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July 2019

Chair Welcome 
Welcome to the second issue of the First 
Voice e-news ‘Our Voices’; since the first 
edition First Voice members have met 
in Brisbane for the annual First Voice 
Colloquium. What is a Colloquium I hear 
some of you ask? The Cambridge English 
Dictionary definition is “a meeting in which 
a lot of people discuss something formally”, 
which is exactly what the Board and 
Committee members did over two days in 
early June. A summary of the meeting and 
some of the key outcomes are provided in 
this newsletter.

Many of the children that our members 
support have additional needs beyond their 
hearing loss. These additional needs often 
place further stress on families, and it is 

important to ensure the child is getting the 
support they need considering all aspects 
of their life. This may mean that the centre 
needs to provide additional services, or 
work with other specialists. This edition of 
‘Our Voices’ features articles from three 
First Voice members on children with 
needs, in addition to their hearing loss. Also 
in this edition we hear from Anita Grover, 
CEO of Auditory Verbal UK, who shares her 
experiences having a progressive hearing 
loss from early childhood.

This will be my last Chair Welcome before 
handing over the reins of Chair position 
to Mark Fitzpatrick, Telethon Speech and 
Hearing CEO. I take this opportunity to 
thank the First Voice Board, Committees and 

members for their support, and to welcome 
Mark as the incoming Chair. First Voice plays 
an integral role in advocating for children 
who are deaf or hard of hearing (DHH), so 
that they can have a ‘voice’. To date that 
‘voice’ has been predominantly within 
Australia, however we now see a future 
where our advocacy can reach beyond 
Australian shores to give every DHH child, 
no matter where they live, a voice. I look 
forward to continuing to support First Voice 
as CEO of Hear and Say, and as a First Voice 
board member.

Chris McCarthy
Chair First Voice

We now see a future where our advocacy can reach beyond 
Australian shores to give every DHH child, no matter where they 
live, a voice.
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CMV Clinic at The Hearing House
Cytomegalovirus (CMV), a virus of the herpes family spread via bodily 
fluids contact, is the most common cause of non-genetic congenital 
hearing loss.  Approximately 90 percent of babies born with congenital 
CMV will be asymptomatic, showing no clinical signs of the virus at birth. 
Hearing loss occurs in 10-15 percent of asymptomatic infants and in 
up to 75 percent of symptomatic infants. In addition to hearing loss, 
effects often include developmental delays secondary to neurological 
disorders, neuromuscular sequelae, vision loss, cognitive delays, and 
seizures. The range of impacts on the child in all areas of function can 
be mild to profound and difficult to predict. 

While a team approach to diagnosis and treatment for children with 
multiple medical diagnoses has been shown to be more efficient and 
satisfying to parents and care providers, it is often difficult for specialists 
to collaborate and address the needs of the “whole child” in one setting. 
Recently, The Hearing House established a CMV Specialty Clinic to 
provide this opportunity and create an environment for family members 
of children with CMV to meet and network. Currently, 22 children with 
confirmed congenital CMV are part of The Hearing House program. The 
Freemasons Foundation generously donated $19,600 seed funding for 
this initiative.

The first phase of the project was an informational workshop for parents. 
It covered the causes and symptoms of CMV, medical management, and 
the availability of services in addition to speech and hearing, such as 
those offered by Occupational Therapists, Educational Psychologists 
and Developmental Paediatricians.  Professionals from the Auckland 
community donated their time and knowledge, providing an informative 
and interactive program. Childcare and petrol vouchers were provided 
to encourage family attendance. This workshop took place on May 
4th with 8 families attending and was a successful day of sharing and 
networking.

The next phase involves individual invitations to 2-3 families at a time to 
come to The Hearing House. The day will include assessment, discussion 
and planning wherein each child is seen by three or four health 
professionals, as needed.  At the end of the day, health professionals and 
the family will converge to discuss needs and make recommendations 
tailored for each child.  The intention is that this pilot program could 
result in a new permanent service for our families. 

