Life with
Down
Syndrome

Down Syndrome Ireland marks 50 years with a special unveiling of artwork by renowned street artist
and activist Joe Caslin on a building in Dublin’s city centre. The artwork is part of a wider
programme of activities running as part of the charity’s new campaign The Upside which
focuses on four key aspects of life for a person with Down syndrome: health, education,
employment and life in the community.
Joe’s work with Down Syndrome Ireland includes a 60ft mural featuring 21 year old
Amanda from Mullingar who loves music and drama and also artwork featuring 28 year old
Sammy Kratschmar from Walkinstown, who is a brilliant snooker player and loves football.
Amanda and Sammy also happen to have Down syndrome.
Pictured on the front cover is Amanda and Sammy, pictured here is Amanda and Joe.
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Every year, around 150 babies in Ireland
are born with Down syndrome.

DSI commissioned Empathy survey (2021) found:

62%

of adults know someone with Down syndrome.

14%

A further 14% know someone
with Down syndrome well.

12%

While 12% of us have
a family member who
has Down syndrome.

1 Welcome
My name is Claire Murphy. I am from Co. Kilkenny.
I am a member of Down Syndrome Ireland’s National
Advisory Council, which represents the voice of adults
with Down syndrome within the charity.
We are celebrating the 50th
anniversary of Down Syndrome Ireland
by doing something new.
The Upside is a new campaign about
what needs to change so people with
Down syndrome are treated equally
in Ireland. The campaign is about four
important parts of life: health,
education, life in the community
and employment.
People have the right to education;
teachers should encourage students
with Down syndrome.
Everyone should have the opportunity
to work, people should not judge you
by the way you look.
It is important to look after your
wellbeing, to keep your mind healthy
and to keep active.

I am happy to be in my community
and with how I am included, everyone
should have the chance to be part
of their community.
I would like to share a quote from
a book called Break the Mould by
Sinead Burke:
“I want to encourage you to believe
in yourself, to have pride in who you
are, to find comfort in your own skin,
to discover your voice and to dream
as big as you can.”
Claire Murphy,
National Advisory Council,
Down Syndrome Ireland
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2 What is The Upside?
For the past fifty years,
Down Syndrome Ireland
has campaigned and celebrated
the lives of people with Down
syndrome, who were once
hidden away, regularly forgotten
and barely acknowledged
by society.
Today this is changing. Our society
increasingly embraces diversity and
inclusion, recognition that a diverse
and inclusive society is a better society
for all of us. People with Down syndrome
are increasingly taking their rightful
place in our communities. Down
Syndrome Ireland is proud of what has
been achieved, but the journey is far
from complete.
There is a long way to go before people
with Down syndrome are afforded the
same rights entitled to every person in
the State, are encouraged to pursue their
dreams and ambitions, and enjoy the
same freedoms to develop their
capabilities to the fullest. People with
Down syndrome demand their voices
are heard.
In 2021 the year that marks the 50th
anniversary of Down Syndrome Ireland,
we re-dedicate ourselves to a world in
which all people with Down syndrome
have the opportunity to enhance their
quality of life, realise their aspirations
and become valued members of a
welcoming society.
A diverse and inclusive society
is a better society for all.

This is The Upside manifesto.
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3 The Inclusion Dividend
The benefits of inclusion are numerous,
not only for people with Down syndrome
and their families, but for all of society.
That means you! An inclusive society is one
that over-rides differences, ensures equality
of opportunity and full participation by
its members.
That starts with children but must carry
on through all phases of life. The earlier all
children learn acceptance, the sooner our
society can accelerate the pace of change
to become a richer, fairer and more diverse
society that celebrates the unique abilities
of each individual.

“

A real republic requires
a wide embrace, inclusive
of all its members.
President Michael D. Higgins,
Patron of Down Syndrome Ireland

