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Abstract

Introduction. This study raises the need to promote family-centered intervention approaches,
aimed toward improving the family’s quality of life, the empowerment of all its members,

and the development of self-determination skills.

Method. To this end, we review the studies on intellectual disabilities, self-determination and
family-centered approaches from the last 10 years. From this basis, we proceed to describe
the experiences of a small group of parents (N=4), focusing on positive aspects. In addition,

we take a theoretical-applied look at the family-centered approach to intervention (FCA).

Results. Just as in the literature, the parents in this study consider that living with a disability
issue has involved challenges, concerns about their children’s future and something of an ex-
tra burden, but also personal and family enrichment. Notable key factors for attaining quality
of life as a family included: partnership between parents and professionals, identification of
family strengths, and parental development of perceived control and of self-determination

skills. Some suggestions are described for helping families meet these goals.

Discussion and conclusions. Families’ lack of competencies for meeting some of their child-
ren’s needs calls for the implementation of family-centered intervention plans that enhance

the self-determination of all family members.

Keywords: Intellectual disability. Self-determination. Resilience. Family quality ol life. Fami-

ly-professional relationships.
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Resumen

Introduccion. Este trabajo plantea la necesidad de promover enfoques de intervencion cen-
trados en la familia cuya meta sea la mejora de la calidad de vida familiar, la capacitacion
(empowerment) de todos los miembros y el desarrollo de sus habilidades de autodetermina-

cion.

Metodo. Se ha revisado una amplia relacion de trabajos de los altimos 10 afios sobre disca-
pacidad, autodeterminacion y modelos de intervencion centrados en la familia. Partiendo de
esta base, se describen las experiencias de un pequefio grupo de padres (N=4), atendiendo a
los aspectos positivos asociados a su vivencia de la discapacidad. Por otra parte, se analiza,
desde una perspectiva teodrica-aplicada, el enfoque de intervencion centrado en la familia
(ECF).

Resultados. En consonancia con la literatura, los padres de este estudio consideran que la
vivencia de la discapacidad ha supuesto retos, preocupaciones acerca del futuro de sus hijos y
cierta carga adicional, pero también un enriquecimiento personal y familiar. Se destacan co-
mo factores clave para lograr la calidad de vida familiar: las relaciones colaborativas entre
profesionales y padres, la identificacion de las fortalezas familiares, o el desarrollo de la per-
cepcion de control y de las habilidades de autodeterminacion de los padres. Se presentan al-

gunas propuestas acerca de como apoyar a las familias en la consecucion de estas metas.

Discusidn y conclusiones. La falta de competencias de las familias para responder a algunas
necesidades de sus hijos requiere la puesta en marcha de planes de intervencion centrados en

la familia que contribuyan a aumentar la autodeterminacion de todos sus miembros.

Palabras clave: Discapacidad intelectual. Autodeterminacion. Resiliencia. Calidad de vida

familiar. Relaciones colaborativas.
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Introduction

Social awareness of the rights of persons with disabilities' and of their families has
evolved favorably in recent years (Keen, 2007) (positive models of disability, deinstitutiona-
lization, quality as a goal, self-determination and self-advocacy movement, etc., are some of
the factors responsible for this evolution). At the same time, there has been a transformation
in professional practices that provide services and care for the needs of persons with disabili-
ties and their families. It may be said that professional-centered intervention models have
been replaced by intervention models centered on the person and their environment. In this
new paradigm of services and intervention plans, the person with disability and their family
occupy the central space as the main characters in the process. What differentiates these in-
tervention models is not so much the service that they render (the what) but the way this is
done (the how) (Dempsey & Keen, 2008; Dunst, Hamby & Brookfield, 2007; Espe-
Sherdwindt, 2008). From this perspective, family quality of life becomes the main goal of
professional services that, in addition, recognize the needs of all family members as well as
how their interpersonal relationships influence the developmental and learning processes of
the person with disability. This new family-centered model of planning services is especially
interesting when it encourages self-determination in the person with disability, an aspect that

constitutes one of the main dimensions of the individual’s quality of life.

Current models of providing services adopt this systemic model and consider that per-
sons with disabilities live better and are better cared for in their own homes, inevitably mak-
ing family participation a priority when making decisions about the services received. The
family is the only constant element in the life of the person with disability, and as such, they
are the best qualified to define their support needs; moreover, to the extent that the family is
able to improve its quality of life, all its members will be better able to respond to the needs
of the person with disability and to contribute to his or her attainment of self-determination.

Taking these considerations as our starting point, the objectives of the present study
are: (1) To analyze parents’ perception of their children’s disability, paying special attention

to any positive experiences that contribute to successful family adjustment. This analysis is

! Although the content of this article can be extended to any type of disability, we refer mainly to intellectual
disability.
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illustrated by comments from a small group of parents (N = 4) of persons with disabilities’.
(2) To consider the need to adopt family-centered intervention approaches that identify fami-
ly strengths and qualities as a starting point, and consider family empowerment to be the pri-
mary goal and procedure in good practices. Toward this end we review some of the funda-
mentals of the Family-Centered Approach (hereafter, FCA) as a paradigm for these consider-
ations. (3) To suggest some guidelines or strategies that prepare parents to support and stimu-
late self-determination skills in their children with disabilities. These guidelines are based on
FCA principles as well as on proposals from authors like Dunst, Trivette and Deal (1988),
Dunst and Trivette (2009), Davis and Wehmeyer (1991) and Abery et al (1994).

