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In this article we are presenting an outline of the experience of the Moscow Down-
side Up Early Intervention Centre and our focus in our early support service.

Psychological model of
family support

Mother-child interaction and,
thus, child development are influ-
enced by various factors, which have
been described in Russian and inter-
national literature. In particular, it
was shown that stress factors affect-
ing the family make it difficult to
develop positive parent-child inter-
action, which in its turn affects the
child’s overall development and hin-
ders social adaptation. In addition to
the well-known stress factors, typi-
cal to situations when babies with
disabilities are born, in Russia there
are some more stress factors present
that we will indicate below.

Our own experience proves the idea
that support provided to the whole
family (rather than to the child only)
should be the primary focus of the
work of an early intervention service.
According to this principle, we have
arranged our work so that each of its
aspects (educational, social, etc.) as
well as the work as a whole includes a
psychological component in addition
to a direct support provided by a pro-
fessional psychologist. It means that
the support system we have built
might be considered a psychological
model of family support.

In order for this model to
be effective the following
requirements must be
fulfilled:

¢ The work with the family begins
as early as possible;

¢ The specialist in early interven-
tion works with the infant and
her mother simultaneously,
taking into account character-
istics of both members of the
dyad;

e The specialist in early interven-
tion meets the family regularly
in a setting comfortable for the
infant and his or her parents;

e Specialists of the Centre have
an opportunity to work with the
family for a rather long period
of time, to gradually reduce
their support and activate family
resources;

e Hands-on services include a
combination of individual and
group sessions involving chil-
dren and their families, which
provide opportunities for them
to “go out” and interact with
each other in a safe environ-
ment;

e Family members are actively
involved in implementing the
child’s individual programme.

Downside Up was established in 1996. Downside Up
runs an Early Intervention Centre helping over 500
families from Moscow, other Russian regions and the
Commonwealth of Independent States (CIS). The
Centre is the only place in Moscow where direct
services to children with Down syndrome are provided
on a daily basis.

How are these requirements
fulfilled at our Centre?

First of all we should emphasise
that there is a well thought-out
system of stages in our work with
the family. In our Centre families
are offered professional advice and
support from birth to the time when
they go to school (in Russia children
start school at the age of seven). So
there are two stages in the work of
the Downside Up Centre, and corre-
spondingly, two types of programme:
Early Intervention Programmes and
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Downside Up was established in 1996. Downside Up
runs an Early Intervention Centre helping over 500
families from Moscow, other Russian regions and

the Commonwealth of Independent States (CIS).

The Centre is the only place in Moscow where

direct services to children with Down syndrome

are provided on a daily basis. In addition to home

and centre-based learning support for children from
birth to seven years old the staff publishes books
describing their experience, translates and distributes
literature to increase awareness of Down syndrome
and provides vital information to parents. The Centre
also organises training and seminars for staff of
maternity hospitals, kindergartens, babyhouses and
rehabilitation centres.

Downside Up is the operating name of Downside
Up Limited, a registered UK charity no. 1055087,
registered UK address as below, registered company
no. 3026295, and of Russian Charitable Fund no.
67698.

UK: 28 Mysore Road, London SWI1| 5SB,
Tel/Fax: +44 (0) 20 7223-1013, e-mail:
v.garrett@btopenworld.com

Russia: 115184, Moscow, Ozerkovsky pereulok, 15.
Tel/Fax +7 (095) 951-0079
Tel. +7 (095) 959-4979

e-mail: downsideup@dowsideup.org

website: www.downsideup.org

Pre-school Programmes. Among
the Early Intervention Programmes
there is a maternity hospital pro-
gramme, a home visit programme
and an adaptation group programme,
while the pre-school programmes
include individual and group session
programmes. It is important to note
that on each stage psychological,
pedagogical, social and informational
support is provided to the families. A
system like this allows us to work
with the family for a long period of
time gradually reducing the support,
and helping parents of children with
special needs to rely, more and more
on their own resources.

A multidisciplinary team

One more essential factor in
achieving success is the presence of
a multidisciplinary team which con-
sists of experts in various subjects
related to the development of chil-
dren with special needs, in our case,
— with Down syndrome. Whatever
work the team members do in our
family-centred model, they always
consider the family as a system. Each
team member gradually accumu-
lates and begins to use expertise in

closely related subjects. This allows
us to arrange the work so that one
professional having a wide range of
knowledge and skills can be a home
visitor capable to take a comprehen-
sive approach to every child and her
family. It allows the family to avoid
multiple contacts with specialists,
which is especially important in the
early stages of the work with the
family.

The first stage: How to work
with a “mother-child” dyad

When a home visitor plans her
work with the family she takes into
account the mother’s state and
infant’s individual characteristics.