Did you know?
Inclusivity is wanted by the majority
of the public (86%); however only half
believe that people with Down syndrome
have the opportunity to be fully
integrated into their wider community.
Source: DSI Commissioned Empathy Survey (2021)
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4 Down Syndrome Ireland
Down Syndrome Ireland has worked to ensure that people with Down
syndrome can lead the lives they want, how they want, where they want
at whatever stage of life.
Children with Down syndrome are, in theory,
entitled to the same education as their peers,
though in practice, there are still issues with
inclusion and key legislation which has never
been resourced and implemented.
People with Down syndrome are entitled
to the same healthcare as everyone else,
though they have different needs and are
much more likely to feel the effects of underresourced systems, facing long waiting lists
and delayed treatment which can have
lifelong consequences.
People with Down syndrome are entitled
to make choices about their own lives, but
in practice, their opportunities are often
limited, their capacity for making decisions
is challenged and the supports they need
are not available.
Key legislation such as the 2015 Assisted
Decision-Making (Capacity) Act, has not been
fully implemented, leaving people vulnerable
to having their capacity challenged using
the 1871 Lunacy Act, which was already
100 years old when DSI was founded
50 years ago. It was unacceptable then.
It is shocking now.
The United Nations Convention on the Rights
of Persons with Disabilities challenges all
of us to evolve our views of people with
disabilities from the often lazy,
hackneyed perceptions towards a new
and fresh social approach to disability.
An approach that identifies and removes
the barriers to inclusion for everyone
in society through the right legislation,
the right policies and the right funding.
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There has been huge progress during
the past 50 years, a result of the tireless
efforts of parents and volunteers who have
campaigned to improve the lives of people
with Down syndrome. Yet, there is so much
more work to be done.
This report shines a light on each of those
themes. It includes new research on the
current perceptions surrounding Down
syndrome which highlights the gaps that
remain between the public’s aspiration
and the reality for people with Down
syndrome and their families.
This year marks 50 years of the
charity’s existence and The Upside
is a new campaign from Down
Syndrome Ireland that focuses
on four key aspects of life for a
person with Down syndrome:

Health

Education

Employment

Life in the
community

Most importantly we outline 21 Demands
that must be met to enable people with
Down syndrome to live their lives as active
and equal citizens. It underscores the need
for greater urgency for all of us to push
for a fully inclusive society where people
have the opportunity to live their best lives.
This includes:

Did you know?
Ireland has one of the lowest rates
of employment and highest rates of poverty
for people with disability in the EU.
Source: Oireachtas Disability
Group Pre-Budget Submission 2021

• Prompt access to healthcare for the many
conditions which are more common if you
have an extra chromosome.
• Early interventions, to learn how to
communicate and make choices.
• Education at all levels for all ages, designed
to promote learning for all. Access to
meaningful employment opportunities.
• Individualised funding initiatives that
allow people to choose how they would
like to be supported.
• The opportunity to participate as part
of an inclusive community and society
where everyone is valued and
contributions can be made.

Down syndrome is a genetic anomaly
caused by the presence of all or part
of a third copy of chromosome 21.

Did you know?
There is an overwhelming majority of people
who believe the State should fully provide
the adequate services and supports needed
for people with Down syndrome when it
comes to education (96%), health (92%),
community/ independent living (90%)
and working (84%).

Did you know?
Many adults with Down syndrome
attend HSE funded Disability Services
after school rather than going to further
education and employment. Adults with
disabilities have long argued that they could
live more inclusive lives if they could buy the
supports they need and want rather than
the money being given in a lump sum to
disability services. This is known as
individualised funding.

I call on each and every one of us to
do our part to close these gaps and ensure
that progress continues over the next
50 years, to help us become a more
inclusive society where every person
is more valued and included.
Together we can realise
the inclusion dividend.
Barry Sheridan
CEO
Down Syndrome Ireland

Source: DSI Commissioned Empathy Survey (2021)
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5 The Four Pillars of The Upside
– Health, Education, Employment,
Life in the community

Health

Education

Employment

Life in the community
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The Upside
– Health

Did you know?

“

The economic argument for
investing in young children
is now widely recognized.
The return of investment in early
childhood care and education
in Ireland can be as high as €7
for every €1 spent.
(Heckman et al 2012)

People with Down syndrome
experience multiple and often
complex health issues at a much higher
rate than the general population.
Advancements in treatment of some of the
early issues, such as cardiac problems, are
a major reason for the marked improvement
in life expectancy of people with Down
syndrome in a relatively short time, but there
are still many developmental and health
issues which have a huge impact of the life
of a person with Down syndrome. Down
syndrome affects the whole body. We have
highlighted a few examples of the health
impacts below, but there are many
more conditions which are much more
common in people with Down syndrome,
making them much more likely to feel the
impact of systemic problems in our public
health service.