Outcomes study demonstrates AVT 
effectiveness for children with additional 
needs
Auditory Verbal UK has published an outcomes study 
demonstrating the effectiveness of Auditory Verbal Therapy 
(AVT) for children who are DHH, and also have additional needs 
such as (but not limited to), cerebral palsy, sensory impairments 
and behavioural difficulties.

Auditory Verbal UK’s research team analysed the outcomes of 
children who had been through the charity’s specialist early 
intervention programme over the past ten years. Of the children 
who had needs in addition to their hearing loss, half achieved 
age-appropriate language. On average, the children with, and 
those without additional needs, both doubled their rate of 
language development.

The study found that of children who attended fortnightly 
sessions for two or more years, and had no additional needs, 
97% achieved spoken language skills on a par with hearing 
children their age. It also highlighted that children with complex 
additional needs were often diagnosed with a hearing loss much 
later than those without additional needs. This widened the gap 
in the rate of language development between both groups. 

The peer-reviewed paper was launched at Auditory Verbal UK’s 
Power of Speech event at the House of Commons in London last 
summer. The event saw a profoundly deaf teenager interview 
one of the authors of the paper about the results in front of an 
audience of MPs and experts in the fields of hearing loss and 
speech and language. It also saw hard of hearing children, some 
with additional needs, speak to the high-profile audience about 
their own experiences.

Despite Auditory Verbal Therapy being a mainstream approach 
in North America and Australasia, only 5% of hard of hearing 
children currently have access to this therapy in the UK.  Auditory 
Verbal UK provide a programme for families across the UK from 
its two centres in London and Oxfordshire, and is working to 
increase the number of specialist therapists in the National 
Health Service, and local services through training.

Auditory Verbal UK

Samuel attends an audiology appointment  
with The Hearing House audiologist Robyn Moriarty
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TSH Chatterbox provides a multi-disciplinary approach to 
complex conditions
Four-year-old Elizabeth, affectionately known 
as Elsie, didn’t have the easiest start to life. 

D iagnosed with  b i latera l  profound 
sensorineural hearing loss at one month of 
age, Elsie was also born with long segment 
Hirschsprung’s disease short bowel syndrome 
– a condition that affects the large intestine 
(colon) and results in difficulty with digestion 
and passing of stools. At six months of age 
Elsie received bilateral cochlear implants, and 
had her ‘switch on’ one month later. 

Eighteen months after Elsie’s birth, parents 
Mike and Clare welcomed another addition 
to their family. Albert ‘Bertie’ was also born 
with long segment Hirschsprung’s disease 
short bowel syndrome and hearing loss. After 
extensive testing due to a fluctuating hearing 
loss, young Bertie received bilateral MED-EL 
implants at just nine months of age. 

Since enrolling at Telethon Speech and Hearing 
(TSH) in Western Australia, Elsie and Bertie’s 
family have received a high level of support 
from the centre’s multidisciplinary team and 
early intervention program called Chatterbox. 

Chatterbox provides both individual and 

joint sessions with speech pathologists, 
occupational therapists and audiologists all 
based in one location. Both children also attend 
therapy groups led by an early childhood 
teacher, where they are able to connect and 
bond with other hearing impaired children of 
similar ages.

In addition to their hearing loss, Elsie and 
Bertie have required intervention with TSH’s 
occupational therapy team for feeding and 
tone issues. Intervention occurs in many 
places – from the floor of Elsie and Bertie’s 
hospital room, to their family home, and to 
group and therapy rooms at TSH. 

Now four years old, Elsie loves having 
conversations with her peers and family. 
Meanwhile younger brother Bertie, aged 
three, loves playing with Lego and can’t wait 
for group sessions to see his friends. 

“I feel privileged to work with the Shaw family 
and be a part of Elsie and Bertie’s journey,” 
said TSH Chatterbox Manager, Felicity 
McNally. “Helping highly committed and 
devoted parents like Mike and Clare create 
the best possible future for their children, and 
is incredibly rewarding.”

One family’s journey with Usher 
Syndrome at RIDBC
A childhood diagnosis of vision or hearing loss can be a stressful 
time for a family. For Bernardo’s family, a diagnosis of hearing 
loss as a baby was followed up by one of Usher Syndrome, 
which causes blindness, during the infant school years.

