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About Post-Polio Victoria (Inc)

Post-Polio Victoria (Inc) (PPV) is a non-profit organisation that is run by a volunteer
management committee consisting largely of people who have had polio.

PPV is committed to:
» assisting people with polio to stay connected to their community;

» advocating for post-polio needs to health professionals, services and government
authorities; and

» providing information, advice and raising awareness of issues that surround polio to
the broader community.

Response to the ABCB Accessible Housing Options Paper
In this Response to the ABCB Accessible Housing Options Paper PPV:

» Supplies evidence of the size of the Australian Post-Polio population, the unique
trajectory of the polio disease, and our needs in relation to housing;

» Provides our choice of Option, from the ABCB’s Accessible Housing Options Paper,
and our rationale regarding what minimum level of Livable Housing Design (LHDG)
standards should be incorporated into the National Construction Code — from the
perspective of people experiencing the Late Effects of Polio (LEoP) and Post-Polio
Syndrome (PPS);

» Provides Case Studies to inform the Regulation Impact Statement (RIS),

» Supports calls for the Council of Australian Governments (COAG) to regulate a
minimum accessibility standard for all new residential dwellings in Australia; and

> Argues that economic and statistical considerations and use of cost-benefit analyses
should not be the only disciplines upon which minimum Livable Housing Design
(LHDG) standards are decided.

PPV is in a unique position to offer reliable information on both the ageing and also the
‘ageing-with-disability’ populations.

Introduction

At the public forum, Australian Building Codes Board’s (ABCB’s) Senior Project Officer,
Kieran O’'Donnell, stated that there had to be an identified, rational, quantifiable, rigorously
demonstrated need in order for the National Construction Code to be revised:

"And we are trying to figure out what that need is..(and) how that unmet need is quantified...
We need further evidence and information if we’re going to be able to justify advising a
regulatory change to the National Construction Code." (Hunter, quoted in Polio Oz News,
Dec 2018).
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He stated that there was not much evidence available to support a case for revising the
National Construction Code to include accessibility for ageing people; people living with
disabilities; young families; people facing injury; or people living with iliness. It seemed very
obvious, to the people attending the consultation, that the ABCB would give a heavier
weighting to quantitative evidence - of the sort provided by randomised clinical control
studies and multiple regressions and accounting-based computations — than to the actual
quality of the lived experience of all of the people whose lives would be affected by the
decision on the minimum standards of housing design. Our argument is: Why not the
‘optimum’ standards of design to benefit the whole of society?

This approach immediately put ordinary taxpayers and citizens and polio survivors at a
disadvantage, placing the onus of proof onto us to prove that we need a particular universal
design level for housing. Rather than challenging the ABCB to prove why a particular
standard of design that is appropriate to the needs of the abovementioned populations
should not be incorporated into the National Construction Code.

In this Response to the ABCB’s Options Paper PPV presents polio survivors’ perspectives
and lived experiences to inform the proposed revision of the National Construction Code.
Evidence is provided of the size of the post-polio population, our needs, and Case Studies of
how polio survivors have — or have not — attained appropriately accessible housing to match
their needs and to inform the Regulation Impact Statement (RIS).

About Late Effects of Polio (LEoP) and Post-Polio Syndrome (PPS)

There is a well-developed body of literature on the complex phenomenon that is Polio, Late
Effects of Polio (LEoP) and Post-Polio Syndrome (PPS) in quite diverse disciplines. These
include: physical medicine and rehabilitation, neurological science, dentistry, orthopaedics,
gerontology and geriatrics, psychology, geriatric sociology, Academy of Science, post-polio
health, neurological management, Cochrane Database Systematic Review, rehabilitation
nursing, neurobiology, rehabilitation research, clinical science, anesthesiology, accident
research, physiotherapy, social science, and neurorehabilitation.

Awareness of polio by healthcare providers is limited, and little attention is paid to how LEoP
and PPS affect survivors’ quality of life and support systems (Dorsett & Woodbridge, 2016).
Some government policies may be counter-productive for polio urvivors:

‘for someone with post-polio, the notion of “active ageing” takes on a different meaning to
those who have enjoyed good health throughout life. For people with post-polio the move to
a more inclusive world is still elusive but essential....Universal design thinking makes the
links because the experience of the user is considered, whereas access codes focus on the
compliance checklist that needs to be signed off by a certifier’ (Bringolf, 2016).

