wanted. The hunters were concerned
that the sound protectors would make it difficult for
them hear the animals when they were hunting. This
is not done for sport but to feed the community they
live in.

was fACheck
They were able to select a protector which did not
reduce their ability to hear the animals . The model
chosen was thenstocked in the local shops at an
affordable price.

Self-empowerment is very important. Kenneth
Newell, formerly Director of the WHO Division of
Strengthening of Health Services brought out a
revolutionary WHO report in 1975 called 'Health by
the People'(Newell 1975). He collected many
examples of how different local communities
through self-empowerment made their own choices
of the type of health care and health workers they
wanted. Village health workers were selected from
the villages themselves. These ideasled to the
development of primary healt h care (PHC), one of
the biggest achievements of the WHOsince its
foundation . Last yearwas the 40th anniversary of
the Alma Ata Declaration which launched PHC,
which is still relevant today. WHO developed the
Primary Ear and Hearing Care Training Resource
based onand linking with PHC.

Community -based rehabilitation (CBR) is also
important , and CBR workersalso come from the
community. We should also remember that the
people with hearing disability are part of the wider
disability movement, which include s the rights of
people with disabilities enshrined in the UN
Convention on the Rights of Persons with
Disabilities (CRPD).

A PLAN FOR FUTURE ACTION

My idea is to link up researchers and program
developersin Indigenous groups from different

parts of the world. This has alreadybeen done in the
polar regions with the Circumpolar Health Research
Network and the Circumpolar Health Observatory
which gathers data and records information.

The research network brings together researchers
including Indigenous People from around the Arctic
Circle including Alaska, northern Canada,

s Crgenland,iSeppdinavia, £ipland ang Rugsig I here
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is an International Journal of Circum -Polar Health
[2].

It would be an excellent idea for Indigenous People
and others who research and work in these fields in
Australia to come together with others in different
parts of the world to share knowledge, ideas and
experience.

ADVOCACY FOR PUBLIC HEARING HEALTH: THE
WAY FORWARD

| would like to mention that a biography | read

about Libby Harricks said that as the first president
of the Deafness Forum she actively lobbied on behalf
of Deaf and hearing-impaired people at the highest
levels. She waghe archetype of a successful Deaf
achiever despite her profound hearing loss.

Li bby Haransrenindedl maof Helen
Keller, a famous Deaf achieverborn in the 19th
century. Helen Keller was blind and deaf.

She said, "l am just as deaf as | am blind. The
problems of deafness are deeper and more complex,
if not more important than those of blindn ess.
Deafness is a much worse misfortune, for it means
the loss of the most vital stimulus, the sound of the
voice that brings language, sets thoughts astir, and
keeps us in the intellectual company of man.
Blindness separates us from things but deafness
separates us from people."[3]

| was recently at a conference in Bali andthe
organisers invited young Deaf Achievers from
Indonesia to the conference dinner.

These young deaf achievers are working infashion,
computing, management, and many other areas.
They were awarded prizes at the conference to
recognize their achievements.

There should beadvocacy for public hearing health
at every levelof society. | think it would be a good
idea to involve Indigenous Deaf Achievers in the
planning and implementati on of a program for
sustainable Indigenous Public Hearing Health.

Leadership, determination, patience and
endurance are the keys to success

2 https://www.tandfonline.com/toc/zich20/current
3 From a letter by Helen Keller to Dr John Kerr Love in 1910
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Dr Liesa Clague &
Dr John Kelly

Dr Liesa Clague is an
Aboriginal woman of the
Yaegl people from the
North Coast of NSW on

father 6Shessade
lecturer at Macquarie
University in Indigenous
Hea Ith Education, and has a Master sin
Audiology. Previously, she has worked with

the Aboriginal Health and Me dical Research
Council of NSW and Aboriginal Medical

Services in NSW. She has also worked in the

non -government sector with organisations
including Family Planning NSW and Family
Planning NT

W @ “ypra=~=  Dr John Kelly is originally
from Sydney, NSW, and
works as a GP in the
Yirrkala region of north
east Arnhem Land in the

NT.

PERSONAL EXPERIENCES & REFLECTIONS

[Liesa] There is alarge difference in the way
Aboriginal people see the country. | grew up in the
heart of Australia after my parents got married and
moved to Alice Springs. My dad was one of the first
social workers in that part of the country. He work ed
from Katherine all the way down to Alice Springs,
and there was my uncleJohn, who worked all the
way from Katherine to Darwin. So, | grew up with
lots of Aboriginal people around us. We moved for a
brief time to Darwin before moving back to my
mother's country on the north coast of New South
Wales, Yaegl country. Later | came to Sydneywhere
| went to high school. Obviously, I'd spent a lot more
time out bu sh.

