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Abstract 

People with Down syndrome often experience more barriers to achieving a good quality of life 
compared to people without disabilities. A lot of the existing research has focused on the views of 
parents and professionals, rather than directly including the voices and perspectives of people with 
Down Syndrome themselves. At the 2024 World Down Syndrome Conference, over 140 adults with 
Down Syndrome came together at a one-day Forum to talk about their lives—what’s going well and 
what could be better. The goal was to hear directly from them. This article explains how the Forum 
was run so that others with Down Syndrome can use a similar process. It also shows how Artificial 
Intelligence (AI) could help organise and share the information they give. Eight key things were 
found that would help people to have a good life: 1. Good relationships with family and friends; 2. 
Having a job; 3. Learning new things; 4. A place of our own to live; 5. Feeling safe; 6. Good health; 7. 
Making my own choices; 8. Being respected and included. The Forum gave valuable insights and 
helped us think of new ideas for supporting people with Down Syndrome to speak up for themselves. 
AI (Artificial Intelligence) could be a helpful tool in the future to help them share their experiences 
and needs. More research is needed to understand how people with Down Syndrome can be more 
involved in making changes through projects where they take an active role. 

Keywords: down syndrome; quality of life; intellectual disability; self-advocacy; rights; inclusion; 
artificial intelligence; international 
 

1. Introduction 

This article is written in simple plain language. We have added some photos and diagrams to 
help to explain things. Two people with Down Syndrome helped write this article. We want to make 
it easier for everyone—not just academics—to understand. We hope this kind of study helps to collect 
useful ideas for future research. 

Also we believe that people with disabilities, along with their families and support workers, 
should have access to information. This article is just one example of how universities and researchers 
can do a better job of sharing what they learn with people who could create a better life for people 
with Down Syndrome. 

1.1. The Rights of Persons with Down Syndrome 

People with disabilities—whether physical, sensory, or intellectual—don’t always get the same 
chances as others. For example, people with Down Syndrome often miss out on education, job 
opportunities, and friendships [1]. This isn’t just in one country—it happens all over the world and 
has for many years. 
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In response, people with disabilities began speaking up for themselves and working for change. 
Many groups from different countries worked together to write a list of rights for people with 
disabilities. People with Down Syndrome and their families were involved. The United Nations, 
which includes 195 countries, also supported this work. 

About 20 years ago, most countries agreed to the United Nations Convention on the Rights of 
Persons with Disabilities [2]. By early 2025, 192 countries had signed on. This means that people with 
disabilities can now use this agreement to ask for their rights from governments and service 
providers. But they still need support to learn about these rights and how to stand up for themselves 
[3]. 

People with intellectual disabilities, including those with Down Syndrome, often rely on 
others—like parents or teachers—to speak up for them. While this can help, sometimes these 
individuals want to make their own choices, even if they’re different from what others expect. One 
review looked at 39 studies on the quality of life of adults with Down Syndrome. Only 8 studies 
actually asked people with Down Syndrome directly about their views—and most had small 
numbers and were from the USA [4]. These studies focused more on health and less on things like 
friendships or inclusion. This may reflect what professionals think is important, rather than what 
people with Down Syndrome want. 

Two other studies from Australia [5,6], found that people with Down Syndrome wanted more 
relationships, more chances to be part of the community, and more independence—especially with 
work and where they live. 

Self-advocacy—speaking up for yourself—is not very common among people with intellectual 
disabilities, and even less so for people with Down Syndrome. But there’s growing evidence that it 
can work and make a real difference for persons who take part in it [7]. Organisations like Down 
Syndrome International are trying to encourage this, and they have shared useful ideas [8]. 

At the 2024 World Down Syndrome Congress in Brisbane, Australia (organised by Down 
Syndrome International and Down Syndrome Australia), over 1,000 people attended. The day before 
the main event, there was a Forum just for people with Down Syndrome. It was a chance to hear from 
more people than ever before about what they want in life. The goal was to test a method that could 
be used again in other places to gather feedback from people with Down Syndrome or other 
intellectual disabilities. 