These are some of the symptoms polio survivors experience: muscle weakness and atrophy,
fatigue, pain, respiratory complications/insufficiency, sleep disturbance, swallowing
difficulties (dysphagia) and speech difficulties (dysarthria); impaired thermoregulation,
bladder dysfunction, surgical considerations (anaesthetics), falls, psychological
considerations, pharmacological considerations (summary of Cochrane Review), comorbidity
considerations, ageing.
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» Ageing (Amtmann, Bamer et al, 2013; Heath, 2018; Kemp & Mosqueda, 2004;
Laffont, Julia et al, 2014).

» Skeleto-muscular sequelae (Amtmann, Bamer et al, 2013; Berlly, Strausser et al,
1991; Bruno, Johnson et al, 1985; Dalakas, 1995; Eulberg, 2012; Farbu, Gilhus et al,
2011; Farbu, Rekand et al, 2003; Gonzalez, Olsson et al, 2013; Halstead & Grimby,
1994; Halstead & Rossi, 1985; Lonnberg, 1993; March of Dimes International
Conference on Post Polio Syndrome, 2000; Mohammad, Khan et al, 2009;
Parliament of Australia. 2012; Post-polio Health International, 2012a, 2012b, 2012c;
Tersteeg, Koopman et al, 2011; Trojan, & Cashman, 1997; Westbrook, 1991, 1996;
World Health Organisation, 2011, 2018).

» Neurological sequelae (Jubelt & Cashman, 1986; Rekand, Albrektsen et al, 2000;
Soderholm, Lehtinen et al, 2010; Wiechers & Hubbell, 1981)

» Falls (Bickerstaffe, Beelen et al, 2010; Cumming, Thomas, et al, 1999; Gillespie,
Robertson et al, 2012; Monash University Accident Research Centre, 2008;
Sherrington, Whitney et al, 2008; Silver & Aiello, 2002)

» Psychological considerations (Bruno & Frick, 1991; Conrady, Wish et al, 1989;
Harrison & Stuifbergen, 2006; Jung, Broman et al, 2014; Kemp, Adams et al, 1997;
Kemp & Krause, 1999; Rekand, Korv et al, 2004; Tate, Forchheimer et al, 1999;
Yelnik & Laffont, 2010)

» Surgical considerations e.g. anaesthesia (Lambert, Giannouli et al, 2005)
» Sleep disturbance (Dahan, Kimoff et al, 2006)
» Dental complications (Bruno, 1996)

» Effects on families (Silver; 2001)

If it has taken 10 years for 5% of new houses to be built to Silver Level Livable
Housing Design, will it take 200 years for 100% of new dwellings to be built to Silver,
or Gold, Levels?

In 2011 COAG wrote: "An aspirational target that all new homes will be of agreed universal
design standards by 2020 has been set, with interim targets and earlier completion dates to
be determined’ Council of Australian Governments (COAG). (Feb 2011:8)

PPV will not reiterate the position of the Australian Network for Universal Housing Design
(ANUHD) — a position with which we agree - regarding regulation of a minimum standard of
Accessible Housing. Save to say that it is disappointing that a seeming lack of political will,
perhaps combined with the commercial interests of developers and builders who apparently
do a lucrative trade in retrofits, have led to so little progress towards the ‘aspirational goal’ of
100% Silver Level new builds in the past 9 years.

Based on the Option 3 scenario:

Option 3 - Weighted Average cost for Class 1a new builds: $20,710
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Option 3 - Weighted Average cost for Class 2 new builds: $28,766 (ABCB, 2018:28)

If, as the LHDG suggests, falls, alone, cost $1.8 billion p.a. in public health costs (Monash
University Accident Research Centre, 2008), then there could, for the same cost, be many,
many dwellings built to Option 3 standard (86.93 million class 1a dwellings, or 62.6 million
class 2 dwellings).

‘Aspirational’ goals have not proven to be worth the paper they’re written on. Polio survivors
cannot wait for accessible housing. The Silver - or preferably the Gold Level - must be
regulated at once, rather than maintained on a voluntary basis. Measurable milestones
should be monitored by an independent authority.

