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What is the project
all about and how
did it start?

The project Don’t Miss Out On Childhood – Alternatives to in•stitutional
care of children (STEA 2016–2018) has its roots in the
project One of the Neighbours – Deinstitutionalisation in Finland
run by the Service Foundation for People with an Intellectual Disability (RAY 2011–2015). The basic philosophy of the One of the
Neighbours project was that no one is too severely disabled to live
in a home of their own. Now, a few years after the project, it is
considered obvious that anyone can live in a home of their own
and function as a part of their community, regardless of their need
for support.
However, this is not yet the case in services for children: while
adults are moving from institutions to homes of their own, children
are still being placed in institutions. Institutions are powerless: either services needed to support living at home simply do not exist
or they are insufficient. In addition, services and support received
by families vary according to where they live. Moreover, no alternative residential options for children have been developed to replace institutional care. In 2015, 135 children with intellectual and
developmental disabilities were living in institutions. This is more
than ever before during the 2010’s.
Within the framework of the One of the Neighbours project, it
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was not possible to tackle the children’s situation, but we did not
want to let the problem pass. The idea of concentrating on children’s services was further encouraged by the words of Juhani Eskola, Director General of the National Institute for Health and Welfare, at the Disability Services Conference in 2015:
“A child with a disability is first and foremost a child. Children
with disabilities shall be able to enjoy all children’s rights on equal
terms with other children. In addition, they shall be entitled to specific arrangements in order to guarantee equality. Children with disabilities shall have the right to the supports and services necessary
for their well-being and equal opportunities.”
We wanted to take the challenge and find out why children still
keep drifting into institutions. We also wanted to find out what is
needed to make it possible for children to spend their childhood
with their families.
We started building a foundation for development from the experiences and thoughts of families on what changes are needed in
order for families to be able to live good lives. We also wanted to
genuinely understand families, their everyday lives and their complex
situations. We imagined that new services would need to be developed for families. As we were meeting families, we understood that
services do exist but they need to be made more timely and appropriate to respond to the needs families have right there and then.
The original aim of the field study was not to produce research
results for the sake of research – instead, the aim was to lay a foundation for the development work to be carried out in the project
Don’t Miss Out On Childhood. However, it seemed that families
and other stakeholders were interested in our results, so we decided to take the opportunity to give a voice to the families and
collect their thoughts for everyone to read. In this report, we take
up the experiences and thoughts of the families we have met on
everyday life, services, coping, and giving up.
There is nothing new or surprising about the results of our study.
However, many family members have said that they can identify

with the ideas we take up. In the beginning of the report, we describe the field study and the way it was done. Of the methods
used, we want to mention the Innoworkshops, where we tested
methods for hearing families.
After this, we approached the everyday lives of families with
the help of the ecocultural theory. The ecocultural theory is a tool
for understanding the everyday lives of families and the decisions
they make or do not make in order to maintain a balance in their
lives. The theory also rejects any blaming of the families by emphasising that families with disabled children are also ordinary families with children1.
In the rest of the report, we describe the everyday lives of the
families we have interviewed. The failures of the service system
stand out from our data. This is partly due to the way our questions and tasks were formulated – after all, our original aim was
to look for things that need improvement and issues that families
are constantly faced with.
1

Määttä & Rantala (2016):

Tavallisen erityinen lapsi.
Onnistuneen yhteistyön
arvoituksia ratkomassa
(An ordinary special child.
Solving the riddles of
successful co-operation).
(69).

The field study
– why and how it
was carried out

made within the framework of the project Don’t
•MissTheOutfieldOnstudy
Childhood is not a piece of scientific research. Even
though we applied scientific methods in the study, its aim was to
develop an understanding of the clients to form a foundation for
developing services that could replace institutional care for children. Service design is based on identifying needs and forming
an understanding in the beginning of the development process.
Only after building a genuine and sufficient understanding of the
needs of the clients can we start developing innovative solutions
and customer experiences.
Ethnography was chosen as the method for the field study 2.
As a methodological approach, ethnography comprises a number
of different setups and methods, such as participant observation,
interviews, journals, and casework, which was implemented in
the form of Innoworkshops. Some of the participants also photographed the everyday lives of their families, and did some network
exercises. We boldly combined different methods and, as the study
progressed, developed new ways of increasing understanding of
2