Technology—like the Internet and Artificial Intelligence (AI)—could help people with 
intellectual disabilities speak up and share their ideas more clearly [9]. After the Forum, we tried 
different ways to help advocacy groups organize and share what was said. The “Method and 
Findings” sections below, show how these reports could be written and used—for example, by 
people who fund or provide services. 

1.2. Our Goals 

We had three main goals for the self-advocates' Forum at the 2024 Congress: 

1. To listen to adults with Down Syndrome about what they enjoy in life and what could make it 
better. 

2. To try out a method for collecting this kind of information that others could use in their own 
countries or communities. 

3. To explore how tools like the Internet and Artificial Intelligence (AI) could help people with 
Down Syndrome or other intellectual disabilities, gather and share their ideas and needs more 
easily. 

2. How We Ran the Forum 

The day before the 2024 World Down Syndrome Congress, we held a meeting just for people 
with Down Syndrome. It was called a Self-advocates Forum. The event lasted all day, with breaks for 
food and rest. Almost 140 people from 7 countries came. Most were from Australia and New Zealand, 
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but others came from England, Canada, the USA, Singapore, and Germany. There was a good mix of 
men and women. Nearly everyone was under 40, with most in their 20s or 30s. 

We used a large room with round tables (see Figure 1). 

 

Figure 1. The room layout. 

Each table had about 6 to 8 people, with a mix of men and women. Some people brought a 
support person, who sat with them and helped if needed. Supporters helped in different ways—for 
example, translating into different languages or using communication tools. At each table there was 
another support person who guided the discussion. 

2.1. What We Did 

The Forum was planned by a team led by Rachel (Down Syndrome Australia), Ruth (Down 
Syndrome Queensland), and Robin (Down Syndrome International). 

To start the day, people did some fun activities at their tables to help everyone feel comfortable. 
Rachel and Ruth explained what the Forum was about and what we would be doing. No one would 
be named, and anyone who didn’t want to speak could still join and listen. People could ask 
questions, and Robin brought them a microphone so everybody in the room could hear. 

Roy gave a short talk about rights for people with Down Syndrome. Others joined him to show 
why speaking up for yourself is important. 

Then Rachel introduced the first activity. The question was: "What are the good things in your 
life?" Everyone who wanted to share could do so, and supporters helped write answers on big sheets 
of paper. These were placed on tables so everyone could see their ideas being written down (see 
Figure 2). 

 

Figure 2. Recording what was said at each Table. 
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When all the tables had finished, Robin and Andrew (a self-advocate leader from New Zealand) 
went around the tables, asking some people to share things they had written down. Other tables 
raised their hands if they had written the same thing. 

After a short break, we started the second activity: "What things in your life could be better?" At 
each table, people explained why these things mattered to them, what made them hard to get, and 
what could help. Again, supporters wrote the answers on large sheets. Then it was time for lunch 
and rest. 

During lunch, Rachel, Robin, Roy, and a few others read through all the answers and grouped 
similar ideas together into topics. They wrote summaries on new sheets and put them on the walls 
around the room. 

In the afternoon, people walked around to read the summary sheets, then went back to their 
tables to talk. Robin and Andrew asked if anyone wanted to tell a personal story or share their wishes 
for a better life. Many people spoke—at least one from each table. 

Then, people were given stickers (dots) and asked to vote by placing a dot on the ideas that 
mattered most to them. Later, we counted the dots to see which ideas were the most important. (see 
Figure 3). 

 
Figure 3. Summary of themes. 

In the final part of the day, volunteers read out the top ideas and everyone cheered if they agreed. 
We ended the day with songs and a group photo. 

