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About Down Syndrome NSW 
 

The Down Syndrome Association of NSW was established in 1980 by parents of young people with 
Down syndrome. As the children of the founding members grew to adolescence and adulthood, so 
too our services extended to all life stages. We now provide information and support, advocacy, 
capacity building workshops, training in schools, community participation programs, pre-natal 
expert advice, new parent resources and support and specialist employment preparation and 
connection. 
 
We are an enthusiastic team of professionals with expertise in our relevant fields of service 
provision, support and advocacy.  Some of us have lived experience with a family member with 
Down syndrome, some bring a range of expertise and industry experience.  We are here to 
support you – all working together to help our members with Down syndrome achieve their full 
potential.  

 

In a world that is becoming increasingly homogenised, Down Syndrome NSW plays a key role in 

supporting, informing and advocating for people with Down syndrome, their families and carers. 

Our community shares unique experiences, synergies and a strong sense of connection. From our 

over 40 years in the advocacy space, it continues to be clear to us (if not increasingly clear in 

recent years) of the need for diagnosis/disability-specific expertise and advocacy.  
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Introduction 

Down Syndrome NSW is pleased to provide input to the NSW Legislative Council Select Committee 

on Birth Trauma, a topic of great interest to our community. We are please to see this critical 

stage addressed. 

 

We know that the early years in any child’s life are critical, particularly for those requiring early 

interventions and additional supports which ultimately leads to outcomes and optimal impact 

when delivered in a timely, equitable and individualised manner.  

 

We welcome the prioritisation of this critical yet often complex and fragmented part of the 

lifespan. By looking at prenatal and birth years with targeted intent, it is our hope that a number 

of lead indicators will emerge to inform how we can better inform, nurture and support expectant 

and new parents of children with Down syndrome.  

 

Above all, it is hoped that by better understanding the deeply delicate prenatal and birth arena, 

honestly looking at the issues faced and establishing a robust framework for optimal outcomes, 

we will addressing areas for change as articulated by people with disability, we will see an uplift in 

outcomes and impact for babies with Down syndrome, their families and carers who deserve to be 

warmly welcomed with a congratulations, not sorry. This welcome to life permeates throughout 

life and is remembered by parents for an eternity. 

 

Specifically, the Terms of Reference state that a select committee be established to inquire into 

and report on birth trauma, and in particular:  

 

(a) the experience and prevalence of birth trauma (including, but not limited to, as a result of 

inappropriate, disrespectful or abusive treatment before, during and after birth, also referred to 

as "obstetric violence")  

 

(b) causes and factors contributing to birth trauma including: (i) evaluation of current practices in 

obstetric care (ii) use of instruments and devices for assisted birth e.g., forceps and ventouse (iii) 

the availability of, and systemic barriers to, trauma-informed care being provided during 

pregnancy, during birth and following birth  
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(c) the physical, emotional, psychological, and economic impacts of birth trauma, including both 

short and long term impacts on patients and their families and health workers  

 

(d) exacerbating factors in delivering and accessing maternity care that impact on birth trauma 

generally, but also in particular: (i) people in regional, rural and remote New South Wales (ii) First 

Nations people (iii) people from culturally and linguistically diverse (CALD) backgrounds (iv) 

LGBTQIA+ people (v) young parents  

 

(e) the role and importance of "informed choice" in maternity care  

 

(f) barriers to the provision of "continuity of care" in maternity care  

 

(g) the information available to patients regarding maternity care options prior to and during their 

care  

 

(h) whether current legal and regulatory settings are sufficient to protect women from 

experiencing birth trauma  

 

(i) any legislative, policy or other reforms likely to prevent birth trauma, and  

 

(j) any other related matter. 

 

 

Given our role as a peak advocacy organisation supporting people with Down syndrome and their 

families with over 40 years expertise in this space, we have consulted widely with our members 

across metro, regional and remote geographic locations, across a range of ages and diverse 

experiences to inform our response. We are also staffed by parents of children with Down 

syndrome who so graciously shared with us their experiences. 

 

We advocate for a holistic approach to the full ecosystem of change and welcome the NSW 

Government leading the way to ensure a congratulations, not sorry. 
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Congratulations, Not Sorry 

Down Syndrome NSW commends the work of the Select Committee on Birth Trauma shining 

alight on this critical issue. This has been a priority area for Down Syndrome NSW since our 

inception in 1980. 

 

What We Know 

Through research, speaking with families and our own lived experiences, we know: 

• There is no single data set publicly available that captures how many babies with Down 

syndrome are born each year in NSW or Australia. Without this critical foundational data, 

service planning, supports and interventions are near impossible. 