Diagnosed with profound hearing loss as a baby, at six months 
of age Bernardo received bilateral cochlear implants and began 
receiving support from RIDBC. He attended RIDBC Garfield 
Barwick School, for children from kindergarten to year 6 who 
have significant hearing loss, and this year is attending his local 
mainstream school utilising RIDBC’s school support services.

“Within the first six months of starting school at RIDBC 
Bernardo’s speech and development progressed in such a 
short time, we could not believe it! We were so happy,” said 
Bernardo’s mum, Carolina.

Then, Bernardo started having trouble with his vision, especially 
at night. “He wasn’t able to see things on the floor, like the 
vacuum cleaner,” said Carolina. “He would say to me, ‘why are 
you making these things invisible?’”

Bernardo was diagnosed with Usher Syndrome, a genetic 
condition that causes blindness. “The deafness diagnosis was 
difficult at first, but nothing compared with the Usher Syndrome 
diagnosis,” said Carolina. “After everything had progressed so 
well with his hearing after so many years of intensive work, we 
had to start over again.”

Bernardo is now learning braille, touch typing and how to use 
a cane to help him move independently and safely in his school 
and community environments. He is receiving support from a 
team of specialists at RIDBC, including an orthoptist, specialist 
teacher (vision impairment), educational and developmental 

psychologist, physiotherapist, and access technology specialist.

“For ten years, Bernardo has been receiving support from RIDBC; and 
so RIDBC has become part of our family,” said Carolina. “The reason my 
husband and I are able to cope so well with having twins and having a son 
with a disability, is because we have all the support you could hope for from 
RIDBC.”

RIDBC is proud to support children, adults and their families with vision and/
or hearing loss, including those with multiple disabilities.

Bernardo has been receiving support from RIDBC for 10 years

Telethon Speech & Hearing’s  
Elsie and Bertie Shaw
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I heard sounds that I had never heard before – 
birdsong, running water, ambulance sirens as 
well as my young twins saying their first words.

Member Profile

Aiming High

Anita Grover, CEO Auditory 
Verbal UK

I lost my hearing progressively from early 
childhood. I went through school and 
university with a severe hearing loss and 
learnt to rely on lip-reading.  I had no hearing 
aids, despite the loss. Fortunately, I had 
decent access to low-frequency sounds in my 
very early years which enabled my speech to 
develop but I didn’t know just how much I 
was missing out, the impact it would have or 
the challenges that I would face.

My hearing deteriorated further in my early 
twenties. It became hard to participate and 
I felt increasingly isolated and dependent on 
friends and family in many social situations. 
Above all, I became very aware that people 
had different expectations for me because I 
was deaf. However, I didn’t see myself, or my 
capabilities, as any different from my hearing 
friends and colleagues.

I regularly met people who were surprised 
that I could do my job as a communications 
specialist in the UK Government because I 
was deaf. I used to get angry when people 
spoke to me very slowly and condescendingly 
or shouted in a loud voice to get my attention, 
and when they questioned the contribution 
that I might be able to make in a meeting. 
But I never let this stop me from aiming high 
and believing that I had as much right to be 
in a meeting or social situation, and to be 
treated equally.

I came to realise over time that people 
usually want to do the right thing but often 
don’t know what that is until you tell them. 
I developed a quick “personal, two-sentence 
narrative” to explain to people when I met 
them for the first time that I was deaf and 
relied on lip-reading but that people didn’t 
need to do anything different other than 
to make sure they were looking at me. I 
explained that they didn’t need to shout 
or slow down. I became more confident in 
using this narrative and it helped even more 
than I could have imagined. 