Parents’ perceptions about the impact of the disability on the family

Having a daughter with a disability was not part of my plans, it just happened to me,
that’s all — we always used to say, what did we do? Because it is a bitter pill to swal-
low, such a shock ... He [her husband] was the first one to know, he took it so badly
that he didn’t have the courage to tell me, he spent the whole day throwing up. I
found out that my daughter had a disability the next day, | had not suspected any-
thing, and | couldn’t believe it, it’s like disbelief ... (M. P., mother of a 17-year-old

with Down syndrome).

How awful that this has happened to us! For a long time my husband blamed it on
the childbirth, it was a horrible ordeal. It’s been very hard, it’s a very hard road, I
look back and say, never in my right mind would I choose to go through this (V.,

mother of a 14-year-old with intellectual disability).

When my daughter was born 1 felt like — what do | do? A huge emptiness! This was
our lot, that’s what happened and that’s all there is to it. Only God knows (M. J.,

mother of a 18-year-old with intellectual disability).

These are some of the reflections expressed by a group of parents of children with in-

tellectual disability, when asked about their perception of their children’s disability. Testimo-

2 All the comments included in this article were obtained from a series of parental interviews, focussed on the
following topics: perception of the disability, family quality of life and self-determination of the persons with
disability. These interviews were part of a pilot study carried out in the wider context of a research study on the
Family-Centered Approach (FCA).
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nies like these had led us to believe for decades that the birth of a disabled child creates in
parents a series of unrelenting, negative attitudes such as guilt, denial, anger, displacement
and pain, as well as multiple dysfunctional effects including social isolation, lack of marital

cohesion and/or role disruption.

Undoubtedly, what the disability means to parents, and how they react to it, has to do
with the historical reality and social context in which they live. Thus, between 1820 and
1910, during the gradual specialization of the medical and educational professions, moral
guilt about the disability was the lot of parents. Later (1920-1980) an intrinsic connection
was made between the birth of a child with disability and family pathology (siblings were
also considered maladjusted or maladapted); that is, the disability in itself inevitably hurt the
family, labeling it as a pathological family (Dykens, 2006). Elsewhere, Ferguson (2002)
points out that the traditional responses of professionals have been characterized by assuming
that tragic consequences are inherent to the disability, to the point that negative effects have
entirely eclipsed any positive consideration that might be made. These are tremendously neg-
ative interpretations that accept a priori that the birth of a child with disability is always a
tragic event, and requires that parents go through a stage of mourning the loss of the ideal
child (Harry, 2002); the “tragic crisis” of this birth could only be overcome with the help of a
suitable psychotherapist.

Fortunately, at this time family reactions to the birth of a child with disability have
evolved toward more positive interpretations. Contributions toward this trend include the new
conceptualization of disability, the appearance of positive psychology, inclusion policies, the

new philosophy of services and the movement toward personal self-determination.

In any case, even with the gradual abandonment of such negative views, there seems
to be an almost universal consensus that families perceive the disability of their child to be
stressful, at the least. This objective burden of stress is a consequence of the multiple de-
mands and challenges associated with disability, varying as a function of life stages and in-
creasing during periods of transition (moment of birth, beginning school, transition to adult
life, etc.) (Wehmeyer & Field, 2007). Let us look at a few examples.
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Our life revolves around her and social relationships also change very much (M.P.).

1 believe we live under constant stress, it’s like a ball that you place here [pointing to
a part of her body]. 7 am anxious not knowing how she is going to react, how she’ll
be feeling when she comes back from school, and when she goes out, will she want to
eat breakfast, how will I give her her medication, when she gets out at 4, what will |
do until 9?, how will I keep her entertained, will she be in a good mood, will she
want to go home ... you never know whether she’s going to feel fine or if she’ll put

up a big fuss ... Every day is a struggle (V.).

Too much responsibility, too heavy a burden. She’s going to need us her whole life.
Sometimes she is tyrannical, she is awful at accepting obligations, she wants to im-

pose her authority and always asks for more (M.J.).
Life has its ups and downs, our routines fit around our daughter, we have less free-

dom and less autonomy, and | worry about her future and the resources that society
has for these people (I., father of an 18-year-old with intellectual disability).

In view of comments like these, we cannot deny that disability creates certain finan-

cial, physical and emotional burdens in families. These burdens mean a daily challenge that

causes greater wear and tear, and frailty, to the point that these parents are socially identified

as different from other parents because of the extra assistance they may need in order to ful-

fill their roles (Russell, 2003). Notwithstanding that disability is a potentially stressful factor,

the families themselves also find positive aspects in their lives that must also be assessed and

documented.

It is therefore appropriate to consider the global impact of disability on the family, as-

suming the coexistence of negative effects (such as sadness and perceived loss of control)

and positive effects (such as values enrichment and strengthened family ties). This coexis-

tence is appreciable in apparently contradictory comments that these same parents make.

