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In Norway there are some 30,000 people with rare her-
editary or congenital disorders. For many rare disorders,
the needs they have can be a challenge for both the
patient, the family and for the service providers. As a
user of long-term, coordinated health and/or social ser-
vices in Norway, you are entitled to an Individual Plan
(IP). The right to an IP is not conditional on a particular
diagnosis or age, and is mentioned in several Norwegian
acts. One service provider (coordinator) has the overall
responsibility for each person’s IP. To succeed as a
coordinator it is essential to establish and maintain a
relationship with the user based on trust and respect.
An IP contains an outline of your objectives, your
resources and the services you require. As a user you
have the right to participate throughout the planning
process. The users’ contribution to the plan is crucial
for success. The individual plan should state when the
different measures are to be carried out and who is
responsible for this. An IP documents your actual situa-
tion and your need for measures and services, and it
can also provide a basis for applying for services you do
not have today. An IP may be a tool for you to reach
your goals in life. It is documented that 87% of the pro-
fessionals in local authorities and specialist healthcare
think the working model with individual plans encou-
rage cooperation between different parts of the services.
In Norway there are 16 different state-financed resource
centres for people with rare diseases. To date, such ser-
vices have been established for over 300 diseases. These
centres can be important contributors to an individual
plan process, in addition to their advisory role to differ-
ent parts of the help system.
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