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THE ROLE OF THE FAMILY EDUCATOR IN EARLY INTERVENTION
PROCESS OF CHILDREN WITH DISABILITIES

Abstract

Globally, in the last few decades, the professional treatment of a child with a
disability has taken on a different philosophical perspective, that is, from an individual
to a complex holistic approach to the whole family. In the modern approach of family-
oriented early intervention, particular important is the mutual cooperation between the
experts, that is the transdisciplinary model, where the team of expert’s transdiscipli-
nary measures provides services aimed to the family and child. Those services are coor-
dinated and integrated to better respond to the complex needs of the child with a dis-
ability and his/her family.

For decades, Republic of Macedonia has been facing problems in early detection
process and early treatment of people with disabilities. In this direction, we conducted
research of 47 families who have a child with a disability. The aim of the research was to
detect when they noticed the first problems, who noticed them and when they started
with the treatment. According to the results in 80% of the sample, the first signs of
atypical development were noticed by parents (more often by mothers), and in 57% of
the children the treatment started one or more years after receiving the diagnosis.

We believe that the problems with early intervention can be overcome by follow-
ing the trend of family-oriented early intervention, greater support for families and
involvement of the family educator as part of the professional team.

Keywords: FAMILY EDUCATOR, FAMILY-ORIENTED EARLY INTERVENTION,
FAMILY, CHILDREN WITH DISABILITIES

Why is family education important?

Family education enables the strengthening of family members through
the development of skills, abilities, knowledge for each of the life cycles that the
family goes through. It enables the strengthening of family cohesion, as well as
interpersonal relations through an educational and preventive approach.

Every parent comes to a point when he/she realizes that he/she do not
know all the answers for the growth and development of their child and that
they needs a support that will enable parents to maximally stimulate the
child’s development, to build a proper emotional relationship based on trust
and love, to recognize the possible "red flags" in its development that requires
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support, advice or perhaps treatment from professionals. It is especially impor-
tant that the education offered to the parent is timely, appropriate and system-
atically organized. In that way, we will provide appropriate education and
preparation of parents for possible challenges in parenting process.

At this moment, in the Republic of Macedonia there is no system for
education of parents and parenting preparation. Due to the lack of systematic
education, parents often seek answers to their dilemmas from other parents
who have gone through that developmental period of their child or on internet
sites where they facing a lot of incorrect information. This disorganized ap-
proach will not take into consideration the individuality in the development of
each child and significantly increases the risk of inadequate parent education
and risk of making a lot of mistakes in the process of education, growth and
stimulate child development.

Especially sensitive problem occurs in parents who have a child with
atypical development. Due to the lack of proper information about the child's
expected development, often atypical developmental problems are ignored by
the parents, hoping that they will disappear on their own. Sometimes, as a
child grows, some of the problems that are atypical for a certain developmental
period will be overcome as a result of the maturation process and the child will
have a harmonious development. But in some developmental problems growth
and maturation of the child will not lead to improvement of the situation, con-
trarily the situation will get worse and the child loses the opportunity for early
intervention and early treatment. Family education will allow the parent to make
informed choices, that is he/she will know where and when to ask for help.

What is early intervention?

Early intervention is aimed at preventing difficulties and limiting them
to the smallest possible extent, in order to improve the health and well-being of
the child, their competence, minimizing developmental difficulties, prevention
of functional regressions, promoting adapted parenting and improving family
functionality (Pinjatela i Jokovi¢-Oreb, 2010).

The early system of support protects the family and society from unde-
sirable events (disintegration of the family, psychosomatic and neurotic disor-
ders, reduction of their working abilities, institutionalization of the child, etc.)
(Mami¢, 2016). In terms of financial viability, research shows that every dollar
invested in an early intervention saves between 7 and 21 dollars, that are going
to be spend in the services we need to offer to the person who was not in-
volved in early intervention process (Heckman & Masterov,2007; Rolnick &
Grunewald, 2003).



ANNUAIRE 485

Family-oriented early intervention

The need for approach changing is recognized and applied in many
countries, among which the United States has a leading role. It experienced its
beginnings in the early 1970s. This approach provides a system that should
answer two important questions in the rehabilitation process, the questions
WHO and HOW. The question WHO refers to respecting parents’ choices, in-
volve multiple family members, build on family strengths, establish partner-
ships, and collaborate with families in individualized and flexible ways. Equ-
ally important is the question HOW and refer to the specific types of family
supports and services that are provided, such as respite care, provision of in-
formation (e.g community resources, government benefits, legal rights, infor-
mation about the nature of disability), and provision of emotional support (e.g.
counselling, parent-to-parent match, participation in support groups) (Turn-
bull et al. 2007).