Read more about the field study: Ethnography fieldguide. Sitra.

http://www.helsinkidesignlab.org/files/730/original.pdf
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the lives of the families.
We started the data collection effort by making interviews. A
total of 14 families (n = 18 persons) from different parts of Finland
participated in the interviews. The interviews were started by hearing the stories of the families – they were allowed to tell their stories
freely, and the stories were complemented by questions, timelines,
and network maps. In addition, we made two theme interviews in
peer groups for parents: seven families participated in the group
for parents with ADHD children, and five fathers participated in the
peer group for fathers.
The analysis of the interviews gave rise to new questions. We
used the Innoworkshop method to seek answers to these questions.
We organised a total of three Innoworkshops, in which a total of
31 family members participated. The results of the interviews and
the Innoworkshops were compared with those of a survey on the
wishes and needs of parents of children with neuropsychiatric disorders, in which 58 families
responded and which was
carried out by the Loiste project,
run by the Service Foundation
for People with an
Intellectual Disability.

Innoworkshop as a data collection method
The Innoworkshop3 is a general model for multi-perspective development and for increasing the involvement of different stakeholders, developed in the Innovillage project run by the National
Institute for Health and Welfare. In an Innoworkshop, stakeholders
representing different perspectives, such as clients, professionals,
and management, meet to collaborate. By combining different perspectives, the different actors can be offered a way to get involved,
which enriches the development work.
Data for the field study was collected in three Innoworkshops.
Apart from families, municipal family workers participated in two
of them. Gaming was selected as the working method. We developed 2–4 game tables, each with a description of the initial situation of an imaginary family. Participants sought the tables where
they felt they could best contribute to the game. Discussions and
the resulting insights were written down on the game board. Whenever participants felt they had nothing more to contribute to the
discussion, they moved to another table and discussion.
Gamification was considered a fun and exciting way to collect
information and develop services. One of the most important rules
in the game was to step out of one’s role as a parent or a professional and to use all available knowledge and experience in seeking different solutions.
3

Read more about Innoworkshops (in Finnish) at

https://www.innokyla.fi/kehittaminen/innopajat (website consulted
20 August 2017)

6

|

D O N ’ T

M I S S

O UT

ON

CHILDHOOD

|

An ecocultural
view of
everyday life

The perspective on the everyday lives of families with children
•adopted
in our field study is based on the ecocultural theory, according to which there is a close link between the smooth running
of everyday routine, the parents’ well-being, and the child’s development. In the ecocultural theory, the ecocultural niche of a family
is defined as the resources and approaches essential to the family’s
everyday routines and the way they are perceived. The different
domains of the ecocultural niche can be grouped into two categories in relation to the family: external (economy, public services,
sources of information) and internal factors (housework, children’s
friends, roles). The way the ecocultural niche of an individual family is constructed depends on the restrictions set by society, on the
resources offered to the family, and on the family’s values, beliefs,
and strengths – all these factors guide the family’s everyday life
and the way it is perceived.
The ecocultural theory is based on the idea that, in the end, the
ecological impact – the family’s life sphere and the prevailing state
of society – is manifested in the everyday choices and routines of
each family. An essential concept necessary for understanding is
accommodation, which refers to the changes that the family consciously decides to make or not to make in their routines in order

to maintain the smoothness or stability of everyday life. This becomes visible in how the everyday routine at home is adapted to
the changes required by the child’s development.
The ecocultural theory covers the ten domains of change that
are significant for families of children with special needs. These domains of change are the following:
1.
The family’s economy and subsistence
2.
Services related to health care and education
3.
Suitability and safety of the home and its
surroundings
4.
Organisation of housework and the division of tasks 		
		
within the family
5.
Child care
6.
Opportunities for play and friends
7.
Roles within the marriage
8.
Social support for the family
9.
Father’s role in the family
10. The parents’ goals and sources of information.
These domains constitute the family’s ecocultural niche, or the entity
of resources and approaches that is essential for the family’s everyday routine. The way the ecocultural niche of a family is constructed
depends on the restrictions set by society, on the resources offered
to the family, and on the family’s values, beliefs, and strengths.
The relative balance model4 describes the process of change
in the family as well as their co-operation with professionals and
the service system. The model helps understand how the service
system responds to the family’s needs and current situation. When
everything goes well, the family gets help and is satisfied with the
support and service they receive. If the family does not receive suf4