My parents sent me to boarding school and said,
"We need you to hone your skills and education. It's
really important for your future." So | was sent to
Sydney. But | just wanted to say that all those
experiences have led me to follow a similar path ©
my mother. My mother came to Sydney to study as a
nurse and | am a nurse by trade. | started my first
training in Redfern AMS. That is where | first
started to see theimpact on ear health with Dr Peter
Carter at the time, working very closely with

Abori ginal health workers, who were being trained

her motherds si
Manx heritage from the
Isle of Man on her
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in audiology and to understand ear health. | then
moved to Darwin for a short period. However before
moving, | came to Macquarie University and did
Audiology. | worked as a community nurse for the
Daruk AMS and Western Sydney Area Health It was
while | was working in this position that | learnt
more, and the amount of screening that we did in
the schools with the young kids, which no longer
happens now. | was seeing a broad spectrum of kids
with ear and hltkaring problems, but the majority of
those kids were Aboriginal kids. There were maybe
two non-Aboriginal kids, but the other six to eight
were Aboriginal kids who were going to Australian
Hearing to be looked at for gluey ear and so on.

And that program was wonderful. But now no longer
occurs.

And then moving to Darwin for a short period and
seeing similar problems in Darwin and what was
happening there. | actually grew up with hearing
problems as well. Sq | can understand and relate to
lots of the people | work with , on these conditions,
because we grow up experiencing hearing problems
in our families. So, it's no wonder we become
passionate about wanting to help our people.

[John] My family background is more Irish than
English. I think there was some Norwegian sailor
that got lost and found his way. | grew up in Sydney
and | ended up doing general practice in north east
Arnhem Land. | have worked in developing
countries, not in settings where | could do much
about ear problems, because there wasn't the set p.
And in terms of Australia, my main Aboriginal
experience is in working on Palm Island in
Queenslandand in the traditional ancestral lands of
north east Arnhem in the Northern Territory . |
don't know if anyone here knows where their
ancestorswere living, tens of thousands of years
ago. For the Yolngu people who are the main
inhabitants of north east Arnhem Land, tens of
thousands of years ago, the land was divided by
natural borders such asrivers and hills, into regions
that are nowadays called homehbnds. Today we call
those little settlements in these homelands the
outstations.

And so when someone says his family is here, he
means for tens of thousands of years. Andthese
placesstill h avethe traditional , often sacred places
that have been handed ower for hundreds of
generations.

Most Aboriginal peopl e i n Austral
access to the land of their ancestors as it has become
owned by others, and some of the history and
knowledge of the land of their ancestorsis lost to
them.

But in this p ocket of the world, that connection and
access is fully intact, and it is interesting what effect
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it appears to have had onthe mental health of the
people.

As an example, wehaven't had a suicide in recorded
memory in these outstations that we service. They
will occur in east Arnhem Land but only in people
living in the towns, where suicide is not uncommon.
This, | think , says a lot about our history. In these
outstations, we haven't got any alcohol, no sniffing.
In fact, the court of law recognises the autstations as
one of the main therapies. And | think that says a lot
about what we have lost but what is still there in
these parts of the world. Which makes outstations
and their homelands very special.

Health delivery here is not exactly cheap.It's an
$800 charter to get to that place. Small
communities are often 10 to 100 people and we
serve about 12 A beautiful part of the world. Some
of them have schools, some have shops and some
don't. Lots of beautiful places. There is a lot of bush
tucker. | have gone hunting with an adopted family
and caught 12 fish in half an hour with a spear. And
then they threw one to the crocodile they were
watching all along. Mind blowing sort of place. And
yes | am giving them a plug. It's really special.
English is a second language. Very traditional. Quite
an amazing culture.

HOW DO HEARING PROBLEMS IMPACT ON
CULTURAL NORMS?

[Liesa] Deep Listening. It's very embedded in our
culture, not just as aYaegl/Bundjalung person, but
right across our nation. It is called Dadirri from east

Arnhem Land, the Bundjalung people callit Ga n 6 n

in our language 1 listening to one another. And if we
could translate into English, it is about deep
listening. And so if there is a problem with hearing,
they are not learning this process of deep listening
and connecting to the land and feeling the country.
It's really important that it is part of what you think
of when you are developing projects in regards to
hearing, because it's really embedded inour culture
about listening.

We did, and still do, heavily rely on oral
communication . Our stories are all oral. How we
communicate is very much how we yarn with each
other. So you just need to be aware that the same
process is happening right across Australia. The
terms are different in each place. In
Bundjulung / Yaegl, the term isGan'na and it's about
hearing, listening, feeling, thinking and
understanding. And | wanted to make you aware
that is more than listening with your ears. Itis a
complex and lifelong learning. Young kids are
learning this right up until they are old because this
is how you transfer your listening and learning.

