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Date: 12' August, 2010 

The Director 
Standing Committee on Social Issues 
Parliament House 
Macquarie St 
Sydney NSW 2000 
Fax: (02) 9230 2981 

Dear Director and Standing Committee on Social Issues, 

Thank you for providing the opportunity to make this submiksion into the i n q q  of 
services provided or funded by the NSW Ageing, Disability and Home Care. 

( (a) the historical and current level of funding and extent of unmet need 

My husband is a complete quadnPIegic at C4/C5 level afer a mgbJ, tackle resuked in a @rial cord 
in/i/'y in April 2007. 

In consideration ofthe Terms ofReference below, my submission outltnes my issues, their +act on my 
f a 4  andproposed solutions to address these isstces in pointformat relating directly to the Terms of 
Reference. 

Atpresent in N S  W my husband quahiesfor 35 hours of care per week,yet I j n d  I am constantly 
s t r ~ ~ g h g  with all that is regtired o f  looking after him, our sevenyear old daughter, running a household, 
looking after the horn, workingpart time, and in a constant state ofpanic o f  'be don't have enough 
t o n g  to surviue!!!" 

Prior to returning to northem N S W ,  which was our home for Ioyearsprior to his accident, we lived in 
a Govt..pmvined dkabilip house i n ~ ~ ~ f o l l o w i n ~  the 10 months he spent in Princess Alexandra 
H o ~ i t a l i n  Brisbane. I n Q L D  the carer hours we were provided with was 43 hoursperweek, and I 
was entided to one week peryear ofreJpte where he wasgiuen an overnight carer who - also looked dfter 
o w  daughter. This was not on4 invaluable to my sanig, but also the 43 hours per week gave me a lot of 
help. The 35 hoursper week is onlyjkst enottgh to do the dukes requiredforpersonal care (bowel 
therzpy, ~howeritg dressin& hokting etc), and there is no extra time to help me with aything else - 
which I deqeratelj need! 

The things I stru~le with are the things that heprevions~ did, and although it sound like I amjom the 
1950 1s - the 'han jobs'? Cleaning outgutters, lawns,fiXtng things in the honse, chgbingjrewood, 
garden maintenance, house maintenance issues, pmblems wiih the van, aLl that kind ofst$& and euen if 
we did have extra carer hours - legally thg are not aLowed to do these kindr ofjobs. In an ideal world 



our friends would be offering to help with all of this - but t h y  had helped so much since hi? accident in 
the first cotlpe ofyears, and now all have returned to their lives and their own pmblemr in raising their 

familis etc. 

On top ofthis - what happens when I'nz sick, burnt out, need a break? Nothing, I can 'tget sick! The 
realip is he can't take care of me when I have problems, and neither can our sevenyear old daughter. 
A n  example ofthis is lastyear I httrt my neck and 4tergoing to the Commonwealth Reqite Seruice and 
them ofiring me 1.5 hoursper d q  to have my own carer, this wasgreat - t h y  came in the a jhoons  
and made dinner and bathed our da~ghter. But what about the rest ofthe time, I still needed tojed my 
husband, myseg gmcety ~hOp,get toph_sio appointments etc, get her o f f to  school andpicked trp, do 
washing, cleaning, and evetything else. I was strpposed to he 'Festing" but I don't know of  aqone who 's 

, husband is a quadnpLegic evergetting the opportui~i~ to rest. 

What I wouldpmpose isfundingor extra care hoursper week, O R  hoursperyear which we could 
choose to use in whichever w q  we seejt. 

On nzoving to N S W t h e  agency told us it was agood idea to bank at Least one hourper week for times 
such as those listed above. We have recent4 started doing this (one hourper week), but at agreat cost to 
us - less carer hoursjir my husband, which then of course I need tofillmyse.j! I honestbjarfor how 
our fiture looks - I'm 37 now, but how am Igoing to manage when I'm in my 50s, 60s, 700s 
Looking 4ter a quadniplegic husband isph_sically demanding. 