Suhteellisen tasapainon malli on kuvattu tarkemmin teoksessa

Paula Määttä 2001: Perhe asiantuntijana. Erityiskasvatuksen ja
kuntoutuksen käytännöt (56-64)
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ficient support, information, or appropriate service, they become
frustrated and fatigued. Changes happen in both cases, but an ultimate balance is not reached because the families’ situations and
needs keep changing. As the situation changes, the search for help
starts from the beginning and the family again starts to seek a relative balance. The more the parents feel in control of their lives, the
less stress and concern they feel. Parents who have found a relative
balance are more conscious of their resources, whereas dissatisfied
parents continue to seek help elsewhere.
In the adaptation process, parents can determine what the economic and social preconditions of society mean to the family as well
as how the family’s routines must be changed. The family’s everyday choices and the changes of their everyday routine are guided
by each family’s own family culture, in other words, the combination of understandings and beliefs that ultimately determines the
kinds of changes the family is prepared to make in order to secure
the child’s development. The family culture is partly inherited from
one generation to another but always forms a unique whole. The
family culture involves attitudes related to, among other things, disability, children’s upbringing, roles within the family, the possibilities of change, and outside help. The family culture also involves
the practices of raising children, which are part of the family’s expertise. For a professional, it is important to understand the family culture, because it helps to understand why parents think, feel,
and act in a certain way.

Ordinary,
structured
everyday life

everyday lives of the families who participated in the study
•areThe
quite like those in any family with children: chaotic and hectic.
While everyday life contains reasons for joy, it also causes frustration, tiredness, even fatigue. Prejudice and negative attitudes can
be encountered anywhere, and not even all relatives are at ease

Lähteet:
Määttä, Paula & Rantala, Anja (2016): Tavallisen erityinen lapsi. Onnistuneen
yhteistyön arvoituksia ratkomassa (An ordinary special child. Solving the riddles
of successful co-operation). PS-Kustannus. Bookwell Oy, Juva. (2nd edition)
Tonttila Tuula 2006: Vammaisen lapsen äidin vanhemmuuden kokemus sekä
lähiympäristön ja kasvatuskumppanuuden merkitys (The parenthood experience
of a mother with a disabled child and the meaning of the social environment
and parent-professional partnerships). University of Helsinki.

|

DON’T

MISS

OUT

ON

CHILDHO O D

|

9

with disability. Families, therefore, have to keep balancing between
different aims and sometimes conflicting interests. The aim is to
find a balance and to get the everyday routine running smoothly
in order to guarantee a safe environment for the child.

Irrational routines
The foundation for every child’s development lies in everyday routines and changing interactions. When a child with special needs
is born, the family’s routines multiply. The intervals between routines are filled with nursing interventions, therapies, visits to the
doctor, repeated guidance, and extreme proactive preparation. If
there is even the slightest deviation from the routine, everything
breaks down, resulting in chaos.
To avoid chaos and to keep the pieces together, many families
apply strict routines that stay the same, sometimes bordering on

Managing the everyday routine is important for the well-being
of the child and the family. Families described their lives as filled with
irrational routines, with no time to meet friends, or to have hobbies or
dreams.
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irrationality. Although a predictable routine helps keep the pieces
together, parents feel that repeating the routine takes away the possibility of small happy surprises. An everyday life filled with routines
also has no room for planning or dreaming, which makes life dull.
Applying a strict structure keeps everyday life at home tolerable. However, the structure learned at home is not necessarily respected, or its importance is not understood. One weekend outside
the home without structure may cause a collapse of the family’s
routine for several days and make everyday life even more chaotic
than before. Many families become isolated and stay at home, which
means that they have to try and cope alone.
Overall, everyday life with a child in need of specific support requires continuous presence of the parents and constant planning.
Parents experience varying emotions: there is love and affection,
there is guilt and worry. The everyday routine is particularly challenging in single-parent families.