2.2. Sharing What Happened 

On the final day of the Congress, five self-advocates and three supporters spoke on stage in a 
panel session. The audience included professionals, family members, and other people with Down 
Syndrome: everyone who had attended the Congress. Roy asked the panel questions so they could 
tell everyone what happened at the Forum and what people said would make their lives better. They 
finished by inviting everyone to sing and dance to the song "Roar" by Katy Perry, which has the line: 
“You held me down but I got up, ‘cause I am a champion and you’re gonna hear me roar!” This song 
was chosen by the Forum participants. 

2.3. What We Did After the Forum 

After the Forum we took photos of the big paper sheets. 

• There were 20 sheets about the good things in people’s lives. 
• There were 24 sheets about what could be better. 

We read the words out loud into a voice recorder on a smartphone. This took about an hour. 
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Then we used a free website called TurboScribe to turn the recording into written words. It only 
took about two minutes. We couldn’t record the table conversations because the room was so loud 
and busy. But this could be done in smaller groups in the future. 

To help organise the information, we used ChatGPT (an example of Artificial Intelligence: 'AI'). 
We uploaded the text and asked it to group the answers into themes. It gave us clear lists and 
examples in just a minute. 

We did the same thing for both sets of answers: 

1. What people liked about their lives 
2. What they wanted to improve 

Roy double-checked the AI results with the original paper notes. 
Some people might find it hard to read the written list. So we used a free tool called Amazon 

Polly (https://aws.amazon.com/polly/) to turn the words into speech. People could listen to the 
answers instead of reading them. 

We also tried a tool called NotebookLM (https://notebooklm.google/), which turned the written 
notes into a conversation between two people (like actors). This could be helpful for training sessions 
in the future. 

3. Our Findings – What Matters in the Lives of People with Down SYNDROME 

At the Forum, people with Down syndrome shared what made their lives good and what they 
wished could be better in the future. Figure 4 shows the eight big topics people talked about most. 

 

Figure 4. The eight things that made life good. 

Everyone had different ideas—what made one person happy was not always the same for 
someone else. 

Some people talked about just one thing that would make their life better, while others spoke 
about many ways life could be better. A few people said they couldn’t think of anything they would 
change. 

Below are examples of what people shared. These words were written on the big paper sheets 
at the Forum. 
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• Wanting a boyfriend or girlfriend 
• Wanting to get married 
• Meeting other gay people 
• Parents letting them be more independent in relationships 

 
• Making their own choices 
• Being listened to 
• Living in their own home 
• Learning to do more things on my own 
• Using public transport without help 
 
• Going for training or college 
• Getting a paid job or more work hours 
• Learning new skills at work 
• Starting a business (for example, running a coffee cart, being 
a DJ, or an actor) 

 
• Moving out of the family home 
• Live in my own place 
• Finding a place to live 
• Parents helping them build a house 

 
• Feeling safe and supported 
• No bullying or abuse 
• Standing up for themselves at home 
 
• Better mental health and more confidence 
• Feeling proud of themselves and controlling emotions 
• Losing weight, sleeping better, staying fit 
• Playing sports, dancing 
• Better access to healthcare and medicine 
• Learning more about sex and relationships 

 
• Adult education, cooking, and crafts 
• Getting better at sports or dancing 
• Coaching others 
• Travelling more with friends, not just family 

 
• Being treated with respect 
• Less discrimination 
• Being part of the community 
• Changing how others think about people with disabilities 
• Speaking up more, being a confident public speaker 

 
Some people also shared other dreams and ideas for a better future: 

1. Stopping pollution and littering 
2. Ending animal cruelty 
3. Feeling sad when people or pets die 
4. Wanting to become a motivational speaker 
5. Taking leadership roles and speaking up for others with Down syndrome 

Family/ 
friends 

My 
own 

Choice
 

Getting 
a job 

My own 
place 

Being  
Safe 

Good 
Health 

Learning 
new 

things 

Respect/

Included 
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4. Discussion – What Did We Learn? 

