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Charter of rights for individuals 
living with spina bifida and/or 
hydrocephalus
SBHI has developed this Charter of rights for individuals in Ireland 
who are living with spina bifida and/or hydrocephalus (SB/H). Please 
note that this is not a legal document. The purpose of the Charter is to 
provide an overview and highlight the rights that individuals living with 
SB/H have in society whilst accessing relevant services. 



Ireland ratified the United Nations 
Convention of Rights for People with 
Disabilities (UNCRPD) in 2018. The UNCRPD 
is a human rights treaty adopted by the 
United Nations in 2006 which exists to 
protect and reaffirm the human rights of 
those who live with disabilities.

The purpose of the Convention is to 
promote, protect and ensure the full 
enjoyment of all human rights and 
fundamental freedoms by all persons with 
disabilities. People with disabilities include 
those who have long-term physical, mental, 
intellectual, or sensory impairments which, in 
interaction with various barriers, may hinder 
their full and effective participation in society 
on an equal basis with others.

The Convention is based on the principles 
of respect for dignity; non-discrimination; 
participation and inclusion; respect 
for difference; equality of opportunity; 

accessibility; equality between men and 
women; and respect for children.

There was a change in society’s attitudes 
towards people with disabilities. This is 
reflected in the Government’s commitment 
to implementing the recommendations of 
the Report of the Commission on the Status 
of People with Disabilities, establishing the 
National Disability Authority (June 2000), 
and developing legislation to promote and 
protect the rights of people with disabilities.

The Charter focuses on the rights of 
individuals with SB/H under the following 
headings: 
• Accessibility
• Independent living and inclusion in the 

community
• Education
• Health
• Work and employment

Overview of Rights and Disability in Ireland



Article 9 of the UNCRPD states that; 
people with disabilities have the right to 
access all aspects of society on an equal 
basis with others including the physical 
environment, transportation, information 
and communications, and other facilities 
and services provided to the public. 

What does this mean for me?
Buildings: Buildings should be designed, 
built and managed so that I can readily 
access all buildings to engage with 
society every day. The following should be 
accessible to me in buildings:
• All public areas
• Toilets
• Parking spaces

Transportation: There should be public 
accessible transport that allows me to 
move freely to the best of my ability and 

to engage in life in a meaningful way. The 
physical environment, including footways 
and other aspects of the route should be 
accessible to allow me full access to public 
transport.
Outdoor facilities: There should be physical 
access that enables me to participate in 
outdoor activities to the best of my ability. 
There should be access to:
• Entrance points
• Car parks
• On-site transport shuttles
• Facilities and centre activities
• Accessible WC’s
• Tracks and trails to facilities that connect 

environments and activities
• Information on display boards including 

face-to-face and remotely spoken 
communications. 

• Supports required to participate in an on-
site activity. 

Accessibility



Article 19 of the UNCRPD states that 
people with disabilities have the right 
to live independently in the community. 
Countries must ensure that people with 
these conditions can choose where they live 
and with whom they live, and that they are 
provided with the necessary supports to  
do this.

What does this mean for me?
Housing: There should be suitable 
accommodation to enable me to choose 
where to live and how. Accommodation 
should have the following features:
• No steps at entrances

• Wider doors and corridors
• Low level light switches
• Accessible toilet and bathroom
• Easy to operate taps and fittings. 
• Easy opening doors and windows
• Good living space throughout

Personal Assistant Services: If I require 
assistance in my day to day living, I should 
have the following:
• Personal assistance services to assist me 

with living independently
• Access to a range of in-home, residential 

and other community support services
• Access to personal assistance necessary 

to support inclusion in the community and 
prevent isolation or segregation from the 
community.

Living independently and being included in the community



Article 24 of the UNCRPD states that 
people with disabilities have a right 
to education without discrimination. 
Countries must ensure that people with 
these conditions can access an inclusive, 
quality, and free primary and post-primary 
education in their own community. 

Countries must also provide reasonable 
accommodation and individualised 
support to maximise academic and social 
development.

What does this mean for me?
1. I have a right to an education appropriate 

to my needs and abilities. 
2. I should be offered an appropriate 

education in the environment of my 
choice.

3. My needs must be the paramount 
consideration when decisions are being 
made concerning the appropriate 
provision of education for me.

4. My needs must be met to enable me to 
participate in education on an equal basis.

5. The State has a responsibility to provide 
sufficient resources to ensure that 
preschool children, children of school-
going age and adults with disabilities have 
an education appropriate to their needs in 
the best possible environment.

Education



Article 25 of the UNCRPD states that 
people with disabilities have the right to 
the enjoyment of the highest attainable 
standard of health without discrimination. 
Countries must take all appropriate 
measures (including measures that are 
gender-sensitive) to ensure that people with 
these conditions have access to the same 
range, quality and standard of health care 
that is available to everyone else, and which 
are close to people’s own communities.

What does this mean for me?
1. The health service should provide me 

with the same range, standard and 
quality of free or affordable health care 
and programmes as provided to other 
persons, including in the area of sexual 
and reproductive health and population-
based public health programmes;

2. I should receive health services required 
specifically for my condition. This includes 
early identification and intervention, as 
appropriate, and services designed to 

minimize and prevent further disabilities, 
including among children and older 
persons;

3. Health services should be provided as 
close as possible to my own community, 
including in rural areas;

4. Health professionals provide care of 
the same quality to me as to others on 
the basis of free and informed consent. 
Amongst other things this includes 
raising awareness of the human rights, 
dignity, autonomy and needs of persons 
with disabilities through training and the 
declaration of ethical standards for public 
and private health care;

5. Prohibit discrimination against me in 
the provision of health insurance, and 
life insurance where such insurance is 
permitted by national law, which shall be 
provided in a fair and reasonable manner;

6. Prevent discriminatory denial of health 
care or health services or food and fluids 
on the basis of my disability.

Health



Article 27 of the UNCRPD states that people 
with disabilities have the right to work, 
including the right to work in an environment 
that is open, inclusive, and accessible. 
Countries must take appropriate steps to 
promote employment opportunities and 
career advancement for people with these 
conditions.

What does this mean for me?
1. I have a right to equal opportunities in 

employment.
2. Employers must take ‘appropriate 

measures’ to meet my needs in the 
workforce. This means they must make 
arrangements that will enable me to:
• have equal opportunities when applying 

for work
• be treated the same as co-workers

• have equal opportunities for promotion
• undertake training

3. Under the Employment Equality Act, the 
employer has the following responsibility 
to enable me to carry out my work on an 
equal basis as others:
• Adapting the premises or the 

equipment, for example, installing 
wheelchair ramps, installing loop 
systems, and so on

• Offering flexible working times
• Providing training or other supports that 

might help
• Adjusting my attendance hours or 

allowing me to work from home where 
possible

• Assigning me certain tasks, and 
substituting others for equivalent duties, 
in consultation with me

Work and employment
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Articles 32-50 of the UNCRPD explain how 
countries which are bound by the Convention 
must give it full effect. They also explain the 
responsibility of countries to report to the 
United Nations Committee on the Rights 
of Persons with Disabilities on how they are 
putting the Convention into effect.

The enforcement of the UN CRPD follows the 
Irish government ratification of the UN CRPD 
on 7th March 2018, 11 years after Ireland 
signed the Convention. This ratification 
meant that the Irish government is now 
bound by law to honour the convention.

For full access to the UNCRPD please visit 
https://www.un.org/development/desa/
disabilities/convention-on-the-rights-of-
persons-with-disabilities.html
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