The majority of the public (on average
8 in 10 people) believe waiting times
should be no longer than six months
for someone with Down syndrome
to receive their health assessments,
tests and start their therapies.
Source: DSI Commissioned Empathy Survey 2021

Speech and Language
Some issues are almost universal among
people with Down syndrome. Learning
to talk is a particular challenge. Difficulties
with understanding and using language
present obstacles in daily life. Delayed
language impacts on learning, and the
effects are lifelong.
Best practice dictates frequent intensive
therapy should start in early childhood,
with continued access throughout life.
Unfortunately, the present situation involves
long waiting lists followed by short
programmes of treatment.
In pre-pandemic Ireland in 2019, the average
number of therapy sessions for a person
with Down syndrome was five. Not five
sessions a week, or five sessions a month
or five sessions a term, but five sessions
in the year.

“

More than half of the people
who responded to a DSI survey had
been offered no therapy at all.
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Alzheimer’s disease
People with Down syndrome are at a much
higher risk of early onset Alzheimer’s than
the rest of the population. The risk of
developing dementia in people with Down
syndrome is 23.4% at age 50, 45% by age 55
and 88% by the age of 65, according to
research in Trinity’s Centre for Ageing
and Intellectual Disability.
We are hugely supportive of Dr McGlinchey’s
latest research project PREVENT dementia –
DS, this project is part of a collaborative
international study with the Horizon 21
European Down syndrome Consortium,
that is working to understand more about
what changes happen in the brain before
Alzheimer’s disease starts. It is hoped that
this will help to prevent dementia. This
research will focus on younger people
with Down syndrome in their twenties,
thirties and forties.

“

We need to make sure that people
with Down syndrome are included
in the conversation about brain health.
There are things we can all do
throughout our lives to keep our brains
healthy – exercise, keeping our brains
active, taking care of our heart –
these things are all important.
We also need to make sure that people
with Down syndrome are given the
opportunity to take part in dementia
prevention research. This is important
because people with Down syndrome
have a genetic risk for developing
Alzheimer's disease.
Dr. Eimear McGlinchey, Assistant Professor
in Intellectual Disability, Trinity Centre for Ageing
and Intellectual Disability; Senior Atlantic Fellow for Equity
in Brain Health at the Global Brain Health Institute,
Trinity College Dublin.
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The Lancet Commission (2020) suggests that
up to 40% of dementia cases in the general
population may be preventable through
lifestyle modifications. We must ensure that
people with Down syndrome have the same
opportunities to engage in positive lifestyle
activities such as:
• Physical activity, including
regular exercise.
• Mental stimulation, with the opportunity
to make decisions and choices, learn new
skills and access to lifelong learning.
• Social inclusion to be part of a local
community, with good access to transport,
voluntary and paid employment, and local
groups, activities.
Making these healthy lifestyle choices, in
particular lifelong learning, are often not
an option for adults with Down syndrome
or are only available in very limited ways
and opportunities decrease as people age.
This has to change.

Arthritis
For children with Down syndrome, the incidence
of arthritis is much higher than for other children.
Down syndrome-associated arthritis (DA) is an
aggressive, erosive, inflammatory arthritis that
affects one in 50 children with Down syndrome.
Up until now, there was little information on its
unique immunological features, which hindered
effective treatment. Thanks to ground breaking Irish
research, we have greater understanding of DA but
we need to put systems and resources in place so
that children can easily access assessment and
treatment for the condition.
Sleep
‘Sleep apnoea is much more common in people
with Down syndrome of all ages. If not treated,
it can lead to heart and lung damage and can affect
multiple organ systems. It also contributes
to behavioural or psychological problems.’
(McGuire and Chiccoine, 2021)
‘Sleep apnoea is common in Down syndrome,
clinical diagnosis is unreliable and universal
screening is recommended.’ (Hill et al, 2017)
An estimated 60-70% of children with Down
syndrome in Ireland have sleep apnoea, but currently
many are undiagnosed and untreated, with long
waiting lists for sleep studies. All children with
Down syndrome should be screened in early
childhood, and again if there are concerns at any
point in their life, but currently the resources aren’t
there. This is an incredibly common condition which
can have huge consequences, but it is treatable.
Children with Down syndrome respond to treatment
as well as their peers according to research carried
out recently in Crumlin. (McDonagh et al, 2021).
DSI is actively fundraising for oximetry equipment
for initial home screening, but additional HSE
resources need to be found for additional respiratory
physiologists and equipment.
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The Upside
– Education