Even though | couldn’t believe it, I didn’t feel awful, I didn’t feel rejection at any

moment. On the contrary, when my daughter was in neonatal | was wishing that I
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could go in and give her her bottle — At that time my husband never said “I can’t
bear this”, nor has he ever done so ... In any case, it has done more to bring us to-
gether than anything else. People think that disability is ... something bad ... |
thought so myself, but later, the only thing we cared about was for her to be cured
[from a cardiopathy], we didn’t even think about her disability, now things go quite
smoothly (M. P.).

There are moments of loneliness, of doubt — acceptance involves a long process, it
isn’t just one day, till we determined as a couple to accept the situation and to fight
for it ... but certainly it has brought us together, I wouldn’t exchange it for anything
[this is the same mother that previously stated “never in my right mind would 1
choose to go through this '], nor would | change what has happened, nor would | ex-
change my daughter for the best person in the world. I wouldn’t wish to have a
daughter with a disability, but I wouldn’t exchange her for anything. Your values are
different from other people’s, my daughter has brought us closer to disabilities, to
knowing people with disabilities, their family members, people with amazing human

values ... (V.).

These and other documented examples in research allow us to move beyond a purely
pathological interpretation of families’ reactions to their child’s disability. Moreover, they
shed new light on adaptation and coping strategies for living with this situation. In other
words, families are also able to effectively and positively cope with the additional demands
created by parenting a child with disability (Breitenbach, 2004; Krauss, 1993; Trute, Hiebert-
Murphy & Levine, 2007). Research has established that there are similar levels of adjustment
and general well being in the families of persons with disability and in families of persons
without disabilities (Russell, 2003). Having a child with a disability is certainly not easy, but
it can lead to a richer, more valuable and fuller life (Dykens, 2006). This coping capacity and

the positive impact of disability on the family is illustrated in the following comments.

It has given me a different sensitivity. | work with children and | can detect which of

them needs more help because of my own life experience (M.P.).

Her brother has certain sensitivities that are not fit for this world, | believe he has
suffered, because he has a certain sensitivity that normal people do not have, and
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that his sister offers him aspects that | feel are very great, one also must mature in
life and must take on .... | have learned to accept things, it just changes your values
in life completely. For example, my daughter yells a lot when speaking, so, silence,
having a peaceful moment with my husband, I think I used to be more intolerant with
him and he with me, but now, you've got a single objective and that changes every-
thing. Undoubtedly it has made us stronger and more patient when facing other

problems (\V.).

It has helped all of us a great deal. It has taught us that there is another way of life
that is not the usual one, it has been a point of reflection for the whole family, to
think that there is a special person, and that there are many special persons ... |
think it has made me a better person, it makes you not be selfish. I am convinced ... |

see things differently (M. J.).

Experiences like these allow us to state that families are often resilient. The term resi-
lience was adopted in the context of positive psychology (Seligman & Csikszentmihalyi,
2000) and refers to people’s ability to cope with stressful occurrences, coming out of them
stronger (Patterson, 2002; Rolland & Walsh, 2006; Walsh, 2003, 2006). Nevertheless, why
do certain families successfully cope with an experience like this, and even emerge stronger,
while others, by contrast, fall into states of crisis (stress, depression, passivity or depen-
dence)? Authors like Bayat (2007) or Knestrich and Kuchey (2009) indicate that certain va-
riables such as the type and degree of the child’s disability, socioeconomic status, level of
family cohesion, existence of a firm belief system and of positive perceptions about disabili-
ty, maintenance of family roles and routines, availability of a variety of resources in the
community, and partnership with professionals that care for their children all seem to have an

explanatory role.

On the other hand, this ability to be resilient can also be promoted in families through
intervention approaches that underscore the unique qualities that characterize each family,
taking these as the starting point for developing appropriate support plans. Professional inter-
vention adopts a perspective based on family resilience when: (a) it goes beyond the individ-

ual approach, focused on the person with a disability®, and pursues the family’s well being

¥ Especially interesting in recent years is the focus on siblings of persons with disabilities. Siblings, as a group,
present a number of specific needs, and their experiences may also be crucial for understanding interaction dy-
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and the well being of each member, as well as improvement in their relationships; (b) it iden-
tifies family and personal strengths and uses them as a basis; (c) it takes into account the po-
tential value of the family’s support network; (d) it establishes a partnership between profes-
sionals and families, and (e) it aims toward family empowerment, through respect for their
choices and priorities, encouraging their control over desired results (Rolland & Walsh, 2006;
Sheridan & Burt, 2009). These considerations are addressed by the Family Centered Ap-
proach (FCA).

The Family Centered Approach (FCA)

Founded on the same philosophy that undergirds resilience, the FCA is defined as “an
approach to professional intervention that comprises a set of principles, beliefs, values and
practices that give the family an essential role in planning, providing and evaluating the re-
sources and services made available to their child with disability and, therefore, that respect
their priorities and decisions”. Its primary objectives are family empowerment and improving
personal and family quality of life (Bruder, 2000; Dunst, 2002; Dunst, Trivette & Hamby,
2007; Espe-Sherdwindt, 2008). Two of the most characteristic aspects of the family-centered
approach, then, are: (a) establishing a partnership between families and professionals and (b)
developing opportunities for family empowerment.