[John] limagine if you lose your sense of hearing,
that has a pretty profound effect. When you cannot
hear, with English as a second or third language in
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some ofthose communities, how on earth are you
going to learn English? It is a huge disadvantage. On
top of that, that's going to have a profound impact

on work opportunities and, quite predictably, self -
esteem.

There is no coincidence of overrepresentation in
jails of people with hearing issues; it is completely
predictable. That doesn't take into account all the
sociali mp | i ¢ a eosingtmassénsd of
connectedness with your own society. It is a
devastating condition.

From a doctor &ds poilercame i f
health literacy often relies on concepts which are
only in the English language. If you don't have the
English language - some of those concepts are hard
enough to transport to another language as itisi |
find there is an overrepresentation of people with
hearing issues in thosewho havethe high burden of
diseaseand in those who are not taking their
medications. Most health providers don't address
their hearing when doing their consent. It's just a
pervasive thing.

[Liesa] One of the key things is a lot of the
Aboriginal communities have their own sign
language and it has been part of their communities a
long time before Auslan. | have seen my mother in
an interview on national TV, and my cousin was

with her, she did the sign - she knew straight away,
it was 'not to answer'. It's very clever, and very good
for us. The people in the general world wouldn't pick
up those signs.

aLittle gestures mean messages. A lot of people don't
realise that is happening. There are other forms of
communicati on happening on top of just listening.
We take for granted, because we are not asking the
right questions when we interact with Aboriginal
and Torres Strait Islander people - we are not asking
them what forms of communication are you using in
your household, other than spoken language. We
don't do that.

[John] Absolutely. There is a price to it too, isn't
there? | see the same thing- this amazing sign
language. It takes a lot of energy. Often it is certain
people given the role of doing the communicating. If
you think of it, if you have a significant percentage
of the population with the same problem, it can take
a bit of a toll on the community. Sometimes people
come into the clinic and | don't have anybody who
can do sign language.

[Liesa] But another thing is that it is about

humour. In those circumstances, John, you have got
to have a good sense of humour to get through some
of these debilitating illnesses you go through. That's
what gets some of our mob through some of the

hard times, in regards to grief and loss.Because
when you lose your hearing, you are going through
loss; you are grieving for the loss of being able to
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communicate with your mum , individuals etc. Being
part of that interaction is very important .

HOW DO YOU PROBLEM-SOLVE BARRIERS AND
DEVELOP SOLUTIONS?

[Liesa] Individ uals, families and communities are
all connected, and | think it is important, when
you're starting off with individuals, that you realise
you need to get the right people involved.

[John] There is the saying, 'it takes avillage to raise
a child'. It's really true up there. A very beautiful

part of the culture is that there is community
decision-making. A practical tip in the clinic is that
the person you're talking to may not be the decision-
maker for that child. Particu larly if it is the person
doing the communicating, they are often not the
decision-makers.

[Liesa] That is one of the key tips- you really do
need to clarify, when you are doing the consultation
with the child, that you have the right person in the
room. When | worked for NSW Health, we had
Housing for Health
(https://lwww.health.nsw.gov.au/environment/abor
iginal/pages/housing -for-health.aspx). | found,
when | worked on that program, it was really about
going into homes i where there was alot of
crowding - but if the children and family were
having one shower a day, it reduced infections. That
was a simple thing, but it is very difficult to
implement when you don't have running water in
your homes, the shower recess is broken, and
multiple things are happen ing; 80% of the homes
that were assessed didn't have hot watemwhich
meant that only 20% in the communities were
getting hot water. Being involved in that program,
actually working in communities T where there was
adrop in infection rates, in scabies - was really
working. But now that program is not occurring.

Also, | worked for StreetWise Magazine, and they
brought out cartoon magazine literacy, to get out to
communities about making sure you look after your
ears, and getting young people monitored in regard
to their hearing, because of the high rates of hearing
problems.

[John] If I get somebody with ear pain, and they
have acute otitis media, | scratch my head in
wonder. They have acute otitis media, but what is
causing the ear pain? It is usually a tooth. In some of
the studies, they have shownthat less than 5%have
pain. The same with fever.

This is a problem. In Sydney, people come in with
pain, | look in their ear and diagnose acute otitis
media. | give them thistalk. i Her e i s a
antibiotic, if the pain doesn't settle in 48 hours then
fill it out. If you have any problems with your
hearing at three months, t hen
do that there - it is asymptomatic. You have to get
them back. Following the standard protocols you

S CwitH eBrldrofs® Lt 28 h e
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have to go in and check for resolution of the bulge of
the ear drum every week, with intent of changing the
antibiotic dose if you are not winning. Itis a
different mindset.