“

True inclusion needs a whole
system approach, a whole
education approach and a whole
person approach.
Byrne, 2019

One of the biggest barriers preventing
people with Down syndrome from
reaching their potential is low
societal expectations.
Children with Down syndrome learn
differently. If children don’t learn the way
we teach, then we have to teach the way
they learn.
When Down Syndrome Ireland was founded
fifty years ago, children with Down syndrome
were often not sent to school. In more recent
years, people with Down syndrome were not
considered capable of completing the Junior
Certificate or Leaving Certificate, yet every
year students defy that expectation.
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Regardless of academic achievement all
children in the State should receive an
education which meets their individual
educational needs.
Pre-School, Primary and Post Primary
Many children with Down syndrome will have
better outcomes in mainstream schools, but
the system is far from perfect, so many
families choose special education settings
looking for smaller classes and better access
to therapy services.
The academic benefits for students with
Down syndrome who are educated in
inclusive settings are well established
(Buckley & Bird, 2000), but less well known
are the academic implications of inclusion
for the other students.
The principle of Universal Design for Learning
(UDL) is that the type of good teaching
practices which are implemented to support
students with additional needs actually help
everyone by providing multiple ways of
engaging with and understanding the
subjects taught.

The teacher’s viewpoint:
• One advantage to having a child with
Down syndrome in my classroom is that
it changed the way I teach. It showed
me that every child can learn and we
as teachers have to find the method
that works for them. I'm a better
teacher for this.
• The children who have a child with
Down syndrome in their class are
more sensitive, caring and patient.
• In my experience, classmates exhibit
more kindness and appear more
considerate and tolerant of others
as a result of having a pupil with
Down syndrome in the class.
Further Education
The end of formal schooling often marks
the beginning of adulthood for many people,
whether they have Down syndrome or not.
It brings with it new adventures, as well as
new difficulties and new uncertainties.
In Ireland, most people with Down syndrome
move into disability day services when they
leave school. This move from education to
health is something which doesn’t happen
for other 18 year olds who don’t have
disabilities. While their peers are encouraged
to continue learning or find employment,
it can be difficult for people with Down
syndrome to find appropriate courses or
to find jobs. People with Down syndrome
may struggle with other people’s low
expectations of what they can or should
do with their lives. Many would like to
continue in education, find a job and live
fairly independently with minimal support,
but it can be hard to find those opportunities.

Many people with Down syndrome have high
expectations and want the option to continue
to further and higher education. However for
most, once they leave school that will be the
end of their formal education. A few people
find their way into the third level courses
designed for people with intellectual
disabilities in Cork, Limerick and Dublin,
but the small number of courses means that
this is not accessible for most. For the past 8
years, DSI has been the leading provider
of further education for adults with Down
syndrome through our Ability programme.
But continuing education should be a right,
and should be available to all, with accessible
courses provided locally.
As well as ensuring that courses at the right
level are available locally, change is needed
in Post-Primary schools and Special
Education settings to ensure that people are
aware of their options. Students with Down
syndrome often receive no career guidance
at school as the assumption is that they will
move straight from education into disability
day care services. There is an expectation
that they will not access further or higher
education and that their path in life is already
decided. Without appropriate guidance
or digital literacy skills to find out about
courses, people may be unaware that further
or higher education options exist.
Adults who wish to continue to study need
to go against the trend and defy the
expectation that a disability day service
is the only option for them. It is shocking
that this outdated assumption is still there.
Improved guidance, accessible information
and clear pathways from school to further
and higher education need to be established
and maintained. DSI is working with State
bodies Solas and the ETBI to improve the
access to further education for people with
Down syndrome.
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An Appetite for Further Education
of adults with Down
syndrome who have already
left school would like to
attend further education.

62%

of post primary students
with Down syndrome
would like to go to college.

29%

Before the pandemic, just 29% of adults with Down syndrome were
doing some kind of course many of which were delivered in a health
setting by care staff.

16%

of teenagers with Down
syndrome say they would
like to attend a day service
after leaving school.

71%

71%

of adults with Down
syndrome are attending
a HSE day service.