• We know that more than 90% of pregnancies with a diagnosis of Down syndrome choose 

to terminate.  

• Whilst we absolutely respect the choice of families, we know from these same families 

that this is often based on:  

o very outdated information,  

o unrelenting pressure to terminate, and  

o discussions about limitations not possibilities. 

• At what is probably the most vulnerable time in parents life - the words a medical 

professional speaks and the care they provide stay with them forever, whether negative or 

positive, this experience cannot be forgotten. We know we can do better. 

• The current treatment of expectant and new parents and their babies with Down 

syndrome is in direct breach of the United Nations Convention on the Rights of Persons 

with Disabilities. 

“It would have been such a great experience if we received a “congratulations” 
from the medical professionals instead of an “I’m sorry”. If I could change one 

thing in system that would be a big one.” 

  parent of two-year-old son with Down Syndrome 

“People weren’t sure what to say to us. They mostly said they were sorry, which 

irritated. But we understood they meant well. Some said congratulations and it 

was marvellous to hear.” 

 mother to  
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Our Congratulations Initiative 

In August last year, Down Syndrome NSW used generously donated funds to pilot our 

Congratulations Initiative, aimed at ensuring the very best start for all babies with Down syndrome 

and their families. In such a short space of time, our project has had a significant impact with 

demand outweighing our capacity to deliver to the full.  

 

We also have big plans for future resources, capacity building and support as informed by both 

health professionals and parents. By taking a supportive, partnership approach with health 

professionals and families we are able to achieve optimal outcomes to ensure a congratulations, 

not sorry. 

 

100% of staff working on our Congratulations Initiative are parents of children with Down 

Syndrome or people with Down Syndrome. 

 

The following provides an overview of our project “why”, in service content to date, impact and 

feedback to May 2023 (our next impact reporting cycle is due at the end of this month, which will 

be more than double the following impact). 
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Our Impact 
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Birth Experiences: In Their Words 

Read stories from our wonderful strong and gracious community on their birth experiences. 

Julie and  Story 
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Melissa and  Story 
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Chris and  Story 
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Louise and  Story 
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Kieran and  Story 
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Lyn,  and  Story 
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Recommendations 

Down Syndrome NSW thanks the NSW Government for the opportunity to provide input to the 

Select Committee on Birth Trauma and is pleased to make the following recommendations: 

 

Recommendation One: Congratulations Initiative 
That the NSW Government fund the Down Syndrome NSW Congratulations Initiative, to ensure 

the very best start for all babies with Down syndrome and their parents from conception. This 

project has three key streams: informing and nurturing families, upskilling and supporting health 

professionals and building robust data and capacity. A full project plan and budget is available, 

 

This project includes the development of resources, fact sheets, videos from parents, medical 

professionals information packs and in service presentations, online learning modules, parent 

support line, parent information packs, sharing family stories, establishing local peer support 

networks particularly in regional and remote areas, online clearinghouse, evaluated research 

studies, surveys, experiential reports and so much more, all codesigned and cofacilitated by 

people with Down syndrome and parents of children with Down syndrome in a pro-information, 

non-directive manner. 

 

Recommendation Two: Recording and Respecting Choice 
That NSW Health have a section on all health records for expectant parents has a section that 

states if a decision has been made by a family regarding termination if they have chosen to 

proceed, this decision is recorded and respected. 

 

Recommendation Three: A Seat At The Table 
That an Advisory Committee be formed to carry forward the recommendations of this Select 

Committee on Birth Trauma, with Down Syndrome NSW afforded a seat at the table to positively 

contribute and support change. 

 

Recommendation Four: Data is Power 
That NSW Health work with Down Syndrome NSW to develop an annual data set to track the 

number of diagnoses and the number of births of babies with Down syndrome. This may include 

reinstating, with consultation, the previous NSW Register of Congenial Conditions (last one we can 



 

 

 

 

Down Syndrome NSW Submission: Select Committee on Birth Trauma  27 

find is 2010), or the NSW Birth Defects Register (last we can find is 2004) with a note to change 

the titles for both. 

 

Recommendation Five: Rewarding Champions 
That NSW Health work with Down Syndrome NSW to: 

- Update the outdated Prenatal Testing/Screening for Down Syndrome & Other 

Chromosomal Abnormalities (nsw.gov.au) 

- In the above, rather than having Down Syndrome NSW listed as a resource at the back, be 

more prescriptive in ensuring that all people with a diagnosis are given the details of Down 

Syndrome NSW by health professionals.  