You carry on because you have to
Women’s caring role and responsibility for their families becomes
obvious in the interviews. The needs of children with disabilities are
so extensive that often one of the parents, in most cases the mother,
stays at home to care for the child, whereas the father shoulders
the responsibility for matters outside the home. And even when
the mother works outside the home, she often carries the main responsibility for running the household.
Mothers feel that they are expected to be available at all times.
They always have to answer the phone or rush to the spot if called
for by the child or by the situation. They have to be alert and on call
even when the child is with another adult. On the other hand, mothers want to control everything – they do not dare to delegate responsibility to others, which forces them to be on call day and night.
Even if the responsibility for care is divided between family
members, the mothers interviewed felt that they continue to have

thers feel left outside.
Being constantly alert is necessarily exhausting, and parents live
continuously at the limits of their abilities. Families say that in the
middle of all the hurry it is difficult to register one’s own fatigue.
Well-meaning advice feels like an insult. More than advice, parents
need concrete help in housework to allow them to do the most important thing: to be with their children.
Meaningful work and hobbies as well as a strong, well-functioning relationship with one’s spouse give support in parenting

As all responsibility is concentrated on mothers, fathers feel they are
outsiders and not needed in the family. Fathers wish to remind that
they, too, are part of the family.

Parents have the right to feel they cannot carry on and to receive help
and support when they are exhausted.

the main and ultimate responsibility for the daily routines related
to caring for the child. Contacts with various services are often the
mother’s responsibility, too. In addition, the mother’s responsibility is further enhanced by the fact that when someone needs to
contact the family regarding the child, in most cases they contact
the mother. As all responsibility is concentrated on mothers; fa-

and coping with everyday routines. However, being constantly in
a hurry weakens the relationship between spouses. It is difficult to
find time for the relationship when parents spend all their energy in
running the everyday routine. The threat of a divorce is hovering over
them all the time, and the slightest problem may lead to a disaster.
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Even though services are available, they are perceived as rather
inflexible. In a “take it or leave it” culture, service is available but does
not respond to the real need of the family. In that case, the family does
not use the service and is left without support

Lack of helping hands
The social community around the family may either offer help to
manage the everyday routine, or make the family’s life more difficult.
Many families described their fragile social networks and the way
people around them start withdrawing as children and challenges
grow. On the other hand, comments from outsiders about the child
or about parenting are insulting and lead to broken friendships.
Friendships remain strong with those who prove themselves
trustworthy. Trust is often measured by how people react to the
new situation or to the child with special needs. Attitudes toward
the child quickly divide the people around the family into two categories: those who don’t deserve to be trusted and those who
have a positive and approving attitude toward the child and are,
therefore, trustworthy.
Help and support from relatives and other close people is quite
invaluable. However, families do not want them to have to take
too much responsibility for running the everyday routine. On the
other hand, caring for the child may require special expertise, so
that parents cannot or do not dare break away from the routine

12
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Especially when there is a divorce, inflexible services are a problem
for families: home modifications and school transport are usually only
reimbursed for one home. This practice contributes to fathers being
left outside, because in most cases, the mother’s home is defined as the
child’s primary address.

at home and give the responsibility for childcare to someone else.
If the network of relatives and friends provides little or no support, support from society increases in importance. Families feel
that services are available, but searching and applying for them as
well as receiving them is not simple. In addition to caring for the
child, parents need strength to encounter the confusing network
of authorities and to defend their interests.
Most often, parents were hoping for help with housework, so
that they could concentrate on the children and their needs. However, the service system turns it upside down: professionals must
take responsibility for the children so that parents have time to
wash dishes, clean the house, and do the laundry. A professional
arriving at the home may also have a strictly limited job description. Parents who are fighting against burnout do not necessarily
feel that they benefit from guidance in housework – it would be
more useful if someone just did it for them
.

Fragmented services
Children develop in interaction with their environment, and the most
important growth environment for young children is their home.
As children grow, along comes day care, then school and hobbies
with peer groups5. All these should be consistent with the home.
The system is fragmented and there are many links between the
different actors, which makes the whole difficult to comprehend
– families tend to learn this after a few years of practice, through
trial and error.
Families are in contact with several professionals: an individual
client’s affairs are often managed simultaneously in several organisations. Each organisation carries out their duties within the
5

Määttä & Rantala (2010): Tavallisen erityinen lapsi. Onnistuneen

yhteistyön arvoituksia ratkomassa (An ordinary special child. Solving the
riddles of successful co-operation). (83).