Source: Down Syndrome Ireland

Did you know?
There is strong public support for higher
education access for people with
Down syndrome. 87% of adults agree
that there should be supports for adults
with Down syndrome to engage in further
and higher education.
Source: DSI Commissioned Empathy Survey (2021)

Further and Higher Education
Down Syndrome Ireland has been
successfully delivering adult education
through our local branches for more than
a decade, seeing approximately 500-600
learners progressing through our courses,
as part of the Ability Programme. Our Ability
Programme breaks down barriers and
provides adults with Down syndrome access
to meaningful further education and
employment opportunities. Many study more
than one course, demonstrating that as long
as we keep teaching, people keep learning.
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DSI’s Ability Programme is a two year course
that runs one day a week, which provides
people with Down syndrome access to
meaningful employment opportunities.
Eight years ago, Latch On; a Literacy and
Technology course was introduced and has
been delivered via Down Syndrome Ireland
branches ever since. Down Syndrome Ireland
later introduced a politics and advocacy
course called My Opinion, My Vote and most
recently a Work Skills course. These modules
all form part of our Ability Programme.
Literacy & Technology Hands-On
(Latch-On) is a two-year literacy programme
for adults with Down syndrome, which
provides opportunities for adults to
commence and continue their literacy
development. Latch-On was developed at the
University of Queensland, Australia and is
now taught in centres across Ireland, for two
days a week over two years.
My Opinion My Vote (MOTE) is one
module of the Ability Programme.

Comments from parents of students
who have studied our Ability
Programme’s Latch On module:
• The benefits are written all over him.
He will try things and is very good at
doing bits and pieces for himself and
that he didn’t do before.
• Travelling back and forth with that
sense of purpose about him has done
the world of good to him. Much more
independent in himself.
• If someone told me on the day she was
born that we would be talking about
poets and unpublished work; it would
have made a difference.
• He is alive for the first time in years.
• She has a new sense of purpose, almost
a new identity….one she is proud of!

During the pandemic, Down Syndrome
Ireland developed and delivered Ability
Online courses remotely and students with
Down syndrome embraced online learning.
Since October 2020, 133 students have
studied online with Down Syndrome Ireland.

Comments from students who have
studied with Down syndrome Ireland:
• I reached my goals for Latch On. I can
now read more quickly and I write
poetry. I am going to write a poem
for my brother’s birthday. I worked
hard for two years.
• I liked meeting new friends. We ring
each other on the phone. I like writing
names and copying words.
• I liked learning about working in a
restaurant. I pretended to be a waitress
in our class role-play. That was my
favourite part of Latch On.

Ability Online is a ten-week adult
education course developed during
COVID-19 that can be delivered remotely
and combines online tasks and group
Zoom discussions.
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The Upside
– Employment

“

There are mutual gains when
people with Down syndrome
are included in the workplace.
People with Down syndrome
involved in such initiatives have
a better quality of life and
opportunities for development,
while the companies that
employ them often report
significant improvements
in their organisational health.
McKinsey report, 2014

Access to meaningful paid employment
helps to enable social inclusion for adults
with Down syndrome.
There is little recent data on the percentage
of adults with Down syndrome in paid
employment. Studies tend to measure
employment figures for adults with
intellectual disabilities, generally.
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However, it is clear that unemployment
figures remain high. Jobs tend to be in
a limited number of fields and long-term
unpaid work is not unusual. (Kumin
& Schoenbrodt, 2015).
Only a small percentage of people with Down
syndrome are in paid employment in Ireland
– pre-pandemic, we estimate employment
levels were at just 6%. There is a large
untapped resource of people who would love
to work if given the chance. Down Syndrome
Ireland’s Ability Programme breaks down
barriers and works to provide people with
Down syndrome access to meaningful
employment opportunities.
Just as in the general working population,
each adult with Down syndrome is an
individual with their own particular
temperament, interests and skills. Some
workers will thrive in a forward-facing role,
dealing with the public in settings such
as hospitality or retail. Others will be
more suited to an administrative position,
requiring strong organisational and IT skills.

Did you know?
On average, people think that 20% of people
with Down syndrome are currently in paid
employment. In reality it is far, far less, likely
to be single digits.
Source: DSI-Commissioned Empathy Survey (2021)

Some will flourish in creative fields, while
others will find that physical labour is a good
fit. As with all workers, the goal is enabling
the individual to find a position that suits
their particular interests and skillset while
providing the supports necessary for them
to find success in this role.
Down Syndrome Ireland's Work Skills Course
and Pre-Employment Training – which form
part of our Ability Programme - meet these
challenges by exploring with students what
it means to have a career, working with them
to discover what sort of work would suit
them, and equipping them with a range of
skills that will serve them in the workplace.

