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Sweden Swedish Down Syndrome Association
Internet: www.svenskadownforeningen.se

Founded: 2002. Membership association

Chairman: Anneli Tisel

Members: 1272

Finances: membership fees, fi nancial support from state, donations 

Main goals
The Swedish Down Syndrome Association was 
founded by a group of parents in January 2002 
with the goal of providing information, support 
and stimulating activities for people with Down 
syndrome and their families.

Our aim is also to spread knowledge about all 
aspects of Down syndrome to the general commu-
nity in Sweden.

Services  
• counselling       
• seminars, courses
• family days, leisure activities: e.g. summer sign 

language camps 

• others: gym groups

Publications

We publish a regular newsletter, 4 or 5 times a year.

We have an information brochure “Välkommen 
Älskade Barn” for new parents.

Awareness campaign

There has been no awareness campaign up to now, 
but on World DS Day 2006 we had press releases 
and appearances on TV.

Projects and campaigns

Main projects in the next years:
• building up a Swedish Database on Down syn-

drome   
• running an educational programme for profes-

sionals (midwives, doctors) throughout Sweden 
• running several 1-week sign language camps for 

families

Useful project-tip for other EDSA 
members:

Our sign language camps are 
very popular – families have 
a chance to get to know each 
other, while learning to sign.

General information

Main problems in Sweden 
for persons with Down-syn-
drome are:
• lack of inclusive schooling
• very few job opportunities
• lack of visibility in every-

day life.

These things should be 
urgently changed:

• our school system.

Numbers

Number of children born 
with Down syndrome in 
Sweden per year is between 
100 and 120 (latest available 
statistic: 107 births in 2004).

Number of persons with 
Down syndrome living in 
Sweden: ca. 5000.

Situation of babies and 
toddlers under 4 years 

When a child with Down syn-
drome is born, the family is 
assigned to a local/regional 
Habilitation centre (HAB) 
which provides various 
interventions such as physical therapy and speech 
therapy, and also such services as special education 
advisors, psychologists and counsellors. The child is 
connected to the HAB centre until the age of 18.

Välkommen  
älskade barn!
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Anneli Tisel, president, with her son 
Max
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In the case of specific medical problems, referrals 
are made to the appropriate specialist.

Physiotherapy and early intervention is provided by 
the HAB centre.

Situation of schoolchildren

Almost all children with Down syndrome (from 
the age of 1 to 6 years) attend mainstream nursery 
schools.  

About 5-15% of children (6-12 years old) are in 
mainstream schools.

The Swedish National Agency for Education does 
not keep statistics according to diagnosis, so it is 
difficult to say how many children with Down syn-
drome attend mainstream schools. The nearest pos-
sible estimate is between 5%-15%, with the higher 
percentage applying to younger children and the 
lower percentage applying to children in the age 
group 10-16 years old.

Less than 1% of students with Down syndrome in 
the age group 16-21 attend mainstream schools.

Other schools children attend special education. 
Sweden has a separate system of special schools 
from the first grade through grade 12.

During a trial period that began in 1996, parents 
have the right to place their children in the school 
of their choice, which means that the number 
of children with Down syndrome in mainstream 
schools has increased. In all likelihood, the parents’ 
right to choose a school will be made permanent.

Situation of adults

Unfortunately, very few adults with Down syn-
drome (less than 1%) work in regular jobs. Inclusion 
in the mainstream workplace has made very slow 
progress.

In some cases, adults with Down syndrome work 
at SAMHALL, a publicly funded organisation that 
employs people with intellectual disabilities.

However the most common alternative is a day 
centre, which by law must provide daily activities 
for people with intellectual disabilities. These activi-
ties should be ‘a place for development, training 
and preparation for the mainstream workplace.’ The 
quality of these centres is quite varied.

Institutional living is now quite rare in Sweden.

Many people with intellectual disabilities live in 
group housing that provides special services,  for 

instance 4-5 individual apartments, that share a 
common area and have a full staff of personnel.

Another common option are service apartments 
that share no common area but have staff that are 
available around the clock.

A third option is individual apartments, where a 
personal assistant is provided based on need.

In recent years collective living has become more 
common, where the collectives are established and 
run by groups of families.

And of course there are a number of people who 
live at home with their families as well as a number 
of people who live completely on their own, with 
no particular extra service.

A qualified estimate is that there are about 500 - 750  
persons with intellectual disabilities over 50 years 
old, including those with Down syndrome. Swedish 
population statistics don’t sort by diagnosis: people 
with intellectual disabilities are all placed in the 
same category.

Now that the lifespan of people with Down syn-
drome is increasing dramatically there is much dis-
cussion about how to guarantee a good quality of 
life for elderly persons with intellectual disabilities. 
Alzheimers is of course one of the major questions 
that must be dealt with, since the personnel who 
work with people suffering from Alzheimers do not 
always have experience with people with intel-
lectual disabilities. It is very important that each 
elderly person’s needs are judged on an individual 
basis – in other words, no automatic placements in 
homes for the elderly just because the person has 
an intellectual disability.

All possible options should be investigated to allow 
the person to remain in his/her apartment with 
extra help.