Parents’ expertise concerning their child is not always taken into
consideration. Authorities must put their organisation’s budget against
families’ rights.

framework of their own targets, purposes, and budget. Families
feel they must co-ordinate their services and carry information
from one organisation to another. Even though information does
not flow between organisations, families feel that the information
they give has a secondary status compared to the information received from other authorities.
The system is fragmented also in the sense that service decisions keep being transferred from one cost centre to another, and
that there is disagreement between authorities in which families
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Siblings and friends

In order to get benefits and services, parents have to list the child’s
inabilities and inadequacies every year to be presented to the
authorities. This undermines parental pride of the existence and
development of the child. Parents want experts to speak openly and

Relationships between siblings6 stood out in the families’ stories
as something they wish to cherish and strengthen. Children grow
up knowing their sibling is different – this teaches them to accept
differences, and the relationship between siblings is mostly strong
and close. Although having sisters and brothers gives strength, relationships between siblings may also involve conflicts.
Parents are concerned about the children without disabilities
and feel guilty because they cannot give enough time to their other
children when the child with special needs takes up most of their
time and attention. When attention is divided unevenly, children

provide information but find it painful to discuss the child’s
inadequacies in the presence of the child.

do not want to participate. Families know that services are a cost
to society, but they do not want to be involved in discussing which
cost centre should be responsible for the services to which they are
entitled. For families, the most important thing is that they receive
the services they need when they need them.

A sibling relationship is the longest relationship in a person’s life.
Parents hope that siblings can see each other primarily as sisters and
brothers without responsibilities related to nursing and care.
6

Read more about sibling relations (in Finnish)

http://www.erityinensisaruus.fi/etusivu
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are put in unequal positions in the family, and the children receiving
less attention show symptoms that vary from child to child. To get
attention, an ordinary sibling may imitate negative behaviour and
behave in a more challenging way than the child with special needs.
The loyalty siblings show toward the child with special needs
causes mixed feelings in parents. Other children may, for example,
refuse to visit their grandparents if their sibling with special needs
cannot go with them. This makes parents both proud and sad because such loyalty deprives their other children of some possibilities to live a normal life.
It is common in any family that an older child has a role in caring and being responsible for the younger children. The families
we interviewed wished that their children could see each other as
sisters and brothers without responsibilities related to nursing and
care. However, when children grow, it is natural that they help
their parents in caring for the sibling with special needs, and they
do it with pleasure.
The life of an ordinary youngster with friends may be a family’s
window to normal life. Parents are happy because their ordinary
youngster has a normal life, but they also mourn the fact that the
life circle of their child with special needs grows narrower as he/
she grows older.

Everyday routine
meets the service
system

Being informed of their child’s disability is the first encounter
•a family
has with disability services, and they will remember this
experience for the rest of their lives7. This information is very important because it will have an impact on how well the family will
cope with their new situation in the future. Uncertainty, as well as
lack of information and support in dealing with emotions, makes it
difficult to accept the disability and will influence the family’s eve-

Parents’ experiences after the birth of a child with a disability or after receiving a diagnosis are defined both by the attitudes of people
around them and by the possibility to receive support. Parents say that
access to information is particularly important – also the way in which
they are informed is important.
7

See also Ensitiedon antaminen. Irlantilainen suositus / Informing

Families of Their Child’s Disability. National Best Practice Guidelines.
http://jaatinen.info/files/Ensitieto_suomennos_Irlanti.pdf
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ryday life long into the future.
Informing the parents of their child’s disability is also very important for establishing trust between professionals and families,
which is a necessary prerequisite for further good co-operation. It
is a matter of the best interest and well-being of the family and
the child, in particular. Parents need information about the child’s
disability and about how to best support the child’s development.
Providing information is a way to increase the influence of parents
in the education and rehabilitation of the child 8. When you have
sufficient knowledge, you can also discuss the matter, ask questions, and make choices.
Information is received either in fragments or overload. Inappropriate portioning of information leads to situations where essential information is either missing or not picked up from the flood
of information. The way the information is provided is significant
– people will remember experiences of a successful or unsuccessful conveying of news for the rest of their lives, and these feelings
will colour the family’s life for a long time.
Parents are aware of the limitations their child will always have

Families may have to encounter situations in which children hurt other
people and cause physical pain. A child’s violent behaviour breaks the
feeling of security inside a family; it also hurts, paralyzes, and brings
out feelings of hate. Feelings of hate quickly turn to guilt – how can
you hate something that you also love more than anything else.

