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Abstract Different types of supports to families
are among the aspects that contribute to family
quality of life. This study aims to identify the types
of supports that families of children with disabil-
ities, users of early intervention services, consider
relevant and how public administration influenc-
es the quality of this support. This is a qualitative
study based on a critical social paradigm. Sixteen
mothers and four fathers were interviewed and
their contributions were analyzed using discourse
analysis. The importance of family support and
networks of parents of children with disabilities
were highlighted. The role of the supports by health
professionals is also crucial and, therefore, cuts in
public health and social services have exacerbated
the inequity in health. In practice this is highlight-
ed in relation to those who can and the ones who
cannot afford additional services. Other approach-
es in the support to families are suggested.

Key words Family quality of life, Qualitative re-
search, Family care
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Introduction

Research focused on conceptualizing family
quality of life derived from studies conducted on
the impact of having a family member with a dis-
ability’* In addition, interest on family quality of
life also emerged as an evolution of research on
individual quality of life, and thus shares its basic
principles’. Therefore, it is understood that both
individual quality of life and family quality of
life are multidimensional constructs influenced
by various objective and subjective factors. They
are often composed of the same dimensions for
all individuals or groups, although some aspects
may be more important than others. Studies in
this area are also characterized by the use of mul-
tiple research methodologies specifically aimed
at understanding this phenomenon and devel-
oping practical proposals to improve the lives of
people with disabilities and their families**®.

It can be highlighted that the pioneers on
family quality of life research are the group of
the Beach Center on Disability Research at the
University of Kansas (USA) and the Internation-
al Project on Family Quality of Life, which was
initially composed of researchers from Canada,
Australia and Israel. Both groups have contrib-
uted significantly to the development of the con-
ceptual framework and instruments for measur-
ing family quality of life.

The group of the Beach Center on Disability
Research at the University of Kansas has pub-
lished a series of studies on the development of
a definition for family quality of life”® and an in-
strument for its measurement®’. According to the
authors, the family consists of all members who
are considered part of it, whether by blood, mar-
riage relationships or even without any of them,
but who help and care for each other regular-
ly. Therefore, family quality of life includes all
family members and refers to what is necessary
for everyone to have a satisfying life at the indi-
vidual level and in the family unit. Thus, family
quality of life consists of five dimensions: fam-
ily interaction, parenting, emotional well-being,
physical/material well-being and disability -re-
lated supports®. This instrument has been adapt-
ed and validated in Spanish by the University In-
stitute for Community Integration (INICO)'>!!.

Researchers on the International Project on
Family Quality of Life developed a conceptual-
ization for family quality of life based on their
experience in the field of individual quality of
life2. According to this research group, families
enjoy a satisfactory quality of life when they get

what they strive to achieve; they are satisfied with
what they have achieved; and are able to live the
life they want to live. From this perspective they
have developed a conceptualization of family
quality of life that integrates nine dimensions
defined as health, financial well-being, family
relationships, support from other people, sup-
port from services, spiritual and cultural beliefs,
careers and preparing for careers, leisure and en-
joyment of life, and community and civic involve-
ment. Studies have been conducted on the valida-
tion of the psychometric properties of the Family
Quality of Life Survey (FQoLS-2006)*>'. Current-
ly there are two versions of the scale: a general
version for families without members with dis-
abilities and one version for primary caregivers of
people with intellectual disabilities. In addition,
the instrument is already translated into different
languages, including Spanish'.

Additionally, researchers from the Itineris
Foundation conducted a study in 12 countries
in Latin America (Argentina, Mexico, Guatema-
la, Honduras, Peru, Bolivia, Chile, Puerto Rico,
Venezuela, Brazil, Colombia and Uruguay) in
order to develop the Latin American Quality of
Life Scale (ELCV, from the original Escala Lati-
noamericana de Calidad de Vida)'>'°. This group
based their research on the dimensions of in-
dividual quality of life proposed by Schalock et
al.5, although the ELCV has individual and family
applicability. Finally, another group to note is the
research group on Disability and Quality of Life:
Educational Aspects (DISQUAVI) of the Faculty
of Psychology, Education and Sport Blanquerna
of the Ramon Llull University (Spain)".

While there may be differences between the
contributions of different groups, supports are
generally considered as a key element on family
quality of life. These supports can be directed to
the disabled person and indirectly can have an
impact on the family, or even direct support to
the family as a whole.

This study aims to investigate the influence
of supports to families of children with disabil-
ities that attend physiotherapy services in early
intervention, in order to identify how public pol-
icies can influence on the improvement of family
quality of life.

