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Following a number of suggestions from members 
through last year's Education and Therapy Service survey, 
SBH Queensland will be improving its communication 
and information sharing with members and supporters and 
at the same time becoming more ecologically responsible. 

Spinet is now able to be viewed and downloaded from the 
SBH Queensland website www.spinabi®da.org. If you 
would like to receive your newsletter electronically, please 
let us know your email address and we will email you to 
let you know when it is published on the website. Apart 
from saving money on postage and printing and creating a 
smaller carbon footprint, there will be an added bonus for 
people coming to the website for Spinet. The newsletter 
will appear on the website about 3 weeks prior to it 
arriving in your letter box. It takes that long to print, fold, 
place in envelopes and be delivered to you by post. 

SBH Queensland has started a Facebook page called 
SBH Qld. It was started as a way for the SBH ASSIST 
team to connect with adults. There is quite a network of 
adults using Facebook and this seemed like a good way to 
communicate with them. The initial idea was that it would 
be used to post notices for adults, but because some of the 
®rst people to use it were parents of children with spina 
bi®da, we have opened it up and hope to make it relevant 
to a wider audience. Please let us know how you would 
like to see it used and how it can be of bene®t to you. 

We are also investigating whether it would be worthwhile 
publishing an email newsletter for members and 
supporters. The newsletter would be in addition to Spinet 
and would be sent directly to you via email. More 

than 100 adults with SBH have been receiving an email 
newsletter from SBH ASSIST for 3 years and it has 
proven to be very popular. It encourages member feedback 
and input and has contributed to a feeling of community 
and camaraderie among adults. 

For a number of years we have compiled a list of new 
acquisitions in the library. For the most part they have 
been magazines from spina bi®da organisations from 
around Australia and the world, but lately we are seeing 
more research on spina bi®da and hydrocephalus 
appearing in medical and other journals which we also 
collect. This New Resources list is circulated to staff and 
other service providers with a summary or highlights 
of the journal articles.  The recent research column in 
Spinet is taken from this list. If you would like to receive 
a copy of this list (it is sent by email only) please email 
Bill to let him know. The email address is bshead@
sbhqueensland.org.au. 
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Recent research from the US heralds exciting 
possibilities for children and young people with spina 
bi®da. In what may turn out to be a huge turning point 
in the way students with spina bi®da and hydrocephalus 
are taught, a mathematics program which was especially 
developed for children with spina bi®da helped them 
to make great advances in solving a particular type of 
mathematical problem. 

Part of the dif®culty in coming up with effective 
learning strategies in the past has been that students with 
spina bi®da have not been provided with strategies that 
work for their particular cognitive pattern of strengths 
and de®cits. Now that this is being researched more 
extensively a greater understanding of strengths and 
de®cits is being uncovered. The hope of researchers is 
that the strengths may be used more effectively such 
as in the mathematics program referred to above. A 
summary of the articles appears in the Recent Research 
column in this Spinet. 

An issue that has always been a concern to SBH 
Queensland is that the demand for our services 

and support has constantly been much greater than 
our capacity to deliver those services. In a funding 
environment where government funding is more and 
more dif®cult to access and the use of those funds are 
more and more prescriptive, the only way to provide 
more services is to put greater emphasis on raising funds 
ourselves. We are exploring some new opportunities 
in this area and looking to expand some others. You 
will ®nd included with this copy of Spinet ¯yers on 
the Wheel & Walk to be held on 22nd August and the 
Entertainment Book. Please think about supporting 
either one or both of these projects. 

We are also working to improve our communication 
with members and supporters. A number of 
improvements in this area are being undertaken and 
you can read about them in the lead article. We are also 
planning an Information Day and Expo for 4 September 
which we will have more details of soon.

Please enjoy reading this issue of Spinet. 
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Parents can choose how they react to the ªworld of disability.º 
Reactions may be affected by one©s culture, family values, 
personality, education, economic status, learning style, health 
or self-esteem. But these factors need not de®ne what we do. 
We can make choices.  We can't control the circumstances 
that affect our lives, but we can control how we react to those 
circumstances.

For example, I was a very shy person until I became the parent 
of a child with disabilities. I decided to overcome my shyness so 
that I could better advocate for my child. This has not been easy, 
as shyness is part of my personality. But I made a decision that 
speaking up on behalf of my child was important enough for me 
to make this fundamental change. People who know me now 
have no idea what a shy, reserved person I used to be!