– the child will miss out on things that are usually considered important for people. Concern about the child’s future, as well as sorrow
for the child being unable to do things his/her peers will be doing,
are heavy on the parents’ minds while they are being informed, but
the same feelings will follow the parents throughout their lives .
Special needs are not always visible on the outside, and sometimes parents feel they have to somehow apologise for their child.
This feeling may arise in ordinary everyday encounters, or when
applying for or demanding services.

Parenting involves complex, even conflicting emotions. Apart from love
and attachment, parents experience hatred, sorrow, disappointments,
and fear. Parents can easily feel guilty about things they have nothing
to do with.
8

Trivette & Hamby 1992: Characteristics and influences of role division

and social support among mothers of preschool children with disabilities. (367-385)
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When the child gets older, everyday challenges also get bigger.
The families’ everyday routine will be challenged in a completely
new way, at the latest when the child starts school. Schools expect families to still be living in the 1950’s: mothers stay at home
and wait for the child to be sent home from school. When there
is failure at school, parents are forced to make choices – must one
of the parents give up on their career, and is it better for the child
to be placed in the school close by or in a faraway school where
specialised services are available?
Families have to fight for their rights and services –- the more

you can demand, the more services and support you get. Families
who spend all their energy managing their everyday routine feel
that it is tough to apply for and fight for their rights. When faced
with negative decisions, some parents give up, try to manage on
their own, and develop burnout.
Multiple disappointments reduce trust. Some families feel that
they cannot tell the authorities everything because anything can
be misused or misunderstood. Being left without services, information, and social support, or receiving these too late, will put a lot
of pressure on the family. This may lead to burnout of the parents
and cause them to give up their child.
Some parents, however, fight to the last – they demand, complain, and mostly achieve their aims. Persistent parents do everything they can for their children’s well-being. By trying and questioning the limits of the service system, they also fight for other
families and earn the respect of their peers.

In a decibel democracy, those who shout the loudest will have their
voices heard and things done their way. However, it does not increase
equal opportunities or improve trust in the service system. Not all
families have the strength or sufficient knowledge to start demanding
and complaining. This causes bitterness in families who have not been
sufficiently heard or have not been able to demonstrate their need for
services.
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Will we get along
and will someone
take care of us?

everyday lives of families are not built in a vacuum. Soci•ety The
defines the limits to the choices families can make: for example, how families are able to combine work and childcare, whether
services are available, and whether they meet the families’ needs.

Families feel that instructions given by professionals are a burden in their everyday lives. They understand that the instructions
are important for their child’s development, but sometimes it is
difficult to find the time for it in the middle of everyday routines. It
needs to be considered as to what extent the instructions are possible to implement in the families’ everyday lives. Are the instructions in line with the family’s aims, and are they compatible with
their other routines?
Combining support and services with the family’s everyday routine does not happen just like that. Both official and unofficial guidance and help may rub the balance of the family’s routine and make
it less predictable. Service design calls for sensitivity to the content
of family culture – parents receive guidance and adapt it to family
routines if it is not in conflict with the family culture.
Encounters with families quickly showed that new services are
not needed. What is needed, instead, is a reform of existing services and service culture, as well as an understanding of the family culture and an ability to view the family as a whole. The service
system is well equipped to support families. Services are available,
but as they are provided by a large number of persons, there are
overlaps and unclear responsibilities. For families to be able to cope,
it is important that, in the messy system, they can find one professional with whom they get along and who can take care of them.

For everyday life to run smoothly, it is important that the child’s care,
education, and rehabilitation are well organised. There is no single
correct way to provide support – support must be tailored individually
for each family. Long-term planning helps respond to service needs that
change when situations change.
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