In 2006, I had surgery for a cochlear implant. 
I resisted the whole idea at first and thought 
I didn’t need one, despite the advice of my 
ENT consultant. But I became convinced 
after meeting others who had been in the 
same position, all of whom had very different 
experiences. I learnt valuable lessons about 
the need to put in the work required to 
understand the sounds the implant would 
be giving me. When I was first ‘switched on’ 
after surgery, I couldn’t tell the difference 

between someone speaking and a jumbo 
jet.  I still vividly remember the early days 
after my surgery. I wondered if I had done 
the right thing. It was hard to put myself 
in the position of re-learning sound, pretty 
much from scratch.  It wasn’t easy learning 
to detect sounds; to discriminate them 
and to make sense of them. My listening 
brain had had so little input for so long but 
thanks to the support of my friends, family, 
colleagues and specialist team, I persevered. 
I heard sounds that I had never heard before 
– birdsong, running water, ambulance sirens 
as well as my young twins saying their first 
words. I was able to enjoy music again, hear 
myself speak and was able to participate fully 
in conversations. I still use my lip-reading to 
support what I am hearing but the difference 
to my life and the life of my family is hard to 
put into words.

My cochlear implant has enabled me to be 
confident at work, to engage with people at 
every level of organisations and to progress 
in my career. It also enabled me to be 
confident in pursuing a new opportunity 
which I took up six years ago, becoming 
the Chief Executive of Auditory Verbal UK, a 
charity that supports the families of babies 

and young children with hearing loss. I am 
very proud to lead a fantastic team and to be 
working alongside organisations worldwide 
to challenge perceptions of what children 
with hearing loss can achieve.

Every day, I see how these children are 
getting an equal start at school because of 
family-centred support in the critical first 
few years of their lives. With advances in 
technology, understanding of how language 
develops and more specialist practitioners 
delivering family centred early intervention; 
their journey will be quite different to mine. 
These children are chatting on the phone 
with friends, learning other languages, 
achieving excellent grades in literacy and 
numeracy and participating fully in their 
education, social and family lives. One boy 
summed this up by saying: “When I grow up, 
I know I can do anything.”

It gives me great pleasure to see them thrive, 
to be confident at school and to know that 
their hearing loss, like mine, is not a barrier 
to achieving. I know that they can have the 
same opportunities in life as their hearing 
friends, and they too can aim high.

Read more about Anita’s story here.

AVUK’s David and Lily with Chief Executive, Anita Grover

https://www.youtube.com/watch?v=qcFdpee41CQ&t=74s
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The annual Colloquium is an opportunity 
for First Voice to review its vision and 
strategic direction, as well as to exchange 
ideas and identify opportunities.  Critical 
discussion during the Colloquium centred 
on strategic priorities including Australian 
and international objectives and priorities 

over the next two years in the areas of 
advocacy and membership growth. Clincial 
experience and research planning were also 
central areas of discussion. The Board also 
looked at allocation of funds both financial 
and skills based to meet marketing, 
promotional and operational targets.

An important part of the Colloquium 
were the member presentations from the 
two First Voice Advisory Committees; the 
Clinical Advisory Committee (CAC) and 
Research Advisory Committee (RAC).

First Voice Colloquium a meeting of minds

Research Advisory Committee new vision continues to 
support best practice
The Research Advisory Committee (RAC) 
presented the Board with their vision for 
the future. Following an exhaustive review 
of current clinical research needs, three 
strategic research priority areas were 
identified as critical in continuing to support 
best practice listening and spoken language 
(LSL) early intervention into the future:

• Literacy outcomes and early years 
education 

• The impact of the National Disability 
Insurance Scheme (NDIS) on service 
delivery

• LSL and best practice for children from 
culturally and linguistically diverse 
backgrounds

The RAC focus will now turn to establishing 
effective collaborations with external 
researchers to address these priority areas. 
The RAC will also be working closely with 
the Board to raise the profile of First Voice 
research and find new ways to recognise 
and support researchers working in the area 
of hearing loss.  

Clinical Advisory 
Committee review 
assessment measures
The Clinical Advisory Committee (CAC) 
reviewed their shared measurement of 
outcomes agreeing to the following key 
areas for future clinical analysis:

• Assessments for social  ski l ls 
development

• Assessments for school aged 
students

• Assessments for children from 
culturally and linguistically diverse 
backgrounds (CALD)

• Classifications for children with 
hear ing loss  and addi t ional 
disabilities, followed by revised 
assessment protocols 

• A u d i o l o g i c a l  a n d  t h e r a p y 
management of unilateral hearing 
loss, specif ically Single Sided 
Deafness (SSD)

2019 annual First Voice Colloquium was held in Brisbane on 4-5 June.
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Working collaboratively to go LOUDER
In April, a team from First Voice Australian 
member organisations met to discuss 
forward planning for the First Voice Loud 
Shirt Day.