So why did I think I had to speak up for my child? Like most 
parents, I knew nothing about my child©s disability. Once the 
disability was diagnosed, I read everything I could ®nd and 
talked to everyone who seemed to know anything about it. I 
learned that there were con¯icting views on how to deal with 
this disability. One method of educating and rearing a child 
with this disability was popular with the school system. After 
considering that method and my own vision for my son, I 
decided that it was not appropriate for him. I would need to 
advocate for something different, if I wanted my child to achieve 
the dreams I had for him.

I decided to challenge myself to speak up, rather than sit back 
and be quiet. It wasn't easy and it took a number of years before 
I was comfortable in my new role. But it was worthwhile. My 
son has done more than I had ever envisioned.

While there is no guarantee that a vision will be realised, 
parents are responsible for making an effort. Every child's life 
is enriched by working towards goals. Stay committed to your 
dreams for your child, work with others and keep in tune with 
your child's changing needs. 

Maintaining high expectations can be dif®cult but worthwhile. 
This is what some parents have told us:

$! ªIt's been the biggest challenge of my life and I know we're 
not through. It's been a challenge to be the best advocate I 
can be for my child and still keep myself sane!º

$! ªI can honestly say I don't stay up late at night worrying 
about my fears anymore. If my expectations have changed 
in any way, they have only become bigger, wider and more 
grandiose.º

$! ªMy son is going to teach us a lot more in life than we will 
ever be able to teach him.º

*Carolyn Anderson is an advocate for the PACER Center, an 
organisation dedicated to enhancing opportunities for children 
and young adults with disabilities.

This article is excerpted from the PACER booklet, "High 
expectations.º For more information, visit www.pacer.org.
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By Carolyn Anderson*

Having high expectations is not an easy path to follow when 
raising a child with a disability. It requires challenging yourself, 
your child and others to do more than assume that a disability 
limits a child. But choosing the path of high expectations is 
worthwhile, because it improves a child©s life.

Learn to challenge your expectations. Parents have dreams and 
hopes for their children even before they are born or adopted 
when we discover, sometimes suddenly, sometimes slowly, that 
our child has a disability our dreams and hopes may have to 
change. We don©t have to expect less but we may need to expect 
something different than what we had imagined. As one mother 
said, "I don©t make assumptions now. I am more conscious of 
my hopes and dreams for all my children.º
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T&('$ :UO$ Mackay outreach trip

$ V Dutton Park playgroup 

 8WUO9 Wheelchair Skills program for 3 ± 7 year-olds

T&*F$ :8 Dutton Park playgroup 

 :OU:P Mid-Year Evaluation, Planning &   
  Professional Development

 8OU8X The Young and the Restless GOALS   
  transition program for 17-25 year olds

 8XU8Y Gladstone outreach trip 

M&-&)?$ 8 Dutton Park playgroup

 :O RCH Transition Clinic

 !!   Wheel'n'Walk Fun Run at Captain   
  Burke Park

 8PU8X Townsville outreach trip 

!'=?'KA'/$ #$% Spina Bi®da Awareness Week

 P SBH Queensland Information Day &   
  Expo

 X Dutton Park playgroup

 XU:9 Southern Cross Motorbike Run ± Western  
  Queensland

 89U8: Wheelchair Skills program for 8 ± 16   
  year olds

 8VUO9 CAMP for 10 ± 13 year-olds

7>?.A'/$ P Dutton Park playgroup 

 :8U:O Mt Isa outreach trip

 :8U:P Dalby Chinchilla outreach trip

 :WU88  GOALS program for adults

2.D'KA'/$ :  Dutton Park playgroup

 88U8P End of Year Evaluation, Planning and   
  Professional Development

These events are subject to change. We always add more events and programs as we progress through the year but sometimes we have to 
move things around a bit. If you are interested in an event, please telephone to con®rm that it is still going ahead and to let us know that you 

are coming. People from country areas are especially welcome to events in Brisbane if they happen to be in Brisbane at the time.
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Purchase your 2010/2011 Entertainment Book now to 
receive over $15,000 in valuable offers valid for use 
through to 1st June 2011.  The Entertainment Book is 
packed with hundreds of valuable offers from the best 
restaurants, cafes, takeaway chains, hotel accommodation, 
attractions, sports and leisure activities¼ all with 25% to 
50% off or 2-for-1 offers.