The National Early Childhood Technical Assistance Centre (NECTAC)
reported trends in the percentage of types of services listed on individualized
family service plans. Of the 17 services identified in this report, three could
generally be described as services to families: (a) family training, counselling,
and home visits (b) social work services and (c) respite care (Danaher & Ar-
mijo, 2005).

In the United States, where this approach is best developed, research
has shown great satisfaction in families using early intervention services. Bai-
ley et al (2004) collected data in telephone interviews with 2,600 primary care-
givers at the approximate time of the child’s third birthday. In general, almost
three-fourths of families indicated that the amount of services to their child
was about right, 91% rated the overall quality of services as excellent, and 75%
reported early intervention had a lot of impact on their child’s overall devel-
opment. McBride and Peterson (1997) reported that during home visits, 80% of
the interventionist-parent discussions focused on the child’s skill development,
and 49% of the early interventionist’s time was devoted to working directly
with the child.

In Europe, at the request of the German Board of Education, a compre-
hensive early intervention system was established in 1973 to support regional,
family, interdisciplinary early intervention centres. In 2002, 123 regional cen-
tres established network of early intervention for all families. The treatment is
performed 50% outpatiently and 50% at home. The average age at which
treatment is offered is 3 to 4 years. It is conducted according to individual
needs of each child and consists of one to two sessions per week in a period of
two years. On average, 11 therapists from different fields work in teams and
complement each other. Such cooperation between experts requires exchange
of views and ideas on each individual case, an agreement on the basic concep-
tual issues, values, aims, specialized fields and organizational issues.
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In Norway, the early intervention system consists of nurses who visit
families and children for the first two years, offering them parental advice. This
support may last longer if they identify problems in the child's development
(Pasilic, 2019).

The new approach to early intervention focuses on understanding the
child and family in a holistic and contextual way, focusing on providing oppor-
tunities for the child to learn, rather than treating his/her weaknesses in the
first place (Dalmau-Montala et al., 2017).

The basic principles of the modern model of early intervention are:

1. Early intervention services are individualized, that is early interven-
tion is focused on the child's strengths, interests and motivation and
takes place in the context of his/her daily activities.
2. Early intervention is family-oriented, meaning it is based on the
unique strengths of each family and their priorities.

3. Early intervention is carried out in a team, the expert team and the
family work together to solve problems and make decisions.

4. The services within the early intervention are on scientifically based
practice that is confirmed by evidence.

5. Early intervention is focused on results.

6. Early intervention is in balance with the context in which the child
functions. (Workgroup on Principles and Practices in Natural Environ-
ments, 2008).

We need to provide quality education for parents so they can provide
adequate support to their child. One of the main goals of early intervention is
to help the parent understand the nature of the child's problems and how they
will affect the child's further development. In this way, we increase the capac-
ity of parents, help them adjust their expectations and influence children's de-
velopmental abilities (Pasilic, 2019).

The literature highlights three types of interactions that affect a child's de-
velopment: the parent-child transaction, the family organization of the child's
experience, and the child's health and safety. In early intervention, especially in
the first year of the child, it is recommended that the therapist work at home. All
parents who participated in the Home Visitor Program expressed satisfaction
with the therapist's visit and their child's progress (Guralnick, 2011).

The role of parents in early intervention in the Republic of North Macedonia

When it comes to parenting, there are no rights or wrongs, only in-
formed choices. That’s why it’s critical that the information you base your par-
enting decisions on be accurate, up-to-date, and trusted. Awareness of key is-
sues related to the child's developmental disabilities and their potential impact
on the family system and is essential for the process of family-oriented early
intervention (Malone et al, 1997).
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System of rehabilitation and education of children with disabilities in
the Republic of Macedonia for decades has been facing a lot of problems in the
process of early detection and early treatment of people with disabilities. In
general, early detection in our health care system succeeds only in those situa-
tions where problems are "obvious", when they are expressing phenotypic or
genotypic characteristics. Chromosomopathies, cerebral palsy, total sensory
impairment (total blindness, deafness), etc. are the most common. Many of the
problems that significantly change the functioning of the personality remain
undiagnosed for a long period of time, thus we are losing the opportunity for
early intervention and developing of the full potential of children with disabili-
ties.

Low vision and deafness as partial damage of the sensory organs often
cannot be detected by parents. Specific behaviours that manifest these children
because of the impairment, parents usually attribute them to the current mood
of the child, their interests, their will and similar. In the Republic of Macedonia,
in a period of 5 years (from 2014 to 2018) within the project for visual impair-
ment people, with a special optometric device was performed ophthalmic
screening of 30 214 children of preschool and early school age, and 6 587 (21,
8%) of them are referred for additional examination. In the group of children
referred to a further examination we detected children with serious vision
problems as glaucoma, cataracts, exceptionally high dioptres, conditions
which, if treated in time provide significant vision retention (USAID and LCIF
Children with visual impairment project, 2018).