Loud Shirt Day was first held almost 20 
years ago, having started as a brain storm 
around a coffee table meeting in Adelaide. 
Over this time the event has grown from 
a South Australian only event, to include 
most states in Australia, New Zealand, and 
more recently the UK. 

It is timely, as it reaches its 20th year, 
Loud Shirt Day was reviewed by all First 
Voice organisations. This review saw 
the combination of joint knowledge 
and resources. At the April meeting, 
the Australian member organisations 
discussed adopting a more unified 
national campaign that would result in 
greater efficiencies, overall cost savings, 
and an improved return on investment. 

Areas identified included:

• Cost reductions via more nationally 
aligned registration, social media, PR 
and advertising,

• Staff ing ef f iciencies by reducing 
duplication across the centres, 

• Increased brand awareness, through a 
genuine Australia wide media appeal,

• National sponsorship, and 

• Stronger advocacy through an aligned, 
central message.

In the meantime the 2019 Loud Shirt 
Day campaigns are gearing up across 
Australia (18 October) and New Zealand 
(17 September) with the UK having held 
its Loud Shirt Day on 16 June.

Loud Shirt Day was first held almost 20 years ago, 
having started as a brain storm around a coffee 
table meeting in Adelaide. Over this time the 
event has grown from a South Australian only 
event, to include most states in Australia, New 
Zealand, and more recently the UK. 

Loud Shirt Day national fundraising campaign
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One question became three, 
which raised five more…… 
which is where Can:Do 4Kids 
(previously Cora Barclay) 
steps in.
Even for a family in metropolitan Adelaide, 
discovering that your child has a hearing loss 
adds a range of new challenges into your 
regular routines. But when you’re based in 
regional South Australia, there’s a whole 
extra level of complexity involved in accessing 
critical support services to make sure your 
child has the opportunity to thrive. This was 
the situation Alex-Andrea found herself in soon 
after her son Orlando was born. 

At three months old Orlando was diagnosed 
with a moderate-severe hearing loss. The news 
was like a bolt out of the blue and Alex-Andrea 
experienced feelings of guilt, grief, sadness 
and uncertainty as she thought about what the 
diagnosis meant for her son’s future. 

How would she communicate with her son? 
Would he be able to go to school? One question 
became three, which raised five more, and so 
on until she was overwhelmed. 

Orlando received his hearing aids a couple of 
months after his diagnosis, but at that point the 
family still lived in Burra, in South Australia’s 
Mid-North, and as with many regional areas, 
support just wasn’t available locally. 

Alex-Andrea decided that she wanted her son 
to be able to learn to listen and use speech 
as his primary form of communication. She 
reached out for support and their journey with 
the Cora Barclay Listening & Spoken Language 
Program began in early 2018.

A move to Milang on the shores of Lake 
Alexandrina meant they were closer to their 
family and also closer to Adelaide. This was 
particularly beneficial for Orlando, who still 
faces lots of challenges with his health. It’s still 
a long journey from Milang to the city and back, 
but Alex-Andrea’s commitment to attending 
their AVT sessions in person has made a huge 
difference - in more ways than one. 

Not only are they able to talk face-to-face with 
their therapist and other specialist clinicians, 
but they also have the chance to meet other 
families, and build valuable social support 
networks in a safe, caring environment.

“I’ve made some good friends with other 
mums in the program,” says Alex-Andrea. “And 
it’s great to be able to share your experiences, 
anxieties and worries with people who really 
do understand where you’re coming from.”

Member Updates

“Winten follows sound with his eyes and 
shows beautiful recognition through his 
facial expressions. “

Hear and Say’s one stop program makes things easier 
for Winten
“We love what Hear and Say stands for 
and this is what we want for our son; 
using hearing technology so he can have 
the best opportunities in life.” said Tash, 
Winten’s mum

Winten was born at 31 weeks via 
emergency caesarean, and due to a 
number of health issues spent his first 
111 days of life in hospital. Winten’s 
hearing loss was first picked up via the 
Universal Newborn Hearing Screening 
program, and came to Hear and Say 
initially to receive occupational therapy 
and physiotherapy. 