This is not the only barrier though . Another problem
is diagnosis. When you learn about ears there are
the classic signs that everyone gets good at. A bulge
appearance like a doughnut isacute otitis media. If
there is a hole with pus in the centre acute otitis
media with perforation or chronic suppurative otitis
mediaé they are easyBut unfortunately, when you
go and look at people's ears, in reality, they don't
often fit those things. You look in the ear and there
is some scarring in part, some granulation tissue

there,youcandt make out the
r et r a cnimmasrihét some pus? It can be
messy. And thatoés when

the ear drum. If you think about it, doctors and

nurses have come from Sydney, where they don't see
anything about ears except for acute otitis media.
They are starting from close to saatch. We have
Aboriginal health workers that may have more time
to get used to seeing the pathology up there in the
ears. But before we had video otoscopy, teaching
people howto learn what they are seeing in an ear
drum was noteasy.Y o u
this structure is this.

One of the mostchallenging conditions to diagnose
with otoscopy alone is the glue ear or otitis media
with effusion as it is known. A normal-looking ear
and a full-on glue ear can look very similar. It is like
a full glass of water and an empty glass of water
from the distance. It is not that straightforward. You
have to rely on measuring the mobility of the
eardrum, but using tympanometers in the past were
not widespread in these places.

The protocol for glue ear is based onseeing if it
persists for at least three months - but how do you
do that when we are struggling to diagnose it in the
first place. Especially if they don't have
tympanograms or pneumatic otoscopy.

Now | e godasstep further. Let's say you havemade
a diagnosisof a middle ear disease-| e sa§ a&long
standing perforation with pus. First you have to
explain it to the patient who, quite frankly, doesn't
trust you a lot of the time - why should they? If you
have staff turnovers every four months, you don't
have those relationships. You are telling them about
the treatment for a thing they can't see. They can't
see it, and on top of that, the medications don't work
that well in getting rid of their problem . And even if
the drops or medication settle the infection, you still
have holesin ear drums. The pus might disappear

important.

c oYouecantt a cOk top of that, there are the problems with the

hearing test. It might take 30 minutes. At an
outstation, a nurse or doctor will have many patients
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to see, all with these different conditions of the body
like rheumatic heart disease. | tell you what, no-one
has time to do a hearing test even if they knew how
to do it. We wind up relying on someone external to

that system to do that unless a health service is very
well resourced. Youcoulds ay | et 6s
$1,800 to get a hearing test You could be waiting a
long time to get a hearing test.

On top of that, even if we do have an audiometer
and we use it on a pdient, no-one trusts your
opinion anyway. And no-one will base a hearing aid
or surgery on it.

Next step, once hearing loss is documented and
thought likely to persist, is to help people hear. This
often means hearing hats (bone conductor hearing
aids) or hearing devices, or they might go to schools
with sound-field amplification systems or have
surgery.

You go to half the schools, and they don't have the
amplification systems, they don't have the systems
and the speakers, and a lot of the times, if theydo,
the teachers don't use them.

Therebs no key
accreditation requirements around these things. You
will get people who are passionateabout this
sometimes, who will do these things, but it is very
patchy. And these sound amplification systems often
dondt fully help the

There is this reliance on ENT surgeons, but the
average hearing improvement we are toldis about
12decibels. There is usually a oneyear waiting
period for the surgery; you have to have $1,800 to
do the test before they will proceed - it's hard.

To me the most exciting option is hearing hats..
They are fantastic. They get a lightbulb moment
wheniti s o n i ibfantastié one of our best
interventions. But it can take a long time to get
these. Traditionally, it is face-to-face access, and
that is a delay. And then there is the shame involved
for these kids to wear it. There was a fantastic
initiative | heard, where everybody had to wear a hat
band at school - it was great. And then, of course,
what happens is they go missing. We looked into
why they go missing, and we found the most
common reason was the batteries ran out, and they
didn't know it was the batteries. And often there are
these visits with Australian Hearing, but of course
they are limited with their resources. Primary health
care often leave it all to Australian Hearing health
care,whereas in reality we need to beknowledgeable
and proactive about hearing hats, we need to check
the batteries, we need to know these things. Sowe
found that was the most common cause of lossof
these $300 -$500 hearing hat s wasbatteries needing
changing.

perfor manc

very;
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In terms of primary intervention, breastfeeding is a
risk factor. We have one of the highest breastfeeding
rates in the world. Vaccine doesnt work for our
population, unfortunately. Passive smoking. Most
people do smoke, but they share a pack, a whole

r e f ecommiurity, ant thely smolte outside. So that isn't a

big factor in our community, at least. It might be in
some. We still get that messageo them, because we
can do that.