Commentary on Case Studies and Recommended Options

‘The intent of the design principles of the LHDG is to provide homes that are easier and safer to use
for all occupants, including people with a disability, the aged, people with temporary injuries and
families with young children.is According to the LHDG, a home designed using its principles is easy to
enter, easy to navigate in and around, capable of easy and cost-effective adaptation and responsive
to the changing needs of home occupants. OPTIONS PAPER P7
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Case Studies
Case Study 1 — Class 1a dwelling — retrofit funded by MyAgedCare

Our bathroom, cedar lined, took two carpenters to install rails. The first one wanted to go in
from the room on the other side of the shower, but the second was able to do the work using
a proper stud finder. We have had rails successfully installed at front and back doors as part
of our Aged Care package, which is working well however.

Inclusion of railings at entry doors and in the bathroom give us added security against falls,
particularly in the shower, having lost a friend to a fall in the shower. Falls result in a high
percentage of admissions to nursing homes, ending many useful lives. The point of this
exercise in making homes accessible is about the quality of life to which every person is
entitled.

| fully support this move to make homes and buildings universally accessible. My only
comments on the difference between Gold and Platinum are the essential needs for safety
and accessibility in kitchens and bathrooms - has to be Gold all the way! I've watched a
friend in a wheelchair getting hot dishes out of an oven onto her knee! Safety is essential in
the kitchen around heat and flames.

Thinking further about this important issue, I’'m reminded of Graeme J, building units at
Rosebud, including one to be wheelchair accessible for himself. He made plans and his
cousin took over the contract. In the end despite Graeme’s supervision, bathroom doors
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opened the wrong way and on one occasion he was tipped out of his chair at the open front
door by the door problem. Postie arrived with a parcel for him, handed it over to the prostrate
Graeme “Here you are mate” and left. While this is funny, it is typical of attitudes to disability.
Builders need to be closely supervised when making homes accessible or doing retrofits, or
as happened to Graeme, they revert to standard ways.

Given the Federal Government’'s MyAgedCare commitment to provide packages to keep
older people in their homes, the highest level of accessibility is essential in new builds to
save the cost of retrofitting. My husband (82) and | have been fortunate to have two Level 2
packages that have provided some modifications to a house we chose for this period of our
lives. Those modifications relate to railings for entry and bathroom handrails. The house has
wide openings in the event either of us need a wheelchair so it makes sense that all new
builds - hallways and doorways - are so designed. | use a mobility scooter, so consideration
of storage, safe charging, and access for electric mobility devices is also necessary. There
have been fires in hallways relating to scooter/chair charging.

New builds in our area are increasingly sited on tiny blocks limiting the space a scooter or
wheelchair could move around outside or even allow modest recreational space for raised
beds for gardening, which lifts spirits, providing basic opportunities for vegetable, herb
growing.

We have been provided with adjustable beds which take up more room than our queen sized
bed, needing more power points too, so bedrooms must be large enough to accommodate
and move Hospital style beds.

Our kitchen has been designed to suit us both but | would not be able to cook in it if using a
wheelchair - benches, stove etc too high of course. Laundry would also be impossible to
access from a chair, hard enough using a crutch.

For people with disabilities Independence is precious. A properly designed home makes that
independence possible, less effort, meaning less likely to contribute to further deterioration
and dependence on care.

Fran Henke

Case Study 2 - Class 1a dwelling — Unmet need because cannot afford to do retrofit,
cannot get funding

I’'ve had polio since | was 11 months old and now that I'm in my late 60s | find it extremely
challenging with the way houses are built and the lack of accessibility options for the future.

My current condition is due to polio, osteoporosis, 2 fractures in my left leg and general
pain/weakness/fatigue due to post-polio syndrome — | am bound to a wheelchair in the

house and scooter outdoors. My husband (aged 78) and | live in a modest 3 bedroom 2
bathroom single storey house.

The greatest challenge | face now is to have funding to build a Platform Lift to enable me to
get to my car and drive out. This is because there are 3 steps down from the family room to
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get to the undercover pergola then garage. Numerous assessments and quotes put this into
a HARD BASKET: either use up the small backyard with landings and ramps or install a
Platform Lift from the family room which both cost a fortune for which | cannot get funding
when | need it most.