(a) Partnership

A partnership can be understood as an “interaction of mutual support between fami-
lies and professionals, focused on satisfying the needs of the person with disability and their
family, and characterized by a sense of competence, commitment, equality, positive commu-
nication and trust” (Summers et al., 2005). Along the same line, Turnbull, Turnbull, Erwin
and Soodak (2006) list the seven principles that characterize partnerships between education-
al agents, professionals and families: communication, professional competence, respect, mu-
tual advocacy, commitment, equality and trust. Establishing relationships based on these
principles helps create what Ainscow (2005) calls inclusive learning communities. Therefore,
in this type of relationship, families take on an active role from the first moment of the
process and they become partners at the same level as the professionals that serve them, es-

namics and functioning in this type of family. The reader is referred to the recently published article by Iriarte
and Ibarrola (2010).
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tablishing a peer-to-peer relationship. Recognition of this equality is the first step toward
achieving an authentic partnership, under the slogan Parents as partners, and involves recog-
nizing the complementary nature of their contributions as well as respecting their unique val-

ues and beliefs.

(b) Family empowerment

The FCA takes empowerment as its goal and as its main intervention procedure. To
the extent that families feel empowered (perceived control) and have confidence in their abil-
ity to influence the services they receive, and ultimately their child’s development, they are
less vulnerable to negative results and they perceive the quality of family life positively (Bai-
ley et al., 2006; Dempsey & Dunst, 2004; Dunst & Dempsey, 2007). Research shows how
potentially negative events are not as stressful when accompanied by a sense of personal con-
trol (Thompson, 2009). Thus, if families develop perceived control, they will be in a position
to better manage the difficulties associated with their child’s disability and to draw more pos-
itive meanings from this situation in their lives. Therefore, given the importance of this as-
pect to quality of life, care should be provided in such a way that families may have control

over the conditions and events in their lives (Schalock, 2004).

Apart from these two fundamental traits, it may be said that family-centered practice
will be effective if it includes the following aspects (Dunst & Trivette, 2009):

1. Proactive and positive, conveys a true sense of understanding to families

2. Respects each family’s own unique cultural values, beliefs and priorities

3. Is offered in response to an identified need

4. Reinforces the self-esteem of those who receive the assistance, thereby making
access to resources and support be immediately successful

5. Encourages the use of informal support and resources as much as possible

6. Promotes the acquisition of behaviors that diminish the need for support and thus
avoids creating bonds of dependency on professionals

7. Involves families in gaining access to support and resources such that their self-

efficacy beliefs are reinforced.

Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095. - 1349 -



Feli Peralta et al.

In summary, an FCA consists of underscoring positive family qualities and aspects as
well as identifying both formal and informal sources of support that are available to the fami-
ly. Above all, the FCA is concerned with giving authority and empowerment to families so
that they may be more competent, self-sufficient and independent, and acquire greater control
over their lives, thus bringing about their own self-determination, but also their child’s inclu-
sion, autonomy, self-determination and a high quality of life, while maintaining the family’s
well being (Wehmeyer & Field, 2007).

Empowering parents to develop self-determination in their families

One constant concern of families is to ensure the future well being of their children
with disabilities and to prepare them to cope with challenges to come; in summary, prepare
them to be self-determined persons. Uncertainty about the future can trigger feelings of isola-
tion, loss of confidence and decreased self-esteem in parents, endangering their well being,
the quality of life of the whole family and their self-determination goals. Let us consider

some examples.

When we talk about the topic of employment ... of whether we will have to declare her
incompetent .... I'm going to give it a lot of thought, when the time comes I don’t know

... ' would like her to be able to do whatever she is able to (M.P.).

The future is what most worries me, unquestionably, because she’s going to be depen-
dent her whole life. My biggest worry is that her future will be assured, that her life
will be on track when we are no longer here, that’s why we made our parents’ associ-

ation. I want her to live her life, to have an independent life (\V.).

And if I stop to think about what will happen to my daughter ... I don’t want to think
about it, I am bound to be gone before she is. What will be the best place for her? We
have to confront it, to be realistic. My daughter cannot choose or decide, we have to

choose what is best for her, even though we take her preferences into account (M. J.).

What will become of my daughter when we are no longer here? Her siblings have

their families ... The dark shadow of tomorrow has always worried us. Since she has
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limitations, her self-determination is reduced, at home we give her the chance to

choose (1.).

If we understand self-determination as the set of skills that allow a person to have con-
trol over their own life and be able to direct it according to their own objectives, interests and
abilities, it becomes crucial for parents to be prepared and trained for their own self-
determination through family-centered training plans. Only then will they be in a position to
help their children acquire the knowledge, skills and competencies that allow them more self-
determination. This set of skills, moreover, constitutes one of the individual quality of life
dimensions in Schalock’s model (Schalock, 2004) and therefore, has large implications in the

attainment of family quality of life.

For all the above reasons, we consider that supporting self-determination in all family
members, including the person with disability, requires that professionals take into account
and strengthen the strong points of the family as a system, and that they respond to their needs
— in other words, that they adopt an FCA (Wehmeyer & Field, 2007). When professionals act
according to an FCA, they maintain a respectful, cooperative, understanding and stimulating
relationship with families; they start with the family’s qualities; they help them identify and
understand their needs; they take into account the family’s own resources; they help them
prioritize their goals, preferences and tasks; they encourage and support them in decision
making; they assign them responsibilities; they increase the family’s control over their own

lives, and thus encourage their self-determination.