And then the big elephant in the room - housing.
There is no coincidencethat middle ear disease and
rheumatic heart disease arecommon in developing
countries and Aboriginal homes. They are diseases
that thrive in overcrowding . There wasa high rate of
rheumatic heart diseasein Melbourne, in the 1930s,
when housing improved so did that condition. We
shouldn't have to prove that fire is hot, and we
shouldn't have to prove that this is important. Yet
this fact is ignored by all but the health sector.

My problem is that | can't do anything about the
housing. Funnily enough, we actually used Medicare
money onceto build a dwelling. And nutrition T

this is potentially another risk factor we might be
lee tondtg1 queéhP%qbcth ToY, going to the shop
and uying some fresh fruit and vegetables eight
dollars for half a soggy rockmelon.

Llesa] On top of that, you might get two or three
our kids with the same problem. Can you

%g%é the eBoBomic BUPder idr ®élfamily, and
community, to have a number of kids going through
the same thing? We were talking about that; it puts a
huge burden on the community that isn't getting a
lot of money anyway. This also applies to Western
Sydney, which has the highest population of
Aboriginal and Torr es Strait Islander peoples in the
whole of Australia. We should be looking at our own
backyard and dealing with the issues. When | was
first working, the Public Health Unit wor ked with
another organization - that was probably part of
Flemington markets. Th ey used to get boxes made
up for lower -income families. They pay $10, it is
taken to the household and they would share it
among family groups.

We did a study in the Public Health Unit in Western
Sydney, and we found that the closest things to the
residential housing - and it still is today - was
McDonald's and Kentucky Fried Chicken. Where
was the fruit and vegetable market? It was 30
minutes away by car or by bus. Seowe need to start
being proactive and advocate, and have these sorts
of things being closer to the population that we need
to service. We were doing that, andit got shut
down.

We need to go backwards now and start putting
those programs that have worked back in place. We
didn't need research to see the improvements in the
Aboriginal communi ty. We saw much happier
environments, much happier people, less occurrence
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of diseases- because they were having fruit and [Liesa] The other thing related to that is when
vegetables. people in a community have jobs, they share that

. money with people. If a person needs to be flown out
I went to alecture last night when | should have to Darwin, the person with the job will give the m the
been working on our PowerPoint about public money to do that. It puts a lot of pressure on the
health, and they were talking about all of those family, who now does not have the $800. There are
things. We are teaching people these things, butare g many dynamics that we are not aware of, unkss
we doing it? The cost in doing it is minimal. If we you have that conversation ebout what is actually
talk about how much we are spending on research, going on in the community. There is a lot of
we should be focusing on putting those programs shaming, too, that is underlying, that Aboriginal
that have worked backinto place. people wonoét talk ablecatsei n ou

they don't want other people knowing how hard it

Another program: school gardens in primary

schools- bush tucker, kitchen gardens. One of the IS.

programs | saw in my own community was the [John] With regard to solutions - we should
Aboriginal medical service found that this small continue to advocate for housing, even as a human
school, that had a high proportion of Aboriginal rights issue, independent of health. In terms of

kids, had scabies and other problems. So they nutrition, there are a few ideas around local fruit
decided that they would supply them with vitamins. and vegetable production and subsidies for these in

The kids wouldn't take them. But the kids were then these remote communities. In terms of screening

given fruit and_vegetables, and they loved it. So, kids  gpq diagnosis, one of the biggest developments we
were given fruit and vegetables each day at school, have had is the video otoscopy. That is the most

and with the mo ney that they _saved, they introduced exciting thing to me in the last couple of years
a school garden into the premises, where they were becauseyou cansee it.

growing their own fruit and vegetables.

] ) That means several things.
It's an easy way to resolve certain things, but we are

not being creative enough to take on board these 1. From a training point of view, it is easier to

activities that have numerous learning and health train. We run a quick video and we can teach

impacts and outcomes and run with it. We want to people how to look at an ea. We talk about an

put more money into research. | know it is valid, 6angel 6 which is what the e:
and you are going to be talking about it, but | sort of the head and body of the angel is the malleus,

think 6put your money wher e gikmdRidsisthe dtie. $hen weltalk
those programs back in place that are low-costand about position, colour, clarity and mobility. And

are part of health promotion .
we can show them a few common ear

These are costeffective programs. Housing for conditions. Teaching them how to use tele
Health took $7000 per house to improve housing otoscopy and a tympanogram, these last two are
conditions for the Aboriginal population. We know the most important things.

that. We shut down a program that was having a 2. From the patient's point of view, the patient is
great effect. We were training up Aboriginal now seeing their pathology, and that changes

Environment al Health Officers here in New South
Wales. | don't know if that program is still going. It
was introducing Aboriginal people back into their
communities, to teach their communities the
relevance and rationale of why we do these things.

from an education point of view. You realise it
isn't just some concept- you can see it.

