FACT SHEET
INDEPENDENT LIVING FOR PEOPLE WITH
INTELLECTUAL DISABILITIES
CAN PEOPLE WITH INTELLECTUAL DISABILITIES
LIVE INDEPENDENTLY?
Yes! All disabled people regardless of their impairment have a right to
independent living under Article 19 of the United Nations Convention on the
Rights of Persons with Disabilities (UN CRPD). This article recognises:
“the equal right of all persons with disabilities to live in the community, with choices
equal to others, and shall take effective and appropriate measures to facilitate full
enjoyment by persons with disabilities of this right and their full inclusion and
participation in the community”.
Living independently does not mean doing everything yourself or not having
support. Independent living is about having choice and control over your life
and having the same range of opportunities as a non-disabled person.
People with intellectual disabilities may need support adjustments and/or more
time to access information, ideas and decisions, but with the right support and
recognition, those with intellectual disabilities can exercise choice in their lives.
The use of plain language, easy read video and symbols are all examples of
adjustments, which have been made to support those with intellectual
disabilities to exercise choice.
Even people with complex needs and behaviour that challenges demonstrate
preferences, but often non-verbal and non-direct communication is ignored.

General Comment No. 1 on Article 12, about equal recognition before the law,
written by the Committee on the Rights of Persons with Disabilities (CRPD
Committee), makes it clear that independent living is key for people with
disabilities:
“[…] it is imperative that persons with disabilities have opportunities to develop and
express their will and preferences, in order to exercise their legal capacity on an
equal basis with others. This means that persons with disabilities must have
the opportunity to live independently in the community and to make choices and to
have control over their everyday lives, on an equal basis with others, as
provided for in article 19.”

WHAT DOES INDEPENDENT LIVING LOOK LIKE
FOR PEOPLE WITH INTELLECTUAL DISABILITIES?
What independent living looks like depends on the needs of the individual
person. For example, one person may need someone to come in once a week to
do budgeting, or access to a support number or warden. Another person might
need support workers/personal assistants working with them all the time.
Someone else may just need support to access employment or to help them
work out how to do something new or different.
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There are many different approaches to support independent living for those
with intellectual disabilities:
One example is supported housing, where a person choses where they live and
who they live with, but has support from staff to carry out household tasks.
Peer support is a key element of disabled people living independently. Many
people with intellectual disabilities choose to access peer support through selfadvocacy and people first groups, which are run and controlled by people with
intellectual disabilities who then employ non-disabled people to support them.

HOW CAN YOU HAVE CHOICE AND CONTROL IF YOU
DO NOT HAVE MENTAL CAPACITY?
Mental capacity refers to decision-making skills, which are different from one
person to another. While some people may need support in making certain
decisions, this does not mean that their power to make decisions should be
taken away. This ‘power’ to make decisions is referred to as legal capacity. It
includes being able to sign employment contracts, get married, vote, open a
bank account, join an organisation or rent an apartment, for example.

People with intellectual disabilities are disproportionately affected by the denial
of legal capacity, and are often placed under full or partial guardianship.
Article 12 of the UN CRPD makes it clear that states have a duty to ensure legal
capacity of disabled people is recognised, and must abolish substitute decisionmaking regimes such as guardianship. They must also “take appropriate measures
to provide access by persons with disabilities to the support they may require in
exercising their legal capacity”.
If a disabled person does not have legal capacity, states must ensure that they
have protections in place to ensure that a person’s “rights, will and preferences”
are respected. They must restore their legal capacity, so that they able to choose
where and with whom they would like to live, among other.
The UK’s Mental Capacity Act provides a good example of how this can be
understood in policy and practice. Under the Mental Capacity Act, a decision
about someone’s capacity should be done on a case by case basis. For example,
someone may not have the capacity to sign a legally binding contract, but that
does not mean they are not able to choose what they eat for dinner.

HOW CAN PEOPLE BE SUPPORTED TO MAKE
THEIR OWN DECISIONS?
General Comment 1 on Article 12 of the UN CRPD makes it clear that being
part the community and having access to a social network and a support
network aids decision making. Living independently and being part of their
community helps people with intellectual disabilities be exposed to a wide
variety of options.
Decision making is something all people, disabled or not, develop over time.
That same principle applies to those with intellectual disabilities. If someone has
never be asked what they want to wear or eat, they are not going to find it easy
to decide what they want to do as a job.
Types of decision making processes commonly adopted for people with
intellectual disabilities include:
Supported decision making is when the person with an intellectual disability
creates/identifies a circle of support (group of people) who they can talk
through decisions with, in order to support them to make the decision which is
best for them and their circumstances.

Where someone cannot make decisions which are legally recognisable, in many
countries an advocate or guardian system is in operation. Typically, an advocate
will meet the person they are representing, as well as key people in their life,
and based on that represent the person without legal capacity in the decision
making process. This is also known as substituted decision making. States
should move away from this system, if they want to comply with Article 12 of
the UN CRPD.
Shared decision making generally happens in health settings. It is a process
where medical professionals and patients work together to make decisions
about treatments and are balancing risks and expected outcomes with persons’
preferences.

IS PERSONAL ASSISTANCE SUITABLE FOR
PEOPLE WITH INTELLECTUAL DISABILITIES?
Many people with intellectual disabilities find personal assistants (PA) extremely
useful in living independent lives. There are many things a PA can do which are
beneficial to those with intellectual disabilities; for example, offering support
to carry out day to day tasks, such as cooking and shopping, providing access to
information through reading or translating information into simpler language
and helping people navigate new situations or information, such as traveling a
new transport route.
Disabled people should always be actively involved in the process of deciding
who they want to support them, and this is no different for those with
intellectual disabilities.
Managing PAs and paying their salaries can present a challenge for people with
intellectual disabilities. However, in many countries in Europe this element of
personal assistance can be delegated to an agency, a broker or a co-operative,
who will for a small fee do these processes for the PA user.

IS INDEPENDENT LIVING SAFE FOR PEOPLE
WITH INTELLECTUAL DISABILITES?
Independent living is safe, provided the person has the support they need
available to them. Independent living is safer than institutional or segregated
care, as people are part of their community and have access to social networks,
rather than being isolated.
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Note on terminology: ENIL prefers the term ‘disabled people’ over ‘persons with
disabilities’ or ‘people with disabilities’, in order to reflect the fact that people are
disabled by the environmental, systemic and attitudinal barriers in society, rather than
by their impairment. This is in line with the social model of disability.
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and www.inclusion-europe.eu