@) variations in service delivery, waiting lists and program quality between: 
(i) services provided, or funded, by ADHC, 
(ii) ADHC Regional Areas, 

Service delivety - so far, we have been with two d@rent agencies in N S W  in on4 18 months. We j r s t  
signed trp with paraquad, which offered appalling service and less-than-appealingpq rates to their 
emplgws, and therefore wejiund it very dficult to get carers on weekends, and due to them not ever 
being abLe to remit enough pemanent staffjir us, we ojen had carers turning trp fmm other agmcies to 
fill shifts - which is vety unsettlingjr ns as a famib. Next we moved onto Australian Home Care, 
primarily because t h y  offer a betterpg rate to carers, and because t h y  have an ofice ha&,  and wej l t  
we wottld receive better service - and at least be dealing with rjrcej'land notjust over the phone whenever 
we hadprobLems. This has t m e d  out to be no better, and s td  there are rostering issues, and on top of 
this, our maingripe which we were assnred m d d  not be aproblem with AHC is that we would like 
carers to be able to be in the house when we are not here with ourpemission. For example $1 need to 
race offjir work, and is taking our daughter to school (he 's in apower chair), we might both 
need to leave the house b 9am. This means the carer aho has to leave the house then, aLtholrgh there is 
sti(l30 mins I$ oftheir shift which is mopping wp in the bathroom 4ter him, dealing with overnight 
drainage bottles etc, andfinishing all that is required on a morning shift. The agency will not budge on 
this issue, however it waspart ofthe reason we went to the new agency- as t h y  said that wottldn't he a 
pmblem. Now t h y  havefottnd out that it's not allowed. V e 9  annqing! 

I have nothing to s q  regarding waiting lists as I haven't experienced that. With regards to regionaL 
areas, it'spreferable to have an agency ofice nearb whenyou live in a "mral" area such as we 'tz classed. 

I (c) flexibility in client funding arrangements and client focused service delivery, 

I believe that the funding arrangements aren'tfex'ble at alL Yes, to some degree t h y  are clientfoccussed 
(the service delivery) but as Ipointed out above, f t h v  were clientjcussed t h y  wodd take into account 
that allclients have &$rent needs and require &$rent servce<. For example, f m y  husband didn 't 



have me (his w$) he would need help with shoppin&pqing bills, making appointments, doctors and 
specialst appointments, being drir,enp/aces, cookingfor him and mealpreparation etc, washing, hanging, 
folding, ironing etc. Single clients need help mith allofthis,yet are notgiven any more hours and 
somehow - I don't know how thg do it! In fact, I don't know how we do it, and I believe it's not u~ztiL 
someone in parliament or a high-projile Anstralian celebrity gets a spinal cord i@y that ysterm will 
change, and that our needs will be revised, taken into consideration, and then passib4 met. 

1 (d) compliance with Disability Service Standards, 

I can't answer this question. 

(e) adequacy of complaint handling, grievance mechanisms and ADHC funded 
advocacy services, 

OW c o m j / a i n t s ~ ~  are curren* under review. 

(9 internal and external program evaluation including program auditing and 
achievement of program performance indicators review, and 

It is appalling that carers are paid a minimum amountfor trainingfor a ha&orfttIl d y ,  and not their 
regnlar hour4 rate. It's their time which is being taken zp - and most ofthem have otherjobs which 
they're having to take time offfor. Yes, it'sgood to offerfurther training or refi-esher courses, but sure4 
t h y  shottldgetpaid adequatelyfor it?! I belie% that when the ageny is back on track (they h having 
staffissues) then theirperjirmance indicator reviews will be fine - AHC (Coffs Harbottr ofice) are 
prettygood at listening to our concerns, even though the ofice is our closest ofice - thg have 
had m a y  managementpmblems. 

( (g) any other matters. 