3. You can obtain an expert opinion i sometimes
immediately. Sometimes you get something, "I
would like an ENT surgeon to see that." Email it,

[John] The other thing that | would say, with and instantly they give adviceand make a
hearing aids - there is actually a wonderful subsidy recommendation. It transforms our prob lems.
system for Aboriginal people to access trem. There You can get more access, recalls, gehe people

is one group that misses out, and they arepeople back more easily.

between 27 and 49years old. The problem is that 4. 1f you're having surgery, oral consent doesn't
when these people do get & Jfhy clihakdbe fsusd We Hak nda® ¥
income jobs, and they don't get the subsidy for the le who h had tw rs of trving t
hearing aid. There is a wonderful culture of things people Who have had two years of rying to

being shared when you have them, which means convince them to have Surgery. And then you
that you share the things that you have. So, nobody show them pictures, and pictures of what will

in this age range with a job is selfish enough to get a happen if they don't do anything, pictures of
hearing aid. It is not considered the done thing. It going int o ancseddenlythey vante &
would be selfish, in their culture - at least in north the operation today.

east Arnhem Land. It is a problem, because people
choose not to get the heaing hats, and instead give
their money to someone else.

We have decided to becone proactive about hearing
hats and making sure hearing support is on the
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radar with our local schools. Australian Hearing
have taught us how to do troubleshooting, and we
have people coming in for the batteries now.
Fantastic. There is communication with the schools.
But of course there are things we can't doi and too
many problems out there. There are less and less
Aboriginal health workers with the time. All the staff
have competing responsibilities .

[Liesa] The establishment of the Redfern AMS in
1971 actuallyis about that. But the Australian
Government has not endorsed it, to really support
the needs of communities in owning their own
health. They still want their own control.

The money goes to all the administrators - hospitals,
whether they have Aboriginal people attending or
not, get a cut of that money. From my
understanding, the end bits actually go to the
Aboriginal medical services. When they say they are
going to give a huge amount of money, it has to cater
for a wide-reaching audience - administrators, lots
of people - before it gets to where it needs to

go. Sometimes it is the communities who put these
programs together and get funding who work
through the problems. Purple House and others
have had actual artists sell their paintings, to then
give that to the community to fund. So they are
doing the work themselves. This is the communities.
Not politicians or government, but communities -

because they see the need. They can see the ears, see

the perforation. There are other good stories that we
don't hear about. It's the tragic stories that we do
hear about.

WHAT RESOURCES ARE AVAILABLE?

[Liesa] | worked for Streetwise, the magazine,
before it closed down. We found that in our
communities we love playing cards, so we decided
that putting messages on playing cards about health
was a way of introducing, subtly, good health
promotion. Flipcharts - developed when | worked at
Family Planning, about yarning about your body.

yarning about our bodies

Figure 5: Health card that uses cartoons and stories to
educate peopleabout health issues.

This (Figure 5) is my beautiful daughter, and my
auntie, my nephew and uncle. | got a person to
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sketch them in a good story together. This is a little
card that you can put in your pocket. You could do
the same for hearing. Then you open it up, and it
tells you all the story. You tell the story through
using cartoons and storytelling to get information
out to people.

But low literacy. It was low literacy - lots of pictures
and DVDs. When | worked at AHMRC, we came up
with a video of the Aboriginal services who are doing
amazing nutritional programs. And also exercise
programs for the older generation, like me. And,
obviously, cartoons. But we also developed a
brochure that had no words.

We need to start being creative in how to get the
message out there. There ardots of ways to do this.
We talked about apps. We talked about a number of
things; technology - we can also get them to do a
video game. The world is our oyster, | believe.

One of the benefits is making sure you talk to local
Aboriginal and Torres Strait Islander peoples, when
you go out to the communities, and find out what
their needs are. Their priority might not be hearing -
it might be cardiovascular, or diabetes, housing.
Once you get that priority, then they might look at
what you're going to suggest as hearing health.

Working maybe in partnership with other
organisations, like the Heart Foundation or Diabetes
Australia, but there will be communities that have
been brought together because of the Stolen
Generation, that do not get on. That's another level
of complexity in our communities. How you address
that? | am still working on it. But having a
conversation is part of that journey.

My mum grew up on Ulgundabhi Island (Figure 6),
which means, 'shape of an ear', which | thought was
very poignant. That is the mission where she grew
up, on the Clarence River.

Thank You

Dr John Kelly and Dr Liesa Clague

Figure 6: Slide used during Dr Clague and Dr Kelly's
talk, showing a picture of Ulgundahi Island .