Entertainment Books are only $65.00 each, with $13.00 
from every book sold given back to SBH Queensland.  

Please phone Kylie or Lesley at SBH Queensland on 
3844 4600 to purchase your Entertainment Book today or 
pick up one the next time you are in at the Association.  
Alternatively, Entertainment Books are being sold on our 
behalf at The Kedron Wavell Services Club, 375 Hamilton 
Road, Chermside.
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By shopping at Ritchies IGA stores, you can help raise funds for 
our Association at no extra cost to you! 

All you need to do is ask for your free Ritchies Community 
Bene®t Card at your nearest Ritchies supermarket or liquor 
store! You do not need to give them your address or details so 
you don't need to worry about being added to any mailing lists. 
You simply need to tell them that your nominated charity is SBH 
QUEENSLAND.  

$! Your individually bar coded Ritchies Community Bene®t 
Card will be issued and can be used immediately. Choose 
between a key tag to place on your key ring or the 
convenience of a plastic card for your wallet or purse. 

$! Every time you shop at Ritchies, you will need to present the 
card or key tag to the cashier. 

$! Every time the bar code on the card is scanned, 1% of 
the money you spend is automatically allocated to SBH 
Queensland. 

$! Ask your friends and other people who shop at Ritchies 
IGA to nominate us as well - the more supporters we have 
shopping at Ritchies, the greater the size of the donation that 
Ritchies will give our Association each month. 

$! There are also around 4,000 weekly specials that have extra 
discounts for Ritchies Community Bene®t Cardholders. 
These ªCBº specials are clearly marked with red shelf 
tickets bearing the Community Bene®t logo and can save 
you anything from 5 cents to $5 per item. 

Ritchies Community Bene®t Card saves you money 
and helps SBH Queensland at the same time.  
Ritchies IGA Stores are located at:

CARINDALE
Carindale Shopping Centre
1151 Creek Road
Carindale, QLD, 4152 
Phone: (07) 3843 1023

MT GRAVATT
Ritchies Supa IGA Mt Gravatt
Shop 8, 48 Creek Rd
Mt Gravatt East QLD 4122
Phone: 07 3343 1211
CAVILL AVENUE
Shop 55, Cavill/Ferny Avenue
Surfers Paradise, QLD, 4217 
Phone: (07) 5504 5455

LOGAN CITY/CENTRAL
429 Kingston Road
Logan Central QLD 4114
PH: 07 3808 6355

DAISY HILL
Shop M1, 3-5 Cupania Street
Daisy Hill QLD 4127
Phone: (07) 3299 4799

STONES CORNER
Ritchies Supa IGA Stones 
Corner
401 Logan Road
Stones Corner QLD 4120
Ph: 07 3394 3570
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Jim Clements was a retired travel agent experiencing life in 
a wheelchair. Now he is a retired travel agent determined to 
help others to enjoy the travel experience. Jim's website, www.
wheelietravel.com is intended to answer some of the questions 
you may have, with regard to what is required and how to 
best enjoy your travel experiences. Jim had over forty years 
experience in the travel industry and during this time travelled 
extensively. 

Jim has now started to travel with a wheelchair and found 
the experience a little more dif®cult yet still very pleasant 
and 'do able©.  Through National Travel Bendigo, a fully 
licensed travel agency, Jim is able to assist you with any 
travel arrangements you may need.

Please contact Jim if you have any questions.  He can 
advise on travel companies, destinations etc. He can 
be contacted by email on jim@wheelietravel.com.
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Sara is 11 years old. She©s a student who competes 
in Wheelchair Racing

I started Wheelchair Racing ¼about 4 years ago. I ®rst became 
interested in Wheelchair racing when I was living in Sydney. 
I loved going fast and my dad told me there was a sport called 
Wheelchair Racing  

The person I admire is Louise Savage. I went to basic training in 
Sydney and Louise Savage helped with the basic training. Then I 
met her at the Oz Day 10km race when I was doing a mini-race. 
I heard she was Number One in the world.  She helped me to get 
involved. She encouraged me and I loved training with her.