Had | known then what | know now in order to live independently in my house, | would have
wanted to have my house built with:

a) Larger doorways, ensuites, corridors, bedrooms

b) Wide and accessible exit to the backyards

c) Steps to comply with height rise standards to enable provision of ramps

d) Larger single garages to accommodate wheelchairs or scooters

e) Internal entry from garage into house

f) Larger laundry to accommodate side by side appliances plus drying and broom
cabinet

g) Kitchens with adequate space and bench heights to suit all disabled equipment

h) As some of us cannot take the garbage & recyclable bins out for collection — a facility
such as a sliding chute (channel or passage from kitchen to bins) taking rubbish
directly to the garbage bins

Case Study X - Class 1a dwelling, self-funded retrofit.

| have post polio syndrome and walk with crutches. | am anticipating a time when | will need
to use my wheelchair, now for outside use, more inside the house. We recently made some
modifications to our home. Itis a 1910 home that had been previously renovated. This
involved updating the kitchen, main bathroom and ensuite.

We used graded non slip floors, made one bathroom wheelchair accessible and made more
space in the galley kitchen adding easy closing drawers, some more accessible cupboards
and the oven was chosen with particular easy use features.

It is very difficult to bring an old house to an accessible standard. Even after recent
modification our house does not meet any reasonable access standard although it is an
improvement on how it was. For example the doorways to the front four original rooms are
too narrow (74 cm width) for wheelchair access. Original rooms are small. There is a step to
the front and back doors and two to the small back garden from the verandah that require a
larger remodeling to get rid of. It is not simple to put in a ramp as space is required to get the
right gradient.

Another reason retrofitting houses is difficult is lining up funding with the project time lines.
We chose not to seek funding through the NDIS because the process is too lengthy to fit in
with a project where we were lining up builders who were available and at that same time
lining up a house to stay while the work was being done.

We are fortunate that we are not reliant on the NDIS to do this work. For those that are, |
hope that the system takes into account the reality of managing a home modification project.
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Case Study X — Class 2 dwelling - New build

A flat, built in 2010, specifically for ‘women over 65 years of age, who are in danger of
becoming homeless, with a view to ageing-in-place’ could have met the Silver Level
requirements of the current Livable Housing Design Guidelines.

However, as can be seen, it was far from fit for the purpose for which it was built:
a) Main entrance central opening doors too heavy to open from wheelchair.

b) Stepless entry from spacious corridor, with wide door that was so heavy that it
challenged even a young, able-bodied person to open it. No hope of opening it if you
were in a wheelchair

c) Ditto door from lobby to car park

d) Ditto door to bin room, getting rubbish in to bin room and opening the lids on
industrial size bins. .

e) The main entrance single door opening is way less than the Gold Level
recommendation of 850cm and is now way too difficult for me to manage to open
without having to use my whole body to push on it. A feat that is proving even more
difficult trying to get my shopping jeep through.

f) Installation of an electric jug and microwave oven took up half the kitchen’s available
bench space

g) All kitchen cupboards were above/higher than the cooktop. The only other storage
space in the flat was a built-in robe in the main bedroom.

h) One electric plug per room, close to the floor & inaccessible

i) Step-in shower, with no lip, flooded the entire bathroom floor every time the tap was
turned on. No towel, nor any other, rail

j) 2 very small bedrooms

k) Small balcony, with a high lip to access

) Flat was on 5" floor. Lift regularly went out, sometimes taking weeks to fix.

m) Water system, with loud grumbling noises and ghostly clanking of pipes, broke down
on multiple occasions

n) One carpark and one storage cage that could not withstand burglary.

Case Study X - Class 1a dwelling — Self-funded new build
Five years ago | endeavoured to build two duplex wheelchair accessible homes.

| consulted with occupational therapists and specialist access building consultants during the
design phase. The final working drawings signed off for contract met all wheelchair access
needs. | was unaware that working drawings are nothing more than mud maps as far as
engineers are concerned. | was not fully kept up to date with consultations between the
builder and planner at council.