Having said that, both families and professionals must define what areas, tasks and ac-
tions correspond to each of the parties. This “distribution” or delimitation of responsibilities,
as well as coordination of formal and informal sources of support, becomes crucial in achiev-
ing a partnership. In the same way, it is important that families, being realistic, know which
areas, decisions, actions and tasks ought to come under the personal control of the child with
disability, and which of these are beyond their competencies. In this respect, some studies
warn that parents often leave little room for encouraging autonomy in their children with dis-
abilities (Zulueta & Peralta, 2008). This is due in part to providing them with very structured
environments, and to manifesting an excessively didactic, directive and intrusive interaction
style (Gonzalez-Torres, 2006; Hodapp & Fidler, 1999), which does not favor the development

of self-determined behavior (Grigal, Neubert, Moon & Graham, 2003). Some families under-

Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095. - 1351 -



Feli Peralta et al.

estimate their children’s abilities and fall to the side of overprotection. Others, by contrast,
overestimate their abilities and overwhelm their children with tasks that are beyond their pos-
sibilities (Peralta, 2008). Both extremes are dysfunctional for developing self-determined be-

havior in the person with disability.

Thus, a family environment that brings about self-determination should be characte-
rized by the establishment of clear rules and limits, and at the same time, by certain flexibility
in adapting to changes. On the other hand, parents, by their own actions, act as models and
vital support for their children: there is no more significant relationship than that established
between parents and children (Martinez, Inglés, Piqueras & Ramos, 2010). Consequently, an
FCA assigns great importance to developing the self-determination skills of all family mem-

bers, especially in parents, who are the main figures of reference for the person with disabili-

ty.

Nonetheless, despite the importance parents give to their children being “independent,
autonomous, self-sufficient, etc.”, and even having verified that self-determination is very
much involved in achieving family quality of life, it is noteworthy that little work is aimed at
promoting this goal in the family setting. For this reason the following proposals are of par-
ticular interest. These proposals make it possible to work explicitly on self-determination
skills in all family members, and they assign the professional a role of facilitation and colla-
boration, in line with FCA principles, where families have a central place in intervention

processes.

A) To increase parents’ skills and knowledge

Davis and Wehmeyer (1991) suggest a series of guidelines or strategies that unders-
core strengths and positive qualities, in line with FCA fundamentals. These guidelines can be
useful when structuring an intervention in the family environment that supports self-

determination in children with disabilities:

1. Keep a balance between necessary independence and sufficient protection. Child-
ren ought to have the chance to explore their own world. As long as there are obvious, expli-
cit boundaries, parents should “let live”, and this is never easy. For this reason, it is funda-

mental that parents allow their children with disabilities to do what they are able to do by
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themselves, to take risks, make mistakes, to fail and to learn from their failures. In summary,
they should let them experience the “dignity of risk” and give them the chance to live this
(calculated) risk (Geenen, Powers, Hogansen & Pittman, 2007; Peralta, 2008; Wehmeyer,
2006). When persons are denied participation in significant experiences, with the reasonable

risks that these involve, they are hindered from living a full life.

2. Make children understand that what they say or do is important, and that it may be
important to others. Parents can encourage their children to ask questions and to express opi-
nions. Participation in family discussions and decisions is a good opportunity to practice this

(for example, when planning vacations).

3. Make the children understand that they are important and are worth spending time
with. It is essential that children participate in family activities and decisions so that they feel
valuable and more self-confident. Shared history between parents and children helps to pro-

mote positive relationships that are key to self-determination (Wehmeyer & Field, 2007).

4. Address the children’s questions about their disability. The important thing is for
parents to stress that each one is a unique person with his or her individual profile and

strengths, also with limitations, which the individual can modify and can learn to accept.

5. Value the children’s goals and objectives and do not focus only on results and per-
formance. To do so, parents can encourage development of self-control through positive
guidelines; in other words, they can model behaviors that involve organization and goal set-
ting. For example, the family can make a chart with each member’s daily activities and place
it in a visible spot (if necessary, visual cues, drawings or photos can be included, to make ex-
plicit how a task is to be carried out). It is good for parents to reinforce each step and each
effort that their children make towards reaching the final goal.

6. Encourage social interaction with other children and in different contexts. In this
way opportunities are created to develop skills in communication, interaction, negotiation

and self-advocacy.

7. Rely on the children’s strong points and have realistic expectations that are also

ambitious. Parents can facilitate their children’s learning by taking a more active role: provid-
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ing support and affection, accompanying and comforting them with their fears and mistakes,
and avoiding activities that only lead to frustration.

8. Provide opportunities for their children to assume responsibility for their own ac-
tions, successes and failures. As educators, parents should place clear boundaries and give
reasons why. When requests are accompanied by reasons, this leads children to internalize

these suggestions and activities.

9. Plan opportunities for making choices. Any occasion is good for children to express
their preferences, make choices (clothing, food, free time) and have these be respected by
others. For example, grocery shopping can be used for talking with the child about what they

like and don’t like (this will improve their self-awareness).