My best moment was when I went to the State Championships 
last year. It was a very big event and there were lots of people 
watching. I was really excited. At the State Championships I was 
in the 100m, 200m & 400m. I missed the 800m because I was 
sick.

My greatest achievement has been the ®rst time I did the 5km 
race. I didn't know that I could go so far, and my time was faster 
than I thought. I thought it would be about 20 minutes but it was 
16 minutes. Others said to me ªI didn't do 5 km at your ageº.

I am looking forward to The Paralympics Youth Games in 
Melbourne in October. That is my nearest goal that I am training 
for. My long term goal is to go to the Paralympics. 

I practice 2 times a week. The sessions are of different lengths. On 
Wednesday I train for 2 hours. The other day is about 40 minutes. 
This will maybe increase to 3 times a week closer to the events

People who have helped me along the way are: my dad, my 
coach Glen has been so good. He can't keep up with me in a 
chair so he trains with a hand cycle, Louise Savage, She lent 
me a racing chair. She still encourages me. We keep in touch on 
Facebook.

About me:

$! My favourite food is¼ Pasta ¼and chicken. 

$! The music I like is Linkin Park. 

$! My favourite movie is Twilight.

$! My favourite actor is Robert Pattison. He is a really good 
actor. 

$! My best things I do with the family are ¼having a family 
game of tennis, going on the Pontoon Boat. 

$! Other activities that I do are: swimming, tennis and 
wheelchair basketball. I love wheelchair basketball

Who to contact if anyone is interested in this activity: David Tait 

Sara has just competed in the National Championships in Perth 
in April 2010, where she broke a national record, and gained 2 
personal bests.

She has now been asked to be part of the team travelling 
to Prague in August 2010, to compete in the Junior World 
Championships.
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The strengths and weaknesses over the timing, attention, 
movement, perception, language, literacy and numeracy domains 
are presented. Individuals with SB have functional assets in each 
of these domains as well as de®cits. Therefore it is misleading to 
classify or diagnose by domain (e.g. perceptual de®cit.) 

It is also misleading to classify assets and de®cits according to 
type of material (e.g. non verbal learning disability) because 
some non-verbal functions develop well in SB and some 
verbal functions develop poorly. Executive functioning is 
similar. De®cits in executive functioning are not global in 
SB. Individuals with SB perform poorly on some but not all 
executive function measures. The SB cognitive phenotype 
involves a complex pattern of cognitive function which doesn't 
®t well with current classi®cations. 

The more precise delineation of assets and de®cits that is now 
emerging from experimental studies in SB is largely unexploited 
in the design of programs for motor, cognitive and academic 
intervention. However, there is some preliminary evidence 
suggesting that tailoring interventions to these assets and de®cits 
may be effective (e.g. for maths) and that basing treatments on 
an incorrect and incomplete understanding of the core de®cit 
may be ineffective. 

Dev Disabl Res Rev (2010);16:31-39

3@'$'CC'>?)$.C$>.-(I?ID'$)?/+?'-F$
I()?/&>?I.($.($?@'$K+?@'K+?I>+*$=/.A*'K$
).*DI(-$.C$+,.*')>'(?)$GI?@$)=I(+$AIR,+$
KF'*.K'(I(-.>.'*'

Although research has begun to clarify the learning pro®le and 
cognitive manifestations resulting from spina bi®da, there does 
not seem to be any research to date on effective instructions 
or interventions. Results of this study showed that the  three 
students involved demonstrated substantial improvement in 
maths problem solving following cognitive strategy training, 
using an adaptation of the Solve It! mathematical program. They 
continued to maintain performance gains one month following 
instruction.

The improvements in maths ability for the three had a positive 
effect on their self esteem as well. 

The authors suggest that improving mathematical performance 
for students with SB should be a primary goal as it has been 
demonstrated to be the single biggest predictor of future adult 
independence for them. 

They further call into question the assumption that motivation is 
lacking in this population. The three students in this study had 
goals to improve motivation in their IEPs, but this seemed to be 
based on teacher observation and/or misinformation, not from 
empirical data, i.e. psychological testing. 

J Spec Educ (2010) doi:10.1177/0022466910363913
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This study found that children with SB adjusted how they read 
a text in relation to the goal for reading it. When reading for fun 
or to ®nd a speci®c piece of information, their reading was faster 
than when they read to answer comprehension questions or to 
generate a title for the story. This suggests that they might have 
better metacognitive abilities than would be expected from their 
de®cits in comprehension. 