Post initial planning permit approval | was advised that the council required a lowering of the
building height and this incurred an extra $10,000 to redesign and rebuild the roof. | was not
told that they were raising the floor!

| did not secure engineering plans until the building was at lock up stage and that was only
after a lot of pressure.
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When | first saw the slab, | was stunned to hear that the building had been raised
supposedly due to changes by council regarding 100 year flood levels. We have only lived
on the site for 25 years and have not had the opportunity to experience any obstruction to
the street by water so far. We do live at the higher end of the street. The building slab is
450cm higher than the approved final working drawings, 650cm higher than the original and
all neighbours’ houses and 700cm above street level.

On completion 3 years later:

* Duplex One almost made the grade. The building has a 'drive in drive out' lift, all
doors 900cm opening with min of 1500mm turning space, a large wet bathroom with
built in seat and wheelchair hand basin access, accessible bedrooms, kitchen,
laundry and living areas.

o The driveway is exceedingly steep with access to the front door difficult to
manage for the frail and those using crutches. Wheelchair transfer to car is
dangerous in the driveway and needs to take place in the street.

o Some internal walls were moved by 300cm resulting in some areas of the
internal space being difficult to negotiate in a wheelchair.

o Extra costs were incurred fixing grab rails - even though during the build an
OT spray painted studs with the builder present where extra battens were to
be placed. The extra battens could not be located and it is assumed they
were not fitted.

o External access to the house is restrictive and incurred an extra $28,000 in
landscaping costs to enable wheelchair access to the front door and back
yard.

* Duplex Two failed in too many areas due to a lack of understanding of intent at
council restricting the length of the building by 800cm. The rear yard of the duplex is
twice the size of the one we retained and this affected negotiable space in some
rooms of the house. A bit of a fiddle would enable a lift to be retro fitted.

o The building could be made fully accessible with some retro modifications
which was the suggestion of the builder.

| believed | was educated in the process of accessible housing and had worked with people
who understood what was required. The reality however, | learnt, is that designers and well-
meaning builders are not the ones in control of final plans and construction. Builders contract
out everything from design, planning permits, construction to individuals who you may not
meet and they will not know of the needs of the person for whom the house is being built.
Further to that city planners and council can be expected to have little real understanding of
the needs an individual wheelchair user. Planning permits are issued as a process of
compromise and planners at council work with the desires of the home builder and with their
neighbours’ objections.

Part of this process is the neighbour's planning meeting, | headed off to the council offices in
my powerchair, a familiar sight for my neighbours. The allocated council meeting room had
to be changed at the last minute, so | could attend the meeting. Two neighbours were
understanding and two just did not want anything to change. Among one of the objections
was the one the possible disturbance of the noise of a garage door being opened at night.
As a distraction the council planner asked why a lift was being installed. The builder's
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contracted planner responded that the lift will only be used at most few times when his client
accessed his bedroom and anticipating a complaint he added it will not be noisy. The fact
that the house would be unusable for me without it and that lift is electric and is in the centre
of a fully insulated accessible building was not mentioned. | am sure it never entered the
contracted planner's mind to think why the houses were designed as fully accessible
wheelchair homes.

| left that meeting with what | understood to be a negotiated permit that was not that different
to the final working drawings that had been prepared with council planners over the previous
12 months. Alas, there were further meetings with the contracted planner, engineers and
council that at the time | was not aware of, where changes took place such as raising the
slab height by 450cm. The step down from my laundry door became 700cm and 1300cm
from a side boundary fence, try ramping that. | had to build 4 rail extra high fences and after
the handover | built retaining walls and raised the ground level by 450cm supported by
permeable and conventional drainage and installed a step which provides exciting
wheelchair access to the side of the house where | had intended to put an accessible clothes
line...

Case Study X — Class 1a dwelling — occasional self-funded modifications, over years

In my case, and I'd say, for most of the others, we haven't had renovations done to these
standards - only bits and pieces done over the years that are the most convenient and least
costly options for older houses.

Case Study X — Builder with a dream of universal accessibility

Townsville builder's dream for disability-friendly housing to become standard, 9 Dec 2018

https://www.abc.net.au/news/2018-09-12/accessible-housing-push-in-townsville-for-
inclusive-living/10209796

North Queensland builder Martin Locke has been pushing for Townsville to become a pilot
city where all new homes are built to a silver level standard, to meet the needs of Australia's
growing populations of older people and people with a disability.

Mr Locke has garnered support from Townsville City Council, land developers and the
building industry, but without a financial incentive provided by Government he said there is
no way every new home buyer will build to that standard.