10. Give honest, positive feedback, making the children see that everyone, including
parents themselves, make mistakes, but that these can be corrected. It is important to make
them understand that no one does everything well or everything badly, and it is always possi-
ble to look for alternative tasks, objectives or goals that are within one’s possibilities (reality
principle) (Szymanski, 2000). Negative results on certain tasks or activities should not be
converted into personal failures (“This activity turned out poorly” is not the same as “You are

a disaster” or “You do badly on everything”).

Elsewhere, Abery et al. (1994) use a more formal structure, and have prepared a fami-
ly curriculum containing 15 modules (Self-determination for Youth with Disabilities: A Fami-
ly Education Curriculum). The modules seek to train all family members in acquiring greater
control over their lives, and offer knowledge and skills needed to support the person with dis-
ability in exercising their own self-determination skills (Abery et al., 1994). This curriculum
has been evaluated in families of persons with intellectual and physical disabilities and re-
sults indicate that participates exercised a significantly greater degree of personal control af-

ter participating in the program (Stancliffe & Abery, 2003).
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B) To improve the professional’s services

The four-component model by Dunst, Trivette and Deal (1988; Dunst & Trivette,
2009) allows professionals to take FCA principles into their practice and to promote the fami-
lies’ own self-determination. These components, identified below, can be worked on simulta-

neously:*

1) Identify the needs of the family. In a climate of trust, where families may express
their preferences and say all that concerns them without feeling judged, professionals adopt an
attitude of active listening and empathy, and help them to identify the relevant factors that
define their quality of life. This is how they will be able to translate the family’s concerns into

needs. To do so, this type of worksheet can be used:

FAMILY:

Date  Concern expressed Need identified
A father says he feels de- Information about resources
pressed because he is worried  and options for independent
about his child’s future living

Some parents comment that Training on behavior man-
whenever they leave home, agement and consultation
their child shows defiant be-  with a specialist

haviors that draw attention, so

they seldom go out

Figure 1. Worksheet for translating concerns into needs

2) Identify the family’s resources and strengths. The first step is to identify the pos-
itive aspects of family functioning in order to understand the family reality and to verify how
it manages and monitors its own needs. To do so, professionals must pay special attention to
positive behaviors and make an effort to translate negative aspects into positive aspects. A

simple worksheet like the following serves as an example:

* For broader information on this model, see Leal’s book (1999), A family-centered approach to people with
mental retardation, as a manual of good practices.
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FAMILY:

Date Family behavior Strength identified
The mother attends Highlight the activity as a new
horseback riding hobby, the physical exercise
classes with her involved, the time shared with

daughter every week  her daughter in a relaxed,
where she must ride stress-free atmosphere
with her

Figure 2. Working on identification of family strengths

3) Identify sources of help. This means trying to discover what formal or informal
support (services or social networks) the family has available to them, and how they meet
their needs (for more information on social support networks, see the chapter by Alvarez and
Garcia, 2007). Certain questions can facilitate identification of this support, so that, if neces-
sary, other types of help can be provided, for example: Who helps you take care of your child-
ren?, Whose shoulder do you cry on when you feel bad?, Who do you talk to about your prob-
lems?, Who do you meet with when you want to have some fun?, Who spends time doing

things with your child?, Who helps you with household chores?

4) Give authority and empowerment to families. The key lies in creating opportuni-
ties for each and every family member to be more competent, independent and self-sufficient.
Families can learn what they do not know and develop strategies and skills that will help them
with their tasks, with future problems and with their needs. Instead of families being depen-
dent on the professional, the aim is to promote their self-determination, their feelings of con-

trol and their authority over their own lives and actions.
A view that focuses on resilience and on the positive impact of disability in the family,

as mentioned above, favors and supports models like these and allows us to move beyond past

approaches that are merely pathological and overly focused on the professional.
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By way of conclusion

Although it is true that disability can be considered an objective, potential source of
stress for families, positive psychology in recent decades has put forward a view that focuses
on resilience and on the possible benefits that may be produced in those affected (benefits that
are also identified by the families themselves, as we have seen here). This more comprehen-
sive view leads to family-centered approaches to intervention whose goal is to improve the
family quality of life, through empowerment of all family members. Respect for family values
and decisions, establishing true partnerships and developing proposals like those suggested by
Davis and Wehmeyer or Abery et al. will allow families to obtain greater control over their
lives. Only in this way will they be able to promote the same skills in their children with dis-
abilities, without needing to turn to external agents or create overly dependent bonds with
professionals. When parents have a perception of control, reflect on their beliefs about disa-
bility and perceive self-determination as an attainable, desirable educational goal, they will be
prepared to accompany their children, without taking their place, through the challenge that is

involved in living life on your own.

References

Abery, B., Eggebeen, A., Rudrud, L., Arndt, K., Tetu, L., Barosko, J., et al. (1994). Self-
determination for youth with disabilities: A family education curriculum. Minneapolis:
University of Minnesota, College of Education, Institute on Community Integration.

Ainscow, M. (2005). Understanding the development of inclusive education systems. Elec-
tronic Journal of Research in Education Psychology, 7, 3(3), 5-20.