The Forum brought together nearly 140 people with Down syndrome from Australia and other 
countries. It may have been the biggest ever meeting of its kind. Many people who attended had 
already been part of local self-advocacy groups. They likely had strong support from family, good 
healthcare, education, and social opportunities. This is very different from the experience of older 
generations and also from people with Down syndrome who still do not have these opportunities— 
especially in communities with fewer resources or less inclusive support systems. 

We learned two big lessons from the Forum: 

1. Like everyone else, people with Down syndrome can have good lives. 

The Forum showed that people with Down syndrome can clearly explain what makes their life 
good. This was special because the information came directly from them—not from parents or 
professionals. They confirmed what earlier research found [4] but also gave us new insights because 
more people from different places took part. 

2. People with Down syndrome should be listened to when decisions are made. 

The eight topics discussed at the Forum can help guide important conversations. For example, 
when making school or work plans [10] or when planning support through programs like Australia’s 
National Disability Insurance Scheme (NDIS) [11]. 

The Forum also gave us a chance to test a way to hear from many people with Down syndrome. 
We found that this method worked well and could be used by others. Here are two tips: 

• Take your time. Don’t rush the process. People need time to feel comfortable and to think. Breaks 
help people relax and connect. 

• Use visual tools. Writing and pictures help people see that their ideas have been heard. These 
can be saved and shared later. 

We also used Artificial Intelligence (AI) after the Forum to help organise and share what people 
said. The Internet and AI helped us: 

• Turn recorded voices into written text. 
• Sort ideas into themes quickly. 
• Convert text into speech so people could listen instead of reading. 
• Create role-play conversations from the written summary. 
• Find previous research studies. 
• Write our report in plain language. 

These tools made communication easier and quicker. But we know AI must be used carefully 
[12]. People with Down syndrome and their supporters will need to learn how to use it safely. We 
hope others will study how AI can be used in a good and helpful way [13]. AI could help people with 
Down Syndrome to play an active part in research projects [14]. 

One limitation of the Forum was that we found out what matters to people but we didn’t have 
time to work on how to make changes happen. That would need more time—maybe many days—
and would be better done in small local groups, not at one big event. 

For example, a local Down Syndrome association could help a small group of self-advocates 
focus on one topic (like jobs or housing). They could work on a plan to create change in their own 
town or region. These kinds of small groups are also a great way to learn new skills. This is called 
‘participatory action research' and there are examples of Down Syndrome being involved in such 
projects [15,16]. Future World Down Syndrome Congresses should include chances for people with 
Down syndrome to do action planning in small groups on the themes from this Forum. 

Finally, this Forum added to what we already know about the quality of life for people with 
Down Syndrome, in countries with developed support systems. But in many other parts of the world, 
people face different barriers. Even though many countries have signed the UN Convention on the 
Rights of Persons with Disabilities, those rights are not always a reality. Advocacy—especially when 
people with Down syndrome speak for themselves—is one of the best ways to create change. It’s not 
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always easy, but it works. An example from South Africa showed how advocacy helped reduce unfair 
treatment of people with Down Syndrome [17]. We hope more of this happens around the world in 
the years ahead. 

5. Conclusions 

The Forum confirmed what we already knew—and added new insights—about what adults 
with Down syndrome need for a better quality of life. 

The most important things to them were: 

• Relationships with family and friends 
• Having a job 
• Learning new things 
• Living in their own home 
• Feeling safe and healthy 
• Making their own decisions 
• Being respected and included 

The way we collected information at the Forum gave us deep and meaningful ideas. It also 
showed how we can support people with Down syndrome to speak up for themselves and share their 
views. Artificial Intelligence (AI) proved to be a useful tool. It can help people with Down syndrome 
gather and explain what they want and need in life. 

More research is needed to explore how people with Down syndrome can take part in projects 
that aim to make real changes in their communities. 
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