The mother’s state

We should note that in spite of
all individual differences there are
many similarities in mothers’ state,
which might be explained by similar
circumstances under which the doc-
tors in maternity hospitals in Russia
break the news. Down syndrome is
usually identified immediately after
birth, and the mother is usually
told of it before the genetic analysis
is made. The news is often broken
during the first hours of the baby’s
life. At this time, the mother is usu-
ally alone, lacking support from her
family. Besides, she knows that she
has to tell the news to her relatives.
As a rule, the maternity hospital staff
try to persuade the mother to give up
the baby, and the mother can be pre-
vented from breastfeeding. (In most
Russian maternity hospitals, an old-
fashioned system still exists when
newborn babies are kept in a separate
ward and are brought to their moth-
ers only for feeding.) Nurses often do
not bring the mother her baby with
Down syndrome. Sometimes special
medicines are used to stop lactation.
Many mothers remember for a long
time the attitude of others towards
her and her baby, as full of contempt
or disgust. It happens mainly because
neither the mother nor the people
around her have correct and up-to-
date information about the causes of
Down syndrome, abilities of children
with this chromosomal abnormality
and their developmental perspec-
tives. For these reasons, many moth-
ers of children with Down syndrome
are deeply depressed.
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Characteristics of the child

Infants with Down syndrome like
other infants are ready to establish
a primary interaction, however, their
reactions and behaviour have some
specific differences. Many of them
have sucking problems which can
interfere with the interaction during
feeding; eye contact can appear a
little later, and in some cases be
shorter; their smile can be less
expressive and appears later, vocali-
sation is not as active as in most
other babies. In addition, infants
with Down syndrome can have some
sensory disorders.

Mother’s responses to
infant’s behaviours

The infant’s development can also
be affected by a secondary issue relat-
ing to the mother’s responsiveness .
Sometimes the mother’s percep-
tion of her infants responses can be
delayed; she may not notice behav-
iours as easily and therefore they
go unnoticed and not be responded
to. This affects the development
of mother-infant interactions. The
most typical mother’s behaviours are
described below.

e Avoidance of contacts: The
mother avoids contact with the
infant. Sometimes it is evident
even for a stranger: the mother,
for example, does not want to
hold her child during feeding
and gives her the bottle when
she is in her crib. In other cases,
the mother seems to be actively
playing with her child, but if one
observes them closely, one will
realise that their interaction is
substituted by mother’s manipu-
lations

e Hyper stimulation The mother
actively interacts with her child;
she manages to establish an eye
contact and tries to make it as
long as possible while the baby
has almost no opportunity to
control its duration. In situa-
tions like this infants become
exhausted soon and begin to
avoid interactions with adults
In both cases, mothers who

cannot “read” their infants’ signals

treat their peculiar behaviours as a

lack of signals and do not respond to

their initiatives. Instead, they guide
them in all their activities. There-
fore, the home visitor’s role is to
attract the mother’s attention to her
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infant’s signals and help to her learn
to interact with the child and build
relationships of cooperation.

What might happen later?

Observing further development of
mother-child interaction, we some-
times notice the following things:
¢ Interconnection between

mother and newborn child, play-

ing a positive role during the

first year of the child’s life, stays

symbiotic by nature even when

the child gets older
¢ One can often see that the
mother fully identifies with

the child; the child’s failures

are perceived by the mother as

her own, and the control of her

child’s actions becomes one of

the mother’s main goals
¢ Sometimes the mother, who
considers care for the child the
meaning of her life, uncon-
sciously resists her child’s
growing independence out of
the fear of being needless. Many
researchers who study relations
in families of children with
special needs indicate a similar
attitude in mothers towards
their teenage child with special
needs, which displays itself in
‘hyperprotection’. Our own
experience shows that similar
features of intercommunication
can be noticed in the early years
too.

Mothers of children with Down
syndrome are afraid of “going
out”. For instance, an ordinary
event like visiting a health

centre turns into an expecta-

tion of unpleasant and hurtful
contacts with the outside world.
Parents of children with special
needs expect nothing good from
contacts with others especially

in the places where the subject

of competence might be brought
up (as it happens when parents
are placing their children into
pre-school or school).

At this stage, so called adaptation
groups play an invaluable role. At
these group sessions, all the above-
mentioned characteristics of the
mother-child relationship become
noticeable because of the presence
of others. In a desire to show her
infant to the best advantage the
mother often tries to repress any
manifestation of her independence,
she restricts her natural behaviour

and uses a directive style when she
talks to her. Sometimes the mother
interrupts the child’s play, diverting
her from one toy and giving another,
even without using a verbal instruc-
tion.

When parents, especially mothers,
attend adaptation group sessions
together with their children in most
cases we observe positive changes
due to following reasons:

e Mother’s “coming out” of isola-
tion takes place under the safest
conditions. All adults, attending
the session, are friendly towards
child’s behaviours; any value
judgements that can provoke
parents’ discomfort are forbid-
den

e The progress of the child
observed in a group of her peers
teaches the mother to trust
the child, which considerably
relieves her anxiety
Examples of other mothers
who have already placed their
children into pre-schools, which
allowed them to return to work,
give mothers prospects for the
future
Parents can share helpful
information, their problems and
anxieties; they can be supported
by each other
In our Centre parent support
groups work permanently. A pro-
fessional psychologist leads them.
Recently a group of parents, whose
children attend the Centre regularly,
set up a Family Club, and unexpect-
edly most parents took up this ini-
tiative. It was especially remarkable
that mothers of very young children
who do not attend group sessions yet
joined the Club too.

Conclusion

We are far from considering the
model described above a miracle cure
solving all the problems families of
children with special needs face. At
the same time, we find it important
to regard Early Intervention Centres
not only as organisations promot-
ing early development of children
with disabilities, but also as Centres
providing social and psychological
family support.
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Editor’s Glossary

Dyad - a social unit made up of
two people, e.g. mother-child,
client-therapist, doctor-patient.
Pedagogical - relating to
educational issues

Symbiotic — describing a mutually
beneficial relationship
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