In an apparent paradox, the consistently longer reading times for 
children with SB did not translate into better comprehension. 

JINS (2010) doi:10.1017/s1355617710000123
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Prospective memory is an important component of everyday 
adult life because it involves the recall of intentions to be 
activated in the future. It may be event based (e.g. remembering 
to deliver a message when you see a particular person); 
time-based (e.g. remembering to keep an appointment at a 
speci®c time); or activity-based (e.g. remembering to take a 
pill after dinner.) In retrospective memory the cues for recall 
or recognition are external; in prospective memory they are 
internal, a process which places demands on internal control 
mechanisms. 

The level of prospective memory is poorer in young adults with 
SB than would be expected on the basis of their chronological 
age. It also declines more sharply with age. Measures of 
retrospective and prospective memory were not related meaning 
that both forms need to be measured for each individual. 

Childs Nerv Syst (2010) doi:10.1007/s00381-010-1140-z
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The dominant model of health care provision to children with 
SB since the 1960s, the subspecialty multidisciplinary clinic, 
has been highly successful. Despite the additional complexities 
associated with adults with SB compared to adults with other 
chronic conditions, models of health care for adults with SB 
has lagged behind service developments for adults with other 
chronic conditions. There is also a lack of evidence (about e.g. 
comorbidities) to inform clinical care standards. 

The impact of some issues will lessen with age while others 
will increase (e.g. pain, impact of SB on intimacy and sexuality, 
obesity, cardiac disease, pregnancy, mental disorder and health 
risk behaviours including sexual abuse.)

A review of multidisciplinary clinics in Victoria 
showed major achievements as well as many gaps. 

Dev Disabl Res Rev (2010);16:60-65
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Marist College Ashgrove is holding its eighth 
children's holiday camp for children with 
physical and intellectual disabilities again this 
year at no cost to parents. 

Children aged between 5 and 15 are invited 
and it is hoped that between 20 and 25 children 
can be accommodated. All children have a 
companion from the senior school at Marist 
Brothers (boys) or Mt Alvernia (girls). 

Children are supervised 24 hours a day and 
medical facilitators are available at all times. 

The camp aims to provide a four day fun camp 
for children with disabilities, give families 
respite care and to offer senior students an 
opportunity to serve others. 

The camp runs from Friday 17 to Monday 20 
September. For more information contact 

Luke McMahon on 3858 4581 or 
email mcmahonl@marash.qld.edu.

au. Applications close 11 June.
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The majority of individuals living with SB are adults but less 
is known about this age group than children because most of 
the coordinated care and research remains within the paediatric 
specialities. 

Adults with SB continue to have increased medical needs 
compared to the general population. Medical complications 
include typical SB concerns similar to paediatric patients 
but also conditions due to long term aberrations of normal 
neurological, urological, and musculoskeletal function. Research 
is needed to understand the late secondary conditions of SB 
and the longitudinal effects of childhood procedures, such as 
ventricular shunting, bladder augmentation, urinary diversion, 
tendon transfers and spinal rods. 

Dev Disabl Res Rev (2010);16:76-81
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There are only 4 SB clinics devoted solely to the care of 
adults in the US as at April 2010. Compared to adults with 
other disabilities who transitioned to adult-centred care, adults 
with SB reported the lowest health scores. A third of hospital 
admissions of adults with SB were a result of potentially 
preventable conditions, primarily infections. Thirty-®ve percent 
of admissions resulting in death had a primary diagnosis of a 
potentially preventable condition. Interestingly, hospitalisations 
associated with a potentially preventable condition decreased as 
age increased. 

Arch Phys med Rehabil (2010); 91:529-35
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The achievement of faecal continence was the same 
for retrograde as it was for antegrade enemas. However 
independence with the procedure was signi®cantly better in the 
antegrade group.

Pediatr Surg Int (2010) doi 10.1007/s00383-010-2585-6
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Parents of children with SB appear to experience more stress 
than parents of typically developing children. However, research 
has documented considerable resilience in these families as well. 