Methodology

This study was carried out in Mallorca, Balearic
Islands (Spain). It is a qualitative research based
on the critical social paradigm'®. The purposive



sample consisted of parents of children less than
6 years old who have a disability or developmen-
tal disorder and attend physiotherapy. Participants
were recruited through early intervention services
of Mallorca in which health professionals facilitat-
ed access to potential informants. A socio-demo-
graphic questionnaire was utilized to identify char-
acteristics of the families. The selection of partici-
pants was based on the inclusion criteria regarding
the child’s disability, family members, time that
attend early intervention services, socioeconomic
profile of the family and housing location. Partic-
ipants were 4 fathers and 16 mothers of children
with a disability or developmental disorder.

The information was gathered through face-
to-face individual or dyads (father and mother)
semi-structured in-depth interviews in order to
reach saturation. Interviews were recorded in two
tape recorders and transcribed Verbatim. Dis-
course analysis was utilized for data analysis. Only
texts that constitute discourses, as defined by An-
taki et al."” and Perikyld and Ruusuvuori®, were
selected and analyzed. Discourses regarding fam-
ily supports and the involvement of public pol-
icies in the transformation of services aimed at
improving family quality of life were selected for
analysis. This study is part of a broader research
that also involved pediatrics early intervention
physiotherapists. Triangulation of information
through different sources and methods was uti-
lized as a means of methodological rigor. The
Ethics Committee of the University of the Balear-
ic Islands approved this work.

Results

Initially, all contributions arising from the in-
terviews agree on the importance of supports to
family quality of life. Thus, the support received
by the extended family (parents, siblings, close
friends, etc.), other parents in similar situation
and health professionals represent an aspect that
undoubtedly contributes to family quality of life.

Participants described the collaboration
of the extended family on childcare in certain
circumstances and as an occasional economic
support. Parents pointed that the possibility of
leaving children in the care of a member of the
extended family is an element that contributes to
their family quality of life. However, it also became
apparent that not all families have their extended
family nearby to offer this support. On the other
hand, there are families who cannot count on this
kind of informal care because of difficulties aris-

ing from the child’s condition. The quote below
illustrates this situation.

We can’t leave the child with her grandmother
as any other child. If the girl is sick, so we have to
take her to work with one of us. Or we can’t go to
work. (P_01d)

Occasional financial support is another form
of support received from the extended family. It
happens at peak times and for some participants
it is perceived as a crucial aspect. Additionally,
the consideration that public aid is insufficient
emerged on the accounts. Thus, the possibili-
ty of counting with a financial support is a reas-
suring aspect for families.

The State really doesn’t help. [...] Or you
have family to help, or... Thank God we have it,
but of course, it is a problem. (M_06d)

Another support for families is determined
by the role of professionals of early interven-
tion services. They appreciate the continued ad-
vice and the possibility to share their questions
and their concerns with professionals. The words
of this mother below illustrate this:

The fact of going to treatment two days a week
and talk about certain things, I feel like life is
rolling very normal. And here we get a continued
advice, ok? It is always a welcome. A permanent
support and it covers... I think it answers all my
doubts, my fears. [...] I feel like I have a constant
support here. (M_07)

Specifically, families highlight that the sup-
port received by physiotherapists is related to
both the psychomotor improvement of children,
as well as to provide information on child devel-
opment and words of reassurance. The latter rep-
resents a kind of emotional support.

I think that if it were not for them (physiother-
apists), my son wouldn’t be as he is now, gaining
autonomy. For me it would take more time think-
ing: what happened? Why is he like this? I mean,
feeling a little guilty, even if I'm not but I'd feel
guilty. Their support allowed me to be happier in a
way that... well, I have their support. I know that
they’re helping me to get things for my son. (M_02)

In the opinion of the participants in this study,
home services can be a key support for families
who have children with disabilities. They consid-
er that home care supply for public and subsi-
dized services could be beneficial for improving
family quality of life, mainly because it would
minimize displacements to services. However, in
the context of this study, families’ accounts re-
garding home care shows a utopian perception,
and not as an available service. It can be observed
in the words of this mother.
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It would be great for quality of life that children
who needed could receive physiotherapy at home.
That would be great, you know? Like the elderly
who get home care physiotherapy. That would re-
sult in better quality of life for everyone. (M_14d)

Another type of professional support comes
from schools where physiotherapists attend chil-
dren with disabilities. Interviewees consider that
physiotherapy in schools is an important sup-
port while children attend public early interven-
tion services or other private services. However, it
is insufficient once the child has been discharged
of early intervention services. Specifically, partic-
ipants refer to little time spent on each session
and the infrequency of physiotherapy sessions
a week, demonstrating insufficient human re-
sources.

In addition, another aspect that has emerged
in parents’ accounts is the effect of discontinuity
of professionals raised by temporary employ-
ment contracts. This results in a loss in quality
bearing contact between the therapist and the
family. In these circumstances, communication
may not be as continuous as in early interven-
tion services.