20



PROCEEDINGZ INDIGENOUS HEARING HEALTH SYMPOSIUM

Samantha Harkus

T—— e e

Principal Audiologist
for the Aboriginal and
Torres Strait Islande r
Service at Australian
Hearing, Sam  has 25
yearsod experi
working in paediatric
services, as well as
working with Aboriginal

W and Torres Strait
Islander communities. She is responsible for
managing a program aim ing to overcome
the barriers that prevent equity and access
to hearing services for Aboriginal and
Torres Strait Islander people s - distance,
culture, language and history. Recently, she
has completed her Masters of Public Health,
specialising in Aborigina | and Torres Strait
Islander public health, at the University of
NSW .

CLOSING THE GAP IN HEARING REHABILITATION
OUTCOMES

Closing the gap in hearing rehabilitation outcomes
for Aboriginal and Torres Strait Islander children
requires four key components; (1) supporting
primary health to continue to lower the age of
referring for diagnostic hearing assessment, (2)
reduce the interval between diagnostic hearing
assessment and referral to Australian Hearing, (3)
reducing the interval from first appointment with
Australian Hearing to first hearing aid fitting; and
(4) reducing the interval between the first fitting and
the first follow -up. We also need to continue
improving the quality of follow -up support, who we
support, and improving outcomes.

Australian Heari ng is a national organisation,
funded by the Australian government, with a main
aim to reduce the impact of hearing loss in children
and adults. In 2018, Australian Hearing saw
approximately 5000 Aboriginal and Torres Strait
Islander adults through both ou r Hearing Centres
and our Outreach program; half were seen in
Hearing Centres (Figure 7, top). That is an
interesting trend: every year, about 2% more
Aboriginal adults are actually coming to be seen in
our Hearing Centres, not at Outreach locations,
which I think is fantastic. A bit less than 5000
Aboriginal and Torres Strait Islander kids were seen,
30% of those have hearing aids and 70%, are not
aided at the time that we see them(Figure 7,
bottom) . However, they may go on to be aided. And
65% were seen through the Outreach program in
communities, so we see more kids in Outreach.

In Australian Hearing, about 110 audiologists are
involved in Outreach - urban, regional or remote.
About 8 years ago, we were ging to 100 Aboriginal
Community Controlled services, so it is more than
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Aboriginal & Torres Strait Islander adults seen and
services provided FY2015/16
12000
1000

End Q4 2013/14 End Q4 2014/15 2016/17 End Q4 2017/18

End Q4 2015/16 End Q4

v m IE services provided

Aided and unaided Aboriginal & Torres Strait
Islander childrenfor 13/14to 17/18

114

End Q4 2013/14End Q4 2014/15End Q4 2015/16End Q4 2016/17End Q4 2017/18

m Indgenous Aided children seen m Indgenous Unaided children seen

Figure 7: Services provided to Aboriginal and Torres
Strait Islanders, adults (top) and children (bottom), by
Australian Hearing.

this now. We work in more than 240 locations, and
60% are in remote Australia, including the
Laynhapuy Homelands. We average about four
Vvisits per community per year, but that varies widely
from fortnightly for a full day at the Aboriginal
service at Redfern, to three, four or five visits in
remote communities. Part of our Outreach is about
building relationships.
important, and providing awareness -raising and

trai ning.

What | learnt in my Master of Public Health course
about o6closing gapso6: if
as you have been, that w
continue to widen, because outcomes are continuing
to improve all the time for non -Indigenous
Australians. Doing what you are doing for the other
population, in this case non-Indigenous Australians,
won't work either, because the gap will remain the
same. We want to close the gap. So what you have to
do for that population is to do better than you are
doing for the other population. That might be doing
more, or something different, or doing something
together. That is what is required if you want to

close gaps. You have to take bigger steps to make
exponential improvements, to achieve equity in
outcomes, which is what you want.
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Australian Hearing publishes a demographics report
every year about Australian children who wear
hearing aids, including the age of first fitting. Before
2008, the report was for all Australian children.
After 2008, we separated out the data for Aboriginal
and Torres Strait Islander children from the rest of
that population (Figure 8).

12.0% /\ A
[V
I
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N s

2.0% / — v g

0.0%

—— Entire Client Base
—s=— Indigenous clients

10.0% K

Proportion of newly fitted

<112 3 4567 891011121314 1516 17 18 19 20
Age atfirst fitting

Figure 8: Age of first fitting of hearing aid in all children
(blue), and Aboriginal and Torres Strait Islander children
(red).

For the non-Indigenous population, in 2008, since
the introduction of newborn hearing screening,

there is now a big peak in age of first fitting for <1
year-olds with a secondary peak after starting
school. But when you considered Aboriginal

children separately, there was no peak before 1 year
of age, but a huge peak after they start school.

We can partly account for this because the main
driver of hearing loss in this population is ear
disease, which starts very, very early, a few months
after birth, but is not present at the time of newborn
hearing screening. So the world class newborn
hearing screening system in Austalia doesn't help
with this because it is not present at birth.