Parents of children with SB tend to exhibit higher levels of 
intrusiveness (overprotectiveness), psychological control, 
and authoritarian parenting (i.e. parenting that undermines 
the development of autonomy of their offspring) and these 
behaviours tend to be linked with less desirable child outcomes.

Youth with SB, when compared with typically developing youth 
and those with other chronic conditions, tend to be socially 
immature and passive, have fewer friends, be less likely to have 
social contacts outside of school, and date less during adolescence 
and these dif®culties appear to be maintained over time. 

There appears to be very little research about factors that predict 
whether or not an emerging adult with SB is able to go to college 
and become employed. 

Dev Disabl Res Rev (2010);16:40-46
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The Translink Access Pass is a travel 
pass for people with a signi®cant 
permanent disability who travel 
independently on Translink services 
(excludes Airtrain) and can demonstrate 
that due to their disability they are unable 
to touch a go card on a card reader. 

It is not issued to every person with 
a disability, but people who are in a 
wheelchair and have limited ®ne hand 
movement, as well as people who have an 
intellectual disability may qualify.

The Translink Access Pass entitles the pass 
holder to unlimited travel on Translink bus, 
train and ferry services (excluding Airtrain) 
until the expiry date printed on the front of 
the pass.

The pass holder's photograph and name are 
printed on the card. The pass holder must 
carry the Translink Access Pass with them at 
all times while travelling.

The pass costs $60 for a six-month period. 

When the pass is due to expire, the pass 
holder will need to submit a renewal 
application form. Existing pass holders will 
not be required to be reassessed by a health 
care professional for the next ®ve years. After 
this time, a new application form will need to 
be completed and a new photo attached.

Initially, passes are being issued for a period 
of six-months. During this time, Translink 
will assess the suitability of the pass based 
on the needs of eligible applicants; evaluate 
the terms and conditions of use; and review 
the application process.

To obtain a pass, applicants (or their 
guardian or agent) must complete an 
application form. 

Application forms can be downloaded 
at www.translink.com.au or be mailed 
out by calling Translink on 13 12 30.

If you require any further information 
please contact Translink©s Product 
Management team on 3167 4000.
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Toni Delany, PhD Candidate, University of Adelaide

The following information provides an overview of the research 
study Congenital Conditions and Maternal Experiences as well 
as a brief summary of some of the ®ndings that have emerged so 
far. I am still analysing the data; therefore, further ®ndings will 
emerge over the next few months.

7D'/DI'G$.C$?@'$)?&,F
The main aim of the study is to ®nd out more about the 
experiences of women who have given birth to a child with a 
congenital health problem. In order to learn about women's 
experiences I undertook 28 detailed interviews. These interviews 
were with women who I contacted through support groups for 
three different congenital health problems. All of the women 
were mothers of children aged six years and younger who were 
affected by one of the following health problems: 

$! congenital heart disease (CHD). 

$! naevus, which involves the formation of pigmented (dark 
coloured) growths on the skin before birth.

$! spina bi®da, which occurs when the spine does not form 
completely. Spina bi®da may cause problems with walking 
and continence.

These three particular health problems were chosen because 
they have different characteristics which may in¯uence the 
experiences of mothers. The study included women from 
Queensland, New South Wales, Victoria and South Australia. 
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ISOLATION

Almost all of the women expressed feelings of isolation. 
For some, their sense of isolation emerged from a feeling of 
difference, that is, of not being like other mothers and, therefore, 
of not being able to relate to other mothers. In addition, several 
women felt they had become isolated from friends and relatives 
after the birth of their child. This was particularly evident 
in circumstances where friends and relatives had dif®culty 
understanding or coping with the child's health problems. 
Children's health care needs also placed additional demands on 
some women's time which reduced the time available to them for 
socialising.

Several women explained that they felt a need to deliberately 
isolate themselves after ®nding out about their child's health 
problems. Distancing themselves from others allowed the women 
to escape the negative judgements that they felt other people 
were making about their situation as well as to avoid situations 
where they had to interact with others while feeling inadequate 
and anxious about their mothering abilities. 