The problem is that they change, because as
they are hired by the Govern (Balearic regional
government) and they don’t want to offer perma-
nent contracts, so there is a different physio every
3 months, 4 months and it’s like 2 or 3 each year.

In any case, one of the most valued elements
is that there is coordination between physiother-
apists at schools and at early intervention ser-
vices. Participants consider that support to child
and family is more productive if there is collabo-
ration between professionals.

They also contact with the center. I see they
try to work in the same direction. (P_16d)

Nevertheless, families prioritize sufficiently
endowed public services to meet the needs of
their children, which according to interviewees it
does not occur in the context of this study. So,
families must seek alternatives for longer or more
often therapeutic care. This quote illustrates this
general consideration:

There should be more places and more physios
to work with children. We shouldn’t have to pay
for private services. At school too. There should be
more physios and the kids should spend more time
on therapy. Because there are many parents who
can’t pay for a private physio and can’t offer their
child the chance to have therapy more often and
work harder just for an economical issue. (M_09)

This aspect was certainly one of the key ele-
ments that underpin the different contributions

of the participants, showing a situation of ineq-
uity in health care for economic reasons and how
it affects the family in general.

Then, of course, those who can pay can offer
something else to the child and the ones who can’t,
what happens? The child hasn’t the right to get a
walker or can’t have a life like my son? So, that’s
what happens, everything is for economical rea-
sons! So, in my opinion, it isn’t fair that many
children don’t have the same chances because of
daddies and mummies economy. (M_09)

Another circumstance of inequality that
emerged from participants’ accounts is related
to technical aids for their children. Due to their
high prices, families cannot afford to purchase
them. Besides, public funding is usually not
enough. This leads to an anxiety that affects the
family in overall. Considering that interventions
in childhood are decisive for possible adult de-
velopment, the following quote shows how this
inequality is perceived in the context studied.

This girl I saw the other day walking and
her mother said: “yes, it is the walker of another
child.” Well, why can’t she have a walker for her
own and use it at home too? [...] I think these issues
need more social consciousness, isn’t it? Social and
political! I mean, priorities. I think it should be a
priority. (M_02)

The condition of injustice was present in ref-
erence to the need of advocacy expressed by fam-
ilies. That is, the need of constantly demanding
with the government to receive what is rightfully
theirs, plus all the complexity comprising having
a child with disabilities.

I still have to ask the government to take re-
sponsibility and, even doing so, we don’t really get
what my daughter needs... I feel like there are first-
class and second-class citizens. I mean, for exam-
ple, a person breaks a leg and goes to the hospital
and this person gets the physio he or she needs to
rehabilitate that leg, but when this rehabilitation
takes a long time, then of course you don’t get the
treatment you need, plus the budget constraint
that says such a child can only get this. [...] And
then they (the government) tell you that the laws
are not to be accomplished; they are a framework
where to go. (M_01d)

Thus, it became clear in speeches that bu-
reaucratic activities and efforts to provide con-
tinuing care for children are actions that require
even more time and overload the family rou-
tine, in addition to the emotional stress they gen-
erate.

The lack of priority from government on
child healthcare is generally perceived with in-



dignation. Participants’ accounts highlight that
efforts made during childhood can be decisive
for the future of these children, as seen in the
words of this mother when she emphasizes the
word “fundamental”.

I think that these things should have more so-
cial consciousness. Social and political. |...] I think
this is kind of an investment for the future because
if you invest on a child’s development, then after a
few years this child will be autonomous, and if not,
this child will be always dependent on someone else
[...] then they’ll go to social welfare, or later to the
government. Why not doing it when they’re young
and it’s a FUN-DA-MEN-TAL age for develop-
ment? (M_02)

Regarding non-professional support, parents’
speeches show the support received by the peer
group, in this case by other parents of children
with disabilities. According to them, participa-
tion in associations is an element that contrib-
utes to family quality of life because it gives them
the opportunity to share their experiences and
information sources.

The truth is that many parents have helped us,
in the association, so we got not only professional
help but also support from all the people who have
lived or are living the same situation. And they have
more experience, their children are older, so they
have helped us a lot: search here, search there, check
this website, or take this that I don’t use anymore.
We got a lot of help, from parent to parent. [...] 1
think it is a very beneficial partnership. (M_01d)

It seems to be especially important in families
of children with minority syndromes, as seen in
the words of the mother below.

The only information we got about Rett syn-
drome was through the Catalan association. [...]
Rett syndrome is a minority syndrome. Many
professionals here don’t even know how fto spell it.
(M_14d)

However, their speeches also revealed that
not all parents choose to get into associations or
parent groups and they try to lead a normal life
with no link to any peer groups.

Finally, the results of this study show that it
is necessary to seek the maximum normality on
family routine in order to enjoy a good family
quality of life. Therefore it is essential to count
on some supports to carry out the family daily
routine, highlighting the support received by the
extended family and economic resources.