Once we identified this late age of first hearing aid
fitting, we knew there were some things we had to
start doing. We had to develop and share this
narrative to ensure that we could influe nce those
who played a part in this pathway, including our
own audiologists, to try to reach families of younger
children better, and also trying to reach out to
families to help them understand the importance of
early action.

Eight years later, this wasthe year before last, what
is happening now? 403 Aboriginal kids were fitted
for the first time that year, as opposed to just over
300 kids 8 years ago. When we compare the
proportion of children fitted by age group, it is clear
that the age of first hearing aid fitting is actually
starting to move down from an average age of eight
years to six years. And the proportion of Aboriginal
kids fitted within the first five years of life has
doubled. So we have improved, from one in 10
Aboriginal kids receiving th eir first hearing aid by
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the age of five, to one in four. It's fantastic, but we
have a long way to go.

If you think about the pathway from primary health
to diagnostic test to Australian Hearing, it looks like
this: identification of first infection by p rimary
health, then identification of chronic infection by
primary health. Then you have the identification of
potential hearing loss, and the referral for a
diagnostic hearing assessment, still by primary
health. Following that there is the first referral to
Australian Hearing, then a wait to see Australian
Hearing, and then onto the first fitting.

Our aim is to make the gaps between those steps
smaller. We would like to reduce the intervals
between identification of chronic infection and
referral for hearing assessment, then between
hearing assessment and first appointment with
Australian Hearing, and then between first fitting
and first follow up, so that everything happens
within that first critical three years for speech and
language development, not dter.

EARLY RECOGNITION OF HEARING LOSS

Ear infections can start early in the first few years of
life, easily by three months of age, can become
chronic by six months, and you can have moderate
hearing impairment in the first year of life.
Certainly, we know that there is a lot of moderate
hearing loss in the one-two year age group in the
Northern Territory. But early recognition of otitis
media-related hearing loss is strongly reliant on
primary health staff. Anecdotally, a lot of those
primary health staff rely on parents and carers to
recognise the behaviours associated with hearing
loss. Here is an interview with a Child and Family

Heal th Nurse who says, 6So mo
parent al concern, 6 where you
tell you if they think thei r child has hearing loss. But
when we asked the Child and Family Health Nurse,
6Do you think all parents wou
6Definitely not. I think only

parents, mainly.d

We are relying on parents to notice hearing loss, but
we recognise that parents are not necessarily good at
that. Social research carried out by Australian
Hearing and also by the Department of Health

shows that hearing loss and ear trouble is

normalised by a lot of Aboriginal families because
they have had it for generations - since colonisation.
Many rely on teachers to pick up hearing loss, but
that is well past the best age for intervention.
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Figure 9: The Parent-evaluated Listening and Understanding
Measure (PLUM).

AGE OF FIRST FITTING asking an open question of whether they are
So there appears to be a lack of reliable, valid, concerned about their child's hearing.

objective tools that can help primary health to
explore this area wel %A‘EH egqglokes ev%r)(%yg‘upctlonasl. Ilstgnwg your
gl pesapse ﬁgﬁp priate 'Afie g

.
tool box to help?d6 this pa indicator
O0Probably not much. Sinceb %z [E dtd(%ﬂ 3 h
screening, itds probably ﬁ rb a| r aﬂ)reHmnBy
child and family health n#@ 'OSsorgreate € score

obtamed ] then plotted against a normal curve for

When a parent responds 'no' to the very common age to identify whether a problem exists. In
question of O6Are you conc AustrakaaHearthd REACHresults infermer| d ' s
hearingd, primary health ¢ginfargefourgdegisonspppout wiether er naiie étt h e r
the parent knows what the signs of hearing loss look  and the functional impact of hearing aids.

like, whether they know what to look for. So primary
health staff need a rangeof valid tools that they can
use with confidence to identify very young children
with hearing loss and refer them for hearing
evaluation as early as possible within the first five

We wanted to explore whether we could use a
modified version of the PEACH to provide primary
health workers with a better way of identifying
hearing problems in children. Australian Hearing,
the National Acoustic Laboratories and Western

years of life. Sydney University are collaborating with a number
ASSESSING FUNCTIONAL LISTENING of communities in urban and remote Australia to
The Parental Evaluation of Aural performance of adapt the PEACH and evaluate this with 40 remote
Children, or PEACH, (Ching & Hill, 2007) is a and 40 urban/regional children, funded with an
validated scale used by paediatric rehabilitative Indigenous Advancement Strategy grant. The
audiologists. This positions parents as experts in revised scale is called the Parentevaluated Listening
their child's hearing, and gives them the right and Understanding Measure (PLUM, Figure 9).

Data collection is easy: families are invited to

guestions to obtain the right answer, instead of i ! -
participate, there are demographic questions,
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