RESPONSIBILITY

Feelings of responsibility were expressed by almost 
all of the women during the interviews. Some 

women felt responsible for causing their child's 
health problems. None of the women had 
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intended to cause a congenital health problem, yet they still 
blamed themselves. Most women had asked health professionals 
whether they had done something to cause the health problems. 
While some were told that their behaviours may have had some 
in¯uence, the majority were told that their behaviours did not 
cause the problems or that the speci®c cause was unknown. 
Despite this, several women continued to believe that their 
behaviours must have had some link to their child's health 
problems and these beliefs produced considerable emotional pain 
and anxiety. 

Even women who did not blame themselves for causing their 
child's health problems still expressed feelings of heightened 
responsibility in various forms. For example, some women felt 
responsible for making sure that they did everything they could 
to improve the life of their child as a way of `making up for' the 
pain or disadvantage that their child experienced. Self sacri®ce 
was also expressed frequently throughout the interviews with 
some women inferring that it was their duty as mothers to treat 
their own needs as secondary to those of their child by devoting 
all of their time, energy and other resources to improving their 
child's life. This high level of devotion produced negative effects 
for some women as it resulted in them missing out on things such 
as employment opportunities and also in them neglecting their 
own health.

A NEED TO DISPLAY `GOOD MOTHERING'

During the interviews several of the women spoke about their 
need to demonstrate that they were a `good' mother. This need 
commonly arose out of a belief that other people, especially 
medical professionals, judged them and their mothering abilities 
negatively as a result of their child's health problems. Some 
of the ways in which women attempted to demonstrate `good' 
mothering included dressing themselves and their children in 
nice clothing when they attended medical appointments or social 
events, learning medical terms so that they could demonstrate 
their knowledge to medical staff and also by frequently 
expressing their willingness to perform any task necessary to 
improve their child's health regardless of what personal sacri®ce 
this involved.

MATERNAL INTUITION

Interestingly, the issue of maternal intuition arose during eight 
of the interviews. Intuition means to `know from within'. During 
the interviews some women explained that they knew things 
about their children's health that were not easily observed or 
known by other people. For example, one woman said that she 
knew about the health problems before her child was diagnosed 
and others indicated that they suspected that something was 
wrong with the health of their child during pregnancy- despite 
having no medical evidence to suggest this. Other women 
explained that they were able to detect when their child was 
about to become ill before any symptoms were evident.

My analysis of the interview data indicates that maternal 
intuition has multiple, and sometimes con¯icting, effects 
within family relationships. In one sense, a belief in the power 
of maternal intuition serves to reinforce a woman's role as 
the `naturally' better and more suited caregiver in the family 

4487 Spinabifida Newsletter Winter 2010.indd   10 18/05/2010   8:38:34 AM



because she has the ability to know things about her child that 
are unknowable to others. This may have the effect, however, of 
both excluding and excusing fathers from equal responsibility for 
child care. At the same time, maternal intuition may also work 
in more positive ways for women who mother children with 
health problems. This is because the ability to know a child so 
intimately may provide evidence of their close mothering bond 
and, therefore, assist women to demonstrate that they are `good' 
and `devoted' mothers. Such an ability to demonstrate `good 
mothering' appears to be particularly important for women who 
mother children with health problems as they strive to escape 
negative judgements.

IMPORTANCE OF EARLY EXPERIENCES

Many of the women in the study spoke about the importance of 
their early experiences with their child. Of particular importance 
appears to be the early contact that women have with medical 
staff around the time of their child's birth. For some, this 
contact was particularly negative with women left feeling like 
the medical staff were judging them and/or their child and also 
like they didn't receive adequate support or information from 
medical staff. Several women indicated that their negative early 
experiences formed the basis for less than satisfying relationships 
with their child's heath care providers. Other women also 
expressed that negative early experiences around the time of 

their child's birth resulted in them feeling like they could not 
cope with their child's health problems. This wasn't the case 
for all women however with some indicating that they and their 
child received excellent care around the time of the birth. These 
positive experiences provided an opportunity for the women 
to learn about their child's health problems and also to feel 
comfortable about their future contact with health providers.

Understanding more about these ®ndings is important because 
they suggest that experiences around the time of birth may have 
a particularly strong in¯uence on the way that women feel about 
their child, the health problems and about how they will cope 
in the future. This indicates a need for further examination of 
the role of birth experiences in in¯uencing later outcomes for 
families affected by congenital health problems. Furthermore, 
it may be appropriate that one of the recommendations that I 
make at the conclusion of the study is for additional information 
to be given to health professionals about the sensitivities that 
are associated with the birth of a child with congenital health 
problems and about how the needs of families may be better 
addressed around the time of birth.