I .  We have recent4 beengranted 82000 to spend on afamilj holidq - we leavefor a week a w q  on the 
4" September This is amaeng - it's ourjirstjimily holidq since his injuy, and is vey much needed. 
We thank the Gout organi~ation for this opportunity, and while we know it's apilotprogramme, we are 
ueiy hopeful it will be ongoing as it would ensure our fami4 could have time a w y  eachyear- which is 
v e ~  important! 

2. I can't believe that once apatient is discharged from the spinal #nit in hospital, that there is no further 
strpport ofired. Since leaving hospital my hnsband has not had any p&siotherapy, which Ijind 
astounding - and we can't afford to pq for  it, and there are vey few sem'ces offend to ns z$ hen in 
northern N S W .  lfthere are semCes - how are we sqposed to access them,jind out about them etc? 
there is no public transport f y o u h  in a wheelchair, the trains have stopped rnnning and the buses don't 
caterfor wheelchair users. Taxi's are too expensiue, and quitejank4 - when our van eventual4 dies, 
we Ylnot be able to replace it. It's hard enolnghjinding the nfoneyfor new tyres, registrations, insurances 
etc. 

3. (ivng on a disabilitypension 6- a carerspyment is litera& ajoke. 8400 oddperyearprovinedfor 
medicalsqphes - also ajoke. We're veyfortunate that due to a lot offtnndraising o w  local 
community in the firstyear dter his accident that we've now got a nlatively s d l  mortgage,yetpaying for 
the d q  to d q  items, medialst/Pplies, insurances, registrations, rates, bills etc is nigh on impossible. This 
means we do not have the money t o p y  for the things we need help with as I'd outlined in (a.) above. IF 



you couldprovide extra carer honrs, or 'haintenance" hours to help with things around the honse, h? 
won/d be a little less stresSfuL 

4. co/inselling - since his accident I havejilt that I needed counselling at various times. Even tho@ I 
have received a mental health careplanfiom the Doctor that ensures I don'tpq thefullprice, it's still 
out Ofmy reachjnaucialy. S m l y  S o d  workers could be provided on an ongoing basis, to help with 

families deal with the trauma of a spinal cord i y u y ?  

5. I uoZ/ld like to make it known that i'm notjust complainingfor the sake ofit and notgetting up and 
doing something about it myst& My hnsband had alwys workedftll time, and in theyears leading wp 
to hif accident was se&e@loyed I am no longer able to work full timejob due to the care which he 
needs, and caringfor our sevenyear old dangbter. My husband is obviously unable to workf;.lltime 
either, and ewn when he hasfinished his T A F E  st14 (hndscape design on the compcter as he was 
previously a landscapr e9 horticnhralist) he willnever be able to workf;.~ltime dm to his health 
issuef. I t  angers a~djkvjtrates me that we are good hard workingpeople who a n  now strnlgging to s t y  
ajYoaoal a n d p q  our bilh. . . 

I have so much more I codd s q  and issues to raise,yet I have found in the past I am banging my head 
against a brick wall- and qnitefrankly, I'm exhausted. Bottom line is, wehgratefnlfor the help we 
receive, but it's not enongb. If1 conldjnd a miraclefor my h d a n d  andgivt him back the use ofhis 
6 0 4  internal organs, and dgnip - I wou/d in ajClash. In the meantime, all1 can do is learn how to 
live with this horn$c injuy, /earn how to srrpport him and our daughter, and hope that we will receive 
more swpport bothjnann'ally and with carer hours in the not too distantfuture. 

I understand that all the snbmi~sions made to pnhlic Parliamentay i n q ~ m  are made available to the 
pnblic on the N S W  Parliamentay website, and while I don't wantfor my st~bmission to be confidential 
as I believe that people need to read ofpmblems to gain more tcnderstanding and insight, I aho don't 
want to have my name on it. Is thispossibIe? 

Again, thank you for providing the opportunity to make a submission to this very 
important and timely inquiry and I tmst that the committee will makc appropriate 
recommendations to address any issues. 

I wodd aho be happy to appear as a witness in person to answer qnestions and/orpmuide further detaih 
to clan3 the content ofmy snhmiission). 

Yours sincerely, 