"It is a bit sad that we have to offer financial incentive for something that is just and right ...
but unfortunately it is just not happening," Mr Locke said.

"Making it mandatory isn't the way to go, but | think everyone will realise where you can you
should build to this standard.

"It future-proofs the homes you are building for the fastest growing market, the aged and the
disabled."
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Liveable housing to meet population needs

In 2010 the Federal Government's Liveable Housing Australia Guidelines were developed to
address the shortage of homes that meet Australia's growing populations needs.

The Guidelines' target was for all new homes to be built to silver level standard by 2020.

Silver level is the minimum level needed for a person with a wheelchair to be able to live in a
house.

The Queenslanders With a Disability Network (QDN) has estimated that less than 5 per cent
of new homes are being built to that standard.

"There have been lots of targets set, but without actual commitment and requirements put in
place and incentives to get the building industry to reach those targets," Michelle Moss from
QDN said. "So the project here in Townsville, which is about silver level housing, is actually
helping support meeting those targets."

Mr Locke said the few changes needed to make a house silver-level compliant add less than
$2,500 to the cost of a new home.

The main changes include having one metre-wide hallways, a step-free shower, 870
millimetre-wide doorways, extra beams in the walls of the bathroom to allow for grab rails to

be installed, one entry without stairs and 1.2m between the toilet and the toilet door.

"The thing about silver level housing is it is so basic, it is so easy to do it at the start of
construction," Mr Locke said.

"There have been numbers saying it costs 20 times more to do it retrofitting."

Rental market not wheelchair friendly.

Townsville resident Jeff Wright was badly injured while riding his motorbike in 2015 and now
requires a wheelchair for mobility.

Mr Wright spent four months last year looking for a rental property that he could access in
his wheelchair. Confounded by the rental options available, Mr Wright ended up having to
buy a property and modify it to make it wheelchair accessible.

"I was in the building game before the accident so | had a good idea of what | wanted to do.
But still, it took six months and | was in a hotel for six months waiting for the modifications to
occur."

Even after $130,000 of modifications Mr Wright said his home is not ideal.

"A couple of the doors have to be lined up perfectly or I'll skin my knuckles," he said.
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Queenslanders With a Disability Network has reported that 830,000 Queenslanders with a
disability are facing a housing affordability crisis. Ms Moss said people with a disability and
older people on a pension find it particularly hard to find housing that is both suitable and
affordable.

"Often people are on fixed incomes, which impacts on their ability to participate in the
housing market and then there is a lack of options," she said.

Mark Henley from the Queensland Council of Social Services (QCOSS) said this lack of
accessible housing is preventing people with a disability from integrating wholly into society.

"If you don't have that foundational piece around housing, other areas will suffer," Mr Henley
said.

"Housing is foundational as far as people having good health, opportunities for kids to get to
school and be educated ... accessing employment and sustaining employment.”

Accessible homes support whole community

Liveable Housing Australia has reported a 60 per cent chance that a home will be occupied
by a person with a disability at some point.

As Australia's population ages, accessibility is also on the minds of many older home
buyers.

Mr Henley said it is not enough to have accessible homes just for people with disabilities.

"People with a disability want to actually go and visit family and friends and also get access
to the other infrastructure that exists whether it is retail or commercial," Mr Henley said.

"The more they can access other premises the more inclusive the whole community is."

Mr Wright said he has to be a "bit inventive" when it comes to accessing some houses or
businesses.

"There are some places that | just cant get into," he said.

"The boys will lift you up and carry you, but it is not quite dignified either and you don't want
to impose on your mates," he said.

"You want to feel independent rather than feel obligated on people's assistance."

Subsidy program proposal

Ultimately, Mr Locke said he would like to see a First Home Buyers Grant-style subsidy
scheme for silver level housing established, but for the time being he would be happy to see
a 12 month pilot program in Townsville.
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Mr Locke said both State and Federal Government representatives have been very
enthusiastic during meetings about the Townsville pilot but he fears the project has stalled
around the subsidy.

"We have done everything we can as a local community," Mr Locke said.

"l am hoping that State and Federal Governments really do find a way to match what the
Townsville community has done, that is the final piece of the puzzle."
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