Alongside the obvious advantages for
the adults with Down syndrome accessing
meaningful employment, their families also
benefit directly. Below, some examples
of what it has meant to the families of those
who have found jobs through our Ability
Programme:

“

From the very beginning of the
programme, I could see a visible
difference in Ciara's confidence
levels. She felt a sense of self-worth
and independence that I hadn't seen
in her before. Interacting with the
salon staff and customers was a
massive boost to her self-confidence,
and she just loved saying that she
had a job, a proper one that actually
paid money, she really felt like she
could just do anything on the back
of it. As a Mum to a young adult with
Down syndrome all I really want to
achieve is that Ciara has a full, happy
and – importantly - independent life,
and getting a job was just such a big
step in that direction.

Views of our Ability Programme from employers in Ireland:
• “Conor is an inspiration to both members and guests. He is a fulfilment of our philosophy
at Swan Leisure of inclusion and breaking down barriers to participation.”
• “Linda is a valued member of the Mailroom and Facilities team and she always has
a positive outlook with no task being too great or too small. Linda's energy and commitment
is admirable.”
• “Niamh is very much part of our HR team here at Glenveagh since joining us in July 2018.
She has excellent initiative, is a strong team player and we look forward to the days that
she’s in work. Niamh has educated us in a lot of ways and is a great ambassador for the
Ability Programme.”
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This is what some of our Ability Programme
graduates have to say about being in
employment:

Meet Wayne

I enjoyed my interview and appreciated the
opportunity to work for a big company. I am
learning a lot here. It’s different to the jobs I had
before and I like learning new things like Excel
and using the scanner. Sure I am part of the
furniture now!

Meet Wayne Kenny, who works as an
IT Assistant in the National Treasury
Management Agency (NTMA) as a
result of our Ability Programme.
Our programme, aimed at equipping
adults with Down syndrome with the
necessary skills to access meaningful
employment, offers a range of adult
education & training courses.
“Having a job makes me feel more
confident and more independent.
The best thing about working is
being part of a team. I love learning
new things.

Niamh Flannery (Kildare)

I love the company and having work buddies
to chat to. Everyone in the Swan Centre is nice
and friendly and they look out for me. I think
I do a very good job - I keep the pool deck cleaned
and I clean the gym. I would advise someone
with Down syndrome to get a job because
you will learn new skills and responsibilities
and you will achieve.
Conor Byrne (Dublin)

“I want to inspire other people out
there who can do the work to go for
the jobs that you want – and your
dream,” said Wayne.
Wayne continues to work remotely
for the NTMA, through the supportive
partnership between DSI & the NTMA.
During the pandemic, Wayne also
studied our Ability Online course.
Describing the course, Wayne said:
“I joined a new course called Ability.
I study over a lot of new skills, like
conversation, covid-19, boundaries,
money, stress, relationships and
writing skills”.

It’s my dream job, because of the way I’m
treated. I’m a staff member, like everyone else.
I have abilities, lots of them, which makes me
live life to the fullest. This programme helped
me with a lot of things, DSI has helped me so
much, emotionally and personally. I got my job
from working hard and achieving so much, and
that’s how the Ability Programme helped me.
I’m glad to have been a part of the Ability
Programme and I would recommend it to
anyone, all over Ireland.
Fintan Bray (Westmeath)
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The Upside
– Life in the Community

Individualised Funding

Did you know?
Inclusivity is wanted by the majority (86%);
however only half believe that people with
Down syndrome have the opportunity to be
fully integrated into their wider community.
Source: DSI Commissioned Empathy Survey (2021)

We all need a place to feel at home. We all
need to be able to make choices about how
we spend our days and how we live our lives.
Communities which are diverse, listening
to lots of different viewpoints are more likely
to meet the needs of all their members.
People with Down syndrome, like anyone
else, can be active members of their local
community, getting involved with sports,
leisure and community activities if given the
chance. Making our communities accessible
for people with Down syndrome is likely
to also benefit other marginalised groups.