I would like to again thank all of the women who participated 
in the interviews. Without your time and openness this research 
would not have been possible. I would also like to thank the 
support groups who generously supported the research.

For many years now my mother who lives close to me has put out my garbage bins for me. She decided that we pay our rates and that 
others down the street get the garbage collectors to retrieve the bins and empty them. So I rang the council and had this home service 
set up in January of this year. It went along swimmingly for a while then things went awry when the bin guy just drove passed my bins 
which were clearly visible from the road several times and several times both Mum and I were seen running/wheeling down the road 
trying to hail the drivers only to be told I wasn©t on their list. Anyway, after ringing the council about 3 times and just being told to call 
them again if it happens again, I snail mailed my local members (I wrote to two because I wasn©t sure with the change of boundaries 
which one was my local member) and I also wrote to Lord Mayor Campbell Newman.

It took 2 days to get a snail mail response from both local members, but the one (Gail McPherson) who has helped me in the past 
with things successfully wrote back saying she would talk to the contractors and make sure my name was ALWAYS on their list and 
if there were further problems to call her. A few days after that I get a call from a woman at Mayor Newman©s of®ce saying not to 
bother calling the council if this happens again, just to call her as she is the one on the council in constant contact with the garbage 
contractors directly. Luckily since last week I haven©t had to call her, but I will let you know if and when I do.

Finally now I know where my rate money is going and so far I am pleased with the result.

Cheers

Noel Viviani

Ed - This letter is from a resident in the Brisbane City Council area but all local councils provide a similar service for people with a 
disability.
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In the last edition of Spinet we told you that Robyn Sims and 
Sandy Morrow had left us. This time we are pleased to let you 
know about the 2 new staff who have replaced them. 

Faye Hatchell joined us to work as an occupational therapist in 
both paediatric and adult teams in February this year. She didn't 
actually become a Hatchell until she was married a few weeks 
after starting work with us. Faye and husband Liam moved to 
Brisbane from Perth at the end of last year. Faye is well suited to 
working with both adults and children having worked in an early 
intervention centre as well as a vocational rehabilitation centre. 
Faye works half a week with SBH ASSIST, our service to adults 
and half with the Education and Therapy Service for children. 

A month later Corinne Nielsen joined us to take over from 
Sandy, who was a social worker with the Education and Therapy 
Service for children. Prior to working with us, Corinne worked 
in the Spinal Injuries Unit at the PA Hospital. She has an 
interesting employment history, including being a voluntary 
aid worker in Nepal for 3 months last year. Corinne also 
lectures in social work at the University of Queensland for both 
undergraduate and postgraduate students. 

In other staff news, Therese O'Connor  was married on 10 April 
and went for a surprise honeymoon to New Zealand.  She is now 
Therese Dwyer.  After an absence of 3 months Jodie Kennedy 
returned from long service leave eagerly looking to get back 
to work with the next GOALS retreat program. In Townsville, 
Susanne Edmond, our Education Adviser, is now lecturing part 

#+D'$F.&$+==*I',$C./$F.&/$B+/'/$
"&)I('))$6I)>.&(?$B+/,$F'?
The Carer Business Discount Card scheme recognises the 
signi®cant contribution carers make to the lives of people 
they care for and the communities in which they live. 

The card provides direct, real bene®ts to carers in 
acknowledgement of this contribution. When making purchases 
from registered businesses, simply present your Carer Business 
Discount Card to receive the discount or other offer. 

To be eligible for a Carer Business Discount Card you must: 

· be a resident of Queensland with a Queensland 
residential address registered with Centrelink, and 

· receive the Centrelink Carer Payment or Carer 
Allowance. 

The Carer Business Discount card is accepted at a wide 
range of business outlets. Participating businesses are listed 
in your local business discount directory, published online, 
or you can contact Smart Service Queensland for details of 
business discounts available.

For more details about the Carer Payment or Carer 
Allowance contact Centrelink on 13 27 17 or visit www.
centrelink.gov.au

time in Inclusive Education at James Cook University.  Mary 
Rydstrom who worked at SBH Queensland for 10 years had a 
daughter, Eleanor Eve, on 10 May. 
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