Alvarez, L. & Garcia, J.N. (2007). Las redes de apoyo social en las dificultades del desarrollo.
[Social support networks in developmental disabilities.] In J.N. Garcia (Coord.), Difi-
cultades del desarrollo. Evaluacion e intervencion (pp. 317-325). Madrid: Piramide.

Bailey, D.B., Bruder, M.B., Hebbeler, K., Carta, J., Defosset, M., Greenwood, C., et al.
(2006). Recommended outcomes for families of young children with disabilites. Jour-
nal of Early Intervention, 28(4), 227-251.

Bayat, M. (2007). Evidence of resilience in families of children with autism. Journal of Intel-
lectual Disability Research, 51(9), 702-714.

Breitenbach, N. (2004). Family quality of life. Implications for family support. In
A. Turnbull, I. Brown & H.R. Turnbull (Eds.), Families and persons with mental re-

Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095. - 1357 -



Feli Peralta et al.

tardation and quality of life: International perspectives (pp. 299-320). Washington:
American Association on Mental Retardation.

Bruder, M.B. (2000). Family-centered early intervention: Clarifying our values for the new
millennium. Topics in Early Childhood Special Education, 20(2), 105-122.

Davis, S. & Wehmeyer, M.L. (1991). Ten steps to independence: Promoting self-
determination in the home. Arlington: The Arc.

Dempsey, I. & Dunst, C.J. (2004). Helpgiving styles and parent empowerment in families
with a young child with a disability. Journal of Intellectual and Developmental Disa-
bility, 29(1), 40-51.

Dempsey, 1., & Keen, D. (2008). A review of processes and outcomes in family-centered ser-
vices for children with a disability. Topics in Early Childhood Special Education,
28(1), 42-52.

Dykens, E.M. (2006). Toward a Positive Psychology of Mental Retardation. American Jour-
nal of Orthopsychiatry, 76(2), 185-193.

Dunst, C.J. (2002). Family-centered practices: Birth through high school. The Journal of Spe-
cial Education, 36(3), 141-149.

Dunst, C.J., & Dempsey, I. (2007). Family-professional partnerships and parenting compe-
tence, confidence and enjoyment. International Journal of Disability, Development
and Education, 54(3), 305-318.

Dunst, C.J., Hamby, D.W., & Brookfield, J. (2007). Modeling the effects of early childhood
intervention variables on parent and family well-being. Journal of Applied Quantita-
tive Methods, 2(3), 268-289.

Dunst, C.J., & Trivette, C.M. (2009). Capacity-building family systems intervention practices.
Journal of Family Social Work, 12(2), 119-143.

Dunst, C.J., Trivette, C.M. & Deal, A.G. (1988), Enabling and empowering families: prin-
ciples and guidelines for practice. Cambridge, M.A.; Brokline Books.

Dunst, C.J., Trivette, C.M., & Hamby, D.W. (2007). Meta-analysis of family-centered help-
giving practices research. Mental Retardation and Developmental Disabilities Re-
search Reviews, 13(4), 370-378.

Espe-Sherwindt, M. (2008). Family-centred practice: Collaboration, competency and evi-
dence. Support for Learning, 23(3), 136-143.

Ferguson, P.M. (2002). A place in the family: An historical interpretation of research on pa-
rental reactions to having a child with a disability. The Journal of Special Education,
36(3), 124-130.

-1358- Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095.



Family and disability: A theoretical perspective on the family-centered approach for promoting self-determination

Geenen, S.J., Powers, L.E., Hogansen, J.M. & Pittman, J.O.E. (2007). Youth With Disabilities
in Foster Care: Developing Self-Determination Within a Context of Struggle and Dis-
empowerment, Exceptionality, 15(1), 17-30.

Gonzalez-Torres, M.C. (2006). La motivacion y el autoconocimiento como dimensiones cen-
trales para el desarrollo de la conducta autodeterminada en las personas con discapaci-
dad. [Motivation and self-knowledge of core dimensions of self-determined behavior
in persons with disabilities.] In F. Peralta, M.C. Gonzéalez-Torres & C. Iriarte (Co-
ords.). Podemos hacer oir su voz. Claves para promover la conducta autodeterminada
(pp. 127-157). Malaga: Aljibe.

Grigal, M., Neubert, D., Moon, M.Sh. & Graham, St. (2003). Self-Determination for Students
with disabilities: Views of Parents and Teachers. Exceptional Children, 70(1), 97-112.

Harry, B. (2002). Trends and issues in serving culturally diverse families of children with
disabilities. The Journal of Special Education 36(3), 131-138.

Hodapp, R. & Fidler, D.J. (1999). Parenting, etiology, and personality-motivational function-
ing in children with mental retardation. In E. Zigler & D. Bennett-Gates (Eds.), Perso-
nality development in individuals with mental retardation (pp. 206-225). New York:
Cambridge University Press.

Iriarte, C. & Ibarrola, S. (2010). Foundations for emotional intervention with siblings of the
mentally disabled. Electronic Journal of Research in Education Psychology, 20, 8(1),
373-410.

Keen, D. (2007). Parents, families and partnerships: issues and considerations. International
Journal of Disability, Development and Education, 54(3), 339-349.

Krauss, M.W. (1993). Child-related and parenting stress: similarities and differences between
mothers and fathers of children with disabilities. American Journal of Mental Retarda-
tion, 97, 393-404.