In Ireland, disability services providers are
funded to deliver personal, health and social
care services and supports to people with
disabilities. Often this is delivered through
‘bundled’ funding meaning the service
receives funds to provide a service to 30
people, but if one person wants a different
type of service their funding can’t be
‘unbundled’ which leaves individuals
with no options or choice in how they
receive supports.

Did you know?
Many people believe that local amenities
are not easily accessible for people with
Down syndrome, especially when it comes
to sports clubs/playgrounds and public
transport (i.e. 56% and 57% respectively
disagreed that amenities are easily
accessible for people with Down syndrome).
Source: DSI-commissioned Empathy Survey (2021)
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Did you know?
60% of the public believe people should
have the choice between using the services
of a disability service provider or buying
different supports if that is what they
need and want, and nearly half of people
agree that families of people with Down
syndrome should have control over how
their funding is spent.
Source: DSI Commissioned Empathy Survey (2021)

Individualised funding, in various forms,
is in existence internationally since the
1970’s. Despite this, people with intellectual
disabilities in Ireland still have no widespread
access to individualised funding.
Individualised funding gives individuals
and their families control over how they use
their allocated funding. This fundamentally
rebalances the power dynamic between
people with disabilities and disability service
providers, giving choice and control to
people over the type of support they want
and how and when they receive it.
The HSE is currently running a Personalised
Budget Demonstration Projects Pilot. A HSE
personalised budget can only be used to
purchase ‘HSE funded specific personal
supports’ which is very limiting. There is also
no timeline for when the pilot evaluation
will be completed or when HSE personalised
budgets will be available as a choice for
people who want this option. Down
Syndrome Ireland has consistently lobbied
for a broader, more holistic, application of
individualised funding so individuals have
more choice in how they spend their funding,
being able to pay for things like transport,
education, etc. can open up the world of
employment for some and improve quality
of life for others.
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The Impact of COVID-19
The pandemic has highlighted that
traditional disability services are not meeting
the needs of people with disabilities. At the
height of the crisis, day services closed with
no alternative supports put in place. People
with Down syndrome reported experiencing
regression and mental health difficulties,
while family carers described feeling
abandoned, exhausted, and burnt out.
Person-centred and individualised services
are more flexible, adaptable and responsive
to changing needs and circumstances.
Independent Living
It is time for an updated housing strategy
for people with disabilities. There is a lack of
support to live independently, a lack of
accessible housing and the need to
accelerate the pace of decongregation.
Congregated settings are where 10 or more
people with a disability live together in a
single living unit or are placed in campusbased accommodation.

There has been a complete failure by the
State to plan strategically and systemically
for the future care and changing care needs
of people with disabilities as they age.
Despite the statistical evidence that people
with intellectual disabilities now live longer
and that the type of services and supports
needed change across the life span, this is
not reflected in service planning and funding.
Residential placements are only available
in emergency situations and often the only
choice is a nursing home, regardless of the
age of the adult. Properly resourced
community and home-based supports would
greatly reduce the need for residential
placements and prevent many situations
reaching crisis point where residential
services are needed. Managed planned
transitions have much better outcomes for
people with Down syndrome than transitions
that occur in crisis and emergency situations.
Moreover, it would enable families to plan
for future care needs.

Did you know?
There is an overwhelming majority of people
who believe the state should fully provide
the adequate services and supports needed
for people with Down syndrome when
it comes to community/independent
living (90%).
Source: DSI-commissioned Empathy Survey (2021)
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6 The Upside – 21 Demands
In the past 5 years, Down Syndrome Ireland has submitted over 20
submissions to a wide and varied range of Government consultations. We
have participated in numerous pilot programmes. The following 21
Demands relate to issues, services, therapies, programmes and policies.
The time for discussion has passed. Now it is time for action.
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1

Fully implement the 2015 Assisted Decision-Making (Capacity) Act immediately to
replace the 1871 Lunacy Act, already 150 years old. The Decision Support Service is
due to be operational by June 2022. It is vital this is not delayed again, all outstanding
measures required to make this hap-pen need to be dealt with quickly. 2021 is the
150th birthday of the 1871 Lunacy Regulation Act. Let’s make sure it’s the last.

2

Make a real commitment by signing the Optional Protocol to the United Nations
Convention on the Rights of Persons with a Disability (UNCRPD) to meet Ireland’s
obligations under the UNCRPD. This is an important mechanism which enables people
with disabilities to make a complaint directly to the UN Committee on the Rights
of Persons with Disabilities if they feel the State has violated their rights

3

Double the number of Speech and Language Therapists and increase numbers
of occupational therapists in HSE Network Disability Teams so that frequent direct
therapies can be provided at a meaningful level.