For Winten’s family,  having his 
listening and spoken language therapy, 
occupational therapy, physiotherapy and 
audiology services all in the one place has 
made it easier for them, and for Winten 
who isn’t a big fan of hospitals. 

W i n t e n  i s  m a k i n g  w o n d e r f u l 
improvements in his responses to 
sound since his cochlear implants 
were ‘switched on’ in October 2018. 
He follows sound with his eyes and 

shows beautiful recognition through 
his facial expressions. He has started to 
approximate some sounds, and recently 
made the noise “Aaa” when his Listening 
and Spoken Language Specialist, Michelle 
was saying “Snap, snap” with a crocodile 
toy. Winten really enjoys the use of toys 
during his AVT lessons which provide 
great sensory and tactile cues while 
books and singing also play a big part in 
his lessons.

Michelle works with Winten’s parents 
to guide and coach them to continue 
providing a rich listening environment at 
home. Hear and Say’s early intervention 
program is parent-led, with a big part of 
each lesson teaching mum and dad the 
skills to support Winten as he learns to 
hear and use new sounds.

Together with the support of his family 
and the multidisciplinary team at Hear 
and Say, Winten will continue to work on 
reaching lots of new goals in 2019 and 
beyond.

Winten with Listening and Spoken Language Specialist, Michelle von Muralt
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Find out more:

T: 07 3850 2111
E: admin@firstvoice.org.au
W: www.firstvoice.org.au

COMING EVENTS 

25-30 August 
Speech Pathology Week

Member Updates

Mary and Amelia attending The Shepherd Centre’s 
Confident Kids 9-12 Program.

The Shepherd Centre builds confidence for 9-12s
“He seems to be more aware of the things 
he can do to help others to help him. His 
teachers have commented that he is more 
confident in telling them what he can’t hear 
or if something is too hard or not working 
for him. He is also beginning to understand 
that he can’t change how other kids behave 
but he is in control of how he deals with it,” 
said parent of nine-year-old Tim, who is 
attending The Shepherd Centre’s Confident 
Kids 9-12 Program.

Confident Kids 9-12 is part of The Shepherd 
Centre’s Confident Kids social skills programs. 
Designed for upper primary school-aged 
children, Confident Kids is an interactive, 
experiential based group where children 
with hearing loss will get the opportunity to 
develop their social skills with peers their age 
through role play and other activities. This is 

a six session program for children, with two 
of those sessions to include parents.

This small group program was piloted in 2018 
and has been running regularly this year. The 
Confident Kids 9-12 concept is based on a 
growing evidence base that children with 
hearing loss are at significantly increased 
risk of social exclusion and emotional health 
concerns including anxiety and depression as 
they develop through their adolescent and 
teenage years.

The program works with children to address 
their concerns towards their disability, and 
defining their sense of self and individual 
identity. It aims to tackle the common 
experience of children rejecting support, 
devices and assistive listening technologies 
needed to facilitate access to the curriculum 

and learning potential. 

An initial questionnaire identifies current 
issues for each child and family members to 
address within the group context, customising 
content and outcomes towards these. An 
all-in group for the final session provides 
the opportunities to share outcomes and 
learnings. The group sessions cover methods 
for the children to discover their strengths, 
create and establish positive friendship 
groups, navigating difficult situations, how 
to move from parent advocate to child-led 
advocacy, and building resilience. 

Children in Confident Kids 9-12 also benefit 
from meeting peers with a shared experience 
of hearing loss, helping to dispel feelings of 
isolation and potentially build friendship 
groups outside of a school setting.

The Confident Kids 9-12 
concept is based on a growing 
evidence base that children 
with hearing loss are at 
significantly increased risk of 
social exclusion and emotional 
health concerns including 
anxiety and depression as 
they develop through their 
adolescent and teenage years.

https://www.firstvoice.org.au/