- See Hudsons Law passed in Mississippi in the US that mandates this referral by legislation: 

Bill Text: MS SB2746 | 2021 | Regular Session | Introduced | LegiScan 

Hudson's Law; create to require dissemination of information relating to trisomy 

conditions by State Department of Health. (United States) (global-regulation.com) 

- Develop an awareness campaign of the role of Down Syndrome NSW as partners to health 

professionals, in line with the revised Policy Directive cited above. 

 

Recommendation Six: Investing in Capability 
That Down Syndrome NSW is engaged to provide training, resources and support to all medical 

students and health professionals across NSW, including co-facilitation by people with Down 

syndrome and parents to share their stories and ensure a congratulations, not sorry. 

 

Recommendation Seven: Specialised Support 
That investment is made in specialised services and supports within trusted organisations such as 

Down Syndrome NSW to provide birth trauma counselling and support. 
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Annexure Three: About Down Syndrome 

 

 

 



 

 

 

 

Down Syndrome NSW Submission: Select Committee on Birth Trauma  29 

 

 

 

 



 

 

 

 

Down Syndrome NSW Submission: Select Committee on Birth Trauma  30 

Down syndrome is a genetic condition, sometimes referred to as Trisomy 21. It is the most 

common genetic disability. There are approximately 13,000 people in Australia with Down 

syndrome. The birth rate in Australia for Down syndrome is one in every 1,100 births. Evidence 

tells us that 9 out of 10 pregnancies in Australia are terminated if Down syndrome is detected. 

Most people have 23 pairs of chromosomes, making 46 in total. People with Down syndrome have 

47 chromosomes in their cells, having an extra of chromosome 21. 

People with Down syndrome have: 

• Areas of strengths and other areas where they need support; 

• Some level of intellectual disability; 

• Some characteristic physical features; 

• Increased risk of some health conditions; 

• Some developmental delays and learning difficulties. 

Down syndrome is a genetic condition, it is not an illness or a disease. It is nobody’s fault. There is 

no cure and it does not go away. 

In the 1950’s (not that long ago), the life expectancy for people with Down syndrome was as low 

as 15 years of age. In recent times, progress in medical and social sciences has improved the 

quality of life enjoyed by people with Down syndrome. In Australia today, the life expectancy or 

Down syndrome averages 60 years of age. 

Whilst this is a milestone to be celebrated, it also presents us with the first generation of people 

with Down syndrome who will, in the main, outlive their parents. This creates an even greater 

need for representative associations like Down Syndrome NSW to provide critical services, 

supports and advocacy at all stages across the lifespan. 

With the right supports, people with Down syndrome are able to live full and active lives in their 

communities. From education, to employment, to community participation, to relationships and 

housing options, people with Down syndrome enjoy the same needs and aspirations just like 

everyone else. However, achieving these goals can be harder for people with Down syndrome, 

with some level of support needed to help them achieve the kind of life that most people take for 

granted. 

Down Syndrome NSW proudly works with passion to support all people with Down syndrome to 

live inclusive, valued and active lives. 
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Annexure Two: Our Important Work 

Down Syndrome NSW provides services and supports currently to all people with Down syndrome 

in NSW, their families and carers across the full lifespan including: 

• Information and support; 

• Library and resources; 

• Workshops and training; 

• Parent support networks and regional hubs; 

• Prenatal and early years resources and support; 

• Inclusive education support, teacher training and behaviour management; 

• Transition to school, school years and teens support and advice; 

• Post school years transitions including travel training, 

• Community engagement and participation for children, teens and adults; 

• Accessibility support to participate in events and access infrastructure. 

• Health, sexuality and ageing advice, advocacy and support; 

• Guardianship and wills resources; 

• Self advocacy, capacity building and mentoring; 

• Individual advocacy support, advice and resources; 

• Systemic advocacy, policy submissions and research. 

• Policy, lobbying and proactive government relations; 

• Community capacity building, awareness, inclusion and social capital. 

We work to promote and represent the views of people with Down syndrome, their families and 

carers in all that we do. We are governed by a Board comprised of parents and family members, 

as well as a Down Syndrome Input Council comprised of people with Down syndrome. We hold 

monthly “Have Your Say” sessions with our adult cohort also to ascertain their views at frequent 

intervals and undertake robust consultation in a variety of forms to ensure all members have their 

views heard and represented. 

We are enthused to work together with the Commonwealth, state and territory governments to 

support an inclusive, vibrant and diverse Australia where every person with disability is heard and 

valued. 

 

 

 