4

Create new and improved guidelines for GPs and Paediatricians to help pick up early
signs and refer children promptly. Employ more specialist Paediatric Rheumatologists
to diagnose and help people with Down syndrome manage their condition.

5

Ensure that funding is provided to cover HSE therapy posts where therapists are on
maternity leave or other long-term absences. Caseloads can’t be put on hold until
the therapist returns. Currently Down Syndrome Ireland helps by providing
supplementary supports at local branch level. This intervention is paid for from public
fundraising and donations.

6

Provide at least one Clinical Nurse Specialist post for Down syndrome in every
Community Health Organisation (CHO). In Ireland there is only one dedicated nurse,
focused on 0 – 18s only, who specialises in Down syndrome. The post is based in HSE
CHO7 which serves Dublin West, Dublin South City, Dublin South West, Kildare/West
Wicklow. The post is supported by Down Syndrome Ireland.

7

Provide increased research funding to gain greater understanding how to delay
and prevent dementia in people with Down syndrome.

8

Ensure that State-funded disability services for people with Down syndrome are
proactive about lifestyle approaches to dementia prevention. This means services
provide opportunities for physical activities, mental stimulation and support people
to learn how to optimise their own mental and physical health.

9

Review, fully resource and implement the EPSEN Act now. It’s been 17 years. We know
it needs updating, but we need a rights-based system now.
The EPSEN Act 2004 was a ground-breaking piece of legislation that sought to put the
provision of education for people with special educational needs on a new footing.

It required considerable changes to be made to the existing educational regime, and
the legislature has recognised that time will be needed to meet the requirements
necessary for full implementation of the Act. For this reason, provision was made for
the phased implementation of the Act over a five-year period, beginning in October 2005.
17 years later, the EPSEN Act has still not been fully enacted.

10

No more reduced timetables, suspensions and expulsions. Provide rapid access to
additional support and intensive behavioural interventions to ensure that this doesn’t
happen. We’ve had the consultations, now we need action.

11

Introduce the See and Learn Programme into every preschool where there is a child
with Down syndrome.
The See and Learn Programmes are evidence based programmes using a structured,
visual approach to help children with Down syndrome develop speech, language
and early literacy skills.

12

Ensure that every student that wants to continue in education is given the chance,
by providing career guidance. 75% of adults with Down syndrome had no career
guidance at school.
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13

End the ‘all or nothing’ approach to disability services by giving access to
individualised funding. This will provide pathways to accessing further supports as an
individual’s needs change, and funds can be used for personal assistance or transport
so that teenagers have more options than just adult day services when they leave
school. The consultations and pilots need to lead to real change in people’s lives.

14

Ensure measures are in place to meet the 6% employment target for 2024 under
the Comprehensive Employment Strategy for People with Disabilities (2015-2024).
The current target for public sector employees with disabilities is 3% and the latest
published figure from 2019 is 3.1%.

15

Increase the Comprehensive Employment Strategy target beyond 6% and introduce
similar tar-gets in the private sector.

16

Expand the wage subsidy scheme, where private sector employers are given financial
incentives to employ people with a disability. Currently this only applies if the person
is working 21 hours a week or more. Many people with Down syndrome work fewer
hours, and finding part-time jobs would be easier if this support was extended.

17

Oblige the Government to make annual statements in the Dáil on Ireland’s progress
on implementing the UNCRPD starting this year. This call has been led by the Irish
Human Rights and Equality Commission.

18

The Government needs to honour its commitment in Sláintecare’s Action Plan
to introduce a statutory right to homecare in 2021.

19

Access to respite and appropriate residential care when required.

20

Now that the Capacity Review of Disability Services has finally been published,
highlighting the high level of unmet needs of many people with disabilities,
government must commit to multi-annual planning supported by multi-annual
budgets. Individualised and person centred supports need to be at the heart of the
Disability Action Plan 2022-2025.

21

Publish and act on the report The Department of Social Protection commissioned from
Indecon in 2019 on the cost of disability in Ireland.

To learn more about The Upside or see how you can help make
Ireland more inclusive for everyone check out TheUpside.ie.
#TheUpsideDSI
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