Knestrich, T. & Kuchey, D. (2009). Welcome to Holland: Characteristics of resilient families
raising children with severe disabilities. Journal of Family Studies 15(3). Accessed on

17th November 2009, at: http://jfs.econtentmanagement.com/archives/

vol/15/issue/3/article/3123/welcome-to-holland-characteristics-of-resilient

Leal, L. (1999). Un enfoque de la discapacidad centrado en la familia [A family-centered
approach to people with mental retardation] (R. Cuenca M., F. Jalain E. Trans.). Ma-
drid: FEAPS.

Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095. - 1359 -


http://jfs.econtentmanagement.com/archives/vol/15/issue/3/article/3123/welcome-to-holland-characteristics-of-resilient
http://jfs.econtentmanagement.com/archives/vol/15/issue/3/article/3123/welcome-to-holland-characteristics-of-resilient

Feli Peralta et al.

Martinez, A.E., Inglés, C.J., Piqueras, J.A. & Ramos, V. (2010). The importance of friends
and parents in health and academic performance. Electronic Journal of Research in
Education Psychology 20, 8(1), 111-138.

Patterson, J.M. (2002). Understanding family resilience. Journal of Clinical Psychology,
58(3), 233-246.

Peralta, F. (2008). Educar en autodeterminacion: profesores y padres como principales agen-
tes educativos. [Educating in self-determination: teachers and parents as the main edu-
cational agents.] Educacion y Diversidad. Anuario Internacional de Investigacion so-
bre Discapacidad e Interculturalidad, 2, 151-166.

Rolland, J.S., & Walsh, F. (2006). Facilitating family resilience with childhood illness and
disability. Current Opinion in Pediatrics, 18(5), 527-538.

Russell, F. (2003). The expectations of parents of disabled children. British Journal of Special
Education, 30(3), 144-149.

Schalock, R.L. (2004). Moving from individual to family quality of life as a research topic. In
A. Turnbull, I. Brown & H.R. Turnbull (Eds.), Families and persons with mental re-
tardation and quality of life: International perspectives (pp. 11-24). Washington:
American Association on Mental Retardation.

Seligman, M.E. & Csikszentmihalyi, M. (2000). Positive Psychology. An introduction. Amer-
ican Psychology, 55(1), 5-14.

Sheridan, S.M., & Burt, J.D. (2009). Family-centered positive psychology. In S. J. Lopez &
C. R. Snyder (Eds.), Oxford Handbook of Positive Psychology (2nd ed., pp. 551-559).
New York: Oxford University Press.

Stancliffe, R.J. & Abery, B.H. (2003). The ecological model of self-determination: assess-
ments, curricula and implications for practice. In M.L. Wehmeyer, B.H. Abery,
D.E. Mithaug & R.J. Stancliffe (Eds.), Theory in self-determination. Foundations for
educational practice (pp. 221-248). Springfield: Charles, C. Thomas.

Summers, J.A., Poston, D.J., Turnbull, A.P., Marquis, J., Hoffman, L., Mannan, H., &
Wang, M. (2005). Conceptualizing and measuring family quality of life. Journal of In-
tellectual Disability Research, 49(10), 777-783.

Szymanski, L.S. (2000). Happiness as a treatment goal. American Journal on Mental Retar-
dation, 105(5), 352-362.

-1360- Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095.



Family and disability: A theoretical perspective on the family-centered approach for promoting self-determination

Thompson, S.C. (2009). The role of personal control in adaptive functioning. In S.J. Lopez &
C.R. Snyder (Eds.), Oxford Handbook of Positive Psychology (2nd ed., pp. 271-278).
New York: Oxford University Press.

Trute, B., Hiebert-Murphy, D. & Levine, K. (2007). Parental appraisal of the family impact of
childhood developmental disability: times of sadness and times of joy. Journal of In-
tellectual and Developmental Disability, 32(1), 1-9.

Turnbull, A., Turnbull, H.., Erwin, E. & Soodak, L.C. (2006). Families, professionals, and
exceptionality. Positive outcomes through partnerships and trust (5 ed.). Upper Sad-
dle River: Pearson. Merrill Prentice Hall.

Walsh, F. (2003). Family resilience: a framework for clinical practice. Family Process, 42(1),
1-18.

Walsh, F. (2006). Strengthening family resilience (2nd ed.). New York: Guilford Press.

Wehmeyer, M.L. (2006). Self-determination and individuals with severe disabilities: Re-
examining meanings and misinterpretations. Research and Practice in Severe Disabili-
ties, 30, 113-120.

Wehmeyer, M.L. & Field, S.L. (2007) Self-Determination: Instructional and assessment
strategies. Thousand Oaks: Corwin Press.

Zulueta, A. & Peralta, F. (2008). Percepciones de los padres acerca de la conducta autodeter-
minada de sus hijos/as con discapacidad intelectual. [Parents’ perceptions about the
self-determined behavior of their children with intellectual disability.] Siglo Cero,
39(1), 31-43.

Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095. - 1361 -



Feli Peralta et al.

[This page intentionally left blank]

-1362- Electronic Journal of Research in Educational Psychology, 8(3), 1339-1362. 2010 (n° 22). ISSN: 1696-2095.