A few months ago we conducted a research of 45 families who have a
child with intellectual disability - students in special primary school (POU. Dr.
Zlatan Sremac and POU.Idnina), which confirmed all the problems we face in
the early detection and early diagnosis. According to the results, 17 children
(38%) were diagnosed at birth or up to one year of age, and these are children
who have been diagnosed with Down syndrome (chromosomopathy), cerebral
palsy, or combined developmental disabilities. The remaining 28 children
(62%) have received their diagnosis after the second year, these children are
diagnosed with autism at an average age of diagnosis of 2.5 years and mild
intellectual disability with an average age of diagnosis of 3.6 years. It is impor-
tant to note that in children who was not diagnosis during the first few months
after birth, in 36 children or 80%, the first signs of atypical development were
being noticed by their parents (more often the mother).

An important indicator in our research was the time elapsed from the
moment of recognizing the first signs that indicate atypical development, to the
moment when treatment was started. We analysed this parameter on 37 par-
ents, those who answered on this question. The following graph show the ob-
tained results.
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Graph 1:
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According to the obtained data, 16 parents or 43% started treatment
immediately after noticing the first signs of developmental problems, but the
remaining 21 parents or 57% started with a treatment one, two, three and more
years after first signs. This is a serious statistical indicator of the need of sup-
port to these families. According to the results of this group of parents, 21 par-
ents ignored the referrals of the doctor or the expert team that made the diag-
nosis, ignored the "red development flags", for whom they may have hoped to
pass on their own, and feared to accept reality or a number of other possible
reasons. As a result of that 21 children had additional development problems,
they lost the opportunity for early intervention and the possibility for maxi-
mum individual development.

Legislation to support families

In 2019, a new Law on Social Protection was adopted in the Republic of
Macedonia, in which families and services provided for families receive a sig-
nificant importance. In this regard, we would mention the services offered
within the social prevention and social services.

Article 73 is about the counselling services, which are defined in order
to prevent, alleviate and overcome the consequences of the individual and fam-
ily social problems. Parental counselling is also defined as part of these ser-
vices.

At the same time, the law provides home services as integrated social
services and there are provided for people with temporarily or permanently
reduced functional capacity, but they are not intended for family care or family
support.
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Based on the Low on Social protection, we would conclude that we have
a partially established legal framework for organizing counselling centres for
preparing families for parenting, however we have a lot of open questions
about how to organize them, the organization of the transdisciplinary ap-
proach to work, defining home services and at the end connecting these fami-
lies counselling centres with health facilities that offer health care to children at
risk.

Recommendations

Some of the problems with early intervention can be overcome by in-
cluding the family educator in the early intervention team. Through family
counselling, whether there are in preschools institutions, health care facilities,
or as independent units, they can greatly increase the educational potential of a
wider range of parents who will know when and where to ask for help.

The role of the family educator in improving early intervention will in-
clude:

Preventive measures:

¢ Improving the educational potential and skills of future parents. In this
way, future parents will have information about the developmental pe-
riods that their child is going through, will be informed what to expect
and which indicators would be alarming to seek higher level help;

e Family educator would be available to address any dilemmas regarding
child development and parenting. All problems that the family educator
considers to be more complex and not within his/her competence will be
solved in consultation with appropriate professional profiles from ap-
propriate institutions;

¢ Monitoring the child's development at home, conducted through fre-
quent home visits. Such visits will provide the family educator with a
better insight into family dynamics, parenting roles, monitoring the
child's development and behavior at home.

Regarding the work with children with disabilities and with their fami-
lies, the family educator will provide:

o Assessment of the capacity of the family to meet the needs of children
with disabilities;

¢ Building relationship based on a trust with family members and involv-
ing all members in the process of rehabilitation and education of the
child with disabilities;

¢ Educating parents about their child's problems, expectations and chal-
lenges;

e Preserving the mental health of family members;

¢ Individual work with parents of children with disabilities, in order to
organize a stimulating home environment;
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¢ Organizing group meetings to support family members (parents and
siblings);

¢ Organizing a parent-to-parent activity, an established practice when an
experienced parent who has already gone through certain challenges
works with a parent who is going through the same or similar chal-
lenges;

¢ Informing parents about their legal rights and obligations and assistance
in achieving them;

In coordination with other profiles of the professional team (special
educator and rehabilitator, psychologist, social worker, etc.) will prepare an
individual family work plan, which will be the basis in working with family
members.
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