We have to try to make our life as normal as pos-
sible, ok? In our case many people help. Her moth-
er (referring to his wife’s mother) spends a lot of
hours here. So we try to make a normal life. |...] We

practice sports. We try to go out occasionally with
friends or only the two of us as a couple or with the
girls... (P_14d)

Discussion

The importance of supports for quality of life in
families of children with disabilities is unques-
tionable. According to the literature, these can
happen from various sources and ways, which
will be detailed below. In this study, respondents
agree on the influence of supports by the extend-
ed family (grandparents and uncles of the child,
etc.) and professionals attending the child and
the family. Fathers and mothers interviewed also
added the support received from other parents
in a similar situation.

Commonly, fathers and mothers may count
on the support of grandparents especially in
regard to care tasks not only of the child with
impaired development but also of other chil-
dren. The support of the extended family can
also happen as an economic support at times. On
the other hand, support by professionals means
both active listening of doubts and concerns,
as well as advice regarding aspects of every-
day life. Particularly with regard to the interven-
tion of physiotherapists, its influence on motor
development of children is seen as a support for
both the autonomy of the child with an impact
on daily routines, and for the psycho-emotional
well-being of the entire family. Finally, the sup-
port of other parents primarily on partnerships
is an element that allows them to share their anx-
ieties and learn from other experiences, while it
is important to note that there may be families
who do not want to relate to people in a similar
situation.

Other studies have reflected simi-
lar findings. The work of Davis and Gavid-
ia-Payne? states that professional support is one
of the strongest predictors of family quality of
life. Regarding other sources of support, extend-
ed family seems to positively intervene in family
interactions and parental satisfaction with their
roles as parents. Moreover, in their study they in-
clude the support of friends although their influ-
ence is limited to improving emotional well-be-
ing and not as part of informal care.

However, the high importance given to sup-
ports and the low level of satisfaction with them
is a recurring finding in the literature. Studies by
Brown et al.?2 and Werner et al.? coincide low
scores for the domain “support from others” of
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the FQoLS in almost all dimensions. It shows the
lack of practical support from family, friends and
neighbors perceived by families. Similarly, partic-
ipants in the study by Neikrug et al.** showed dis-
satisfaction in this domain but mainly in relation
to the “support from services”.

In this way, Cagran et al.”® verified that de-
spite all Slovenian families get the support of
school services (special education, day programs,
pediatric aid), more than half of the families in
their study indicate that they do not receive the
help they need. The most common obstacles
that families find are related to transportation,
waiting lists, difficulties on the access to services,
discourteous treatment by professionals and lack
of information about where to find local support
programs.

On the other hand, the majority of parents
on the study conducted by Steel et al.* indicated
that they were satisfied or very satisfied with the
support from services related to the child’s health,
but not on the attention to the family. Parents
generally reported a lack of practical help and
support during weekends, holidays or busier mo-
ments in family life. They also indicated that the
search for a nanny for their child with a disability
is more difficult than for other children or very
expensive. According to these authors, the avail-
ability of services does not necessarily mean that
they are achievable, accessible and affordable,
even when there is a need for support.

The results of our study show the key im-
portance of family support in the context ana-
lyzed. Thus, the presence of grandparents who
live nearby and have a good health condition and/
or good economic status may emerge as one of
the most important supports, especially given the
insufficient coverage of professional services for
formal care, as well as the need of resources for
child care or technical aids. It is relevant, there-
fore, to take into account the impact that may
be for grandparents their role as the main sup-
port?. This should guide further studies and poli-
cies that take into account possible adverse effects
on aged people as a consequence of continued in-
formal care to children with special needs.

Professional services are another pillar of sup-
port for families, but overall dissatisfaction was
expressed in terms of availability and frequency.
Given the importance of professional services, in
this case physiotherapy, a greater contribution
from public administration seems necessary to
improve these services and avoid inequities both
for the well-being of the child and the family. Ad-
ditionally, given the importance of emotional

support, continuous communication and ad-
vice on everyday issues should be considered to
rethink these services and guide them towards a
model that considers the family as a whole®.

According to Rosenbaum? increasingly rec-
ognition is being given to two elements that can
widen the scope of health professionals on the
attention to children with disabilities or devel-
opmental disorders and justify their actions. Ac-
cording to this author, this new orientation of
services in the studied context should focus on
the attention to families and on the Interna-
tional Classification of Functioning, Disability
and Health: version for Children and Adoles-
cents®. This classification includes an assessment
of aspects related to activities and participation
(self-care, life at home, etc.) and environmental
factors such as natural environments and sup-
ports. It is probably the most comprehensive
tool in accordance with the concept of ecological
child development, although not the only one
that includes participation and functionality as-
sessments.

Taking into consideration the importance
given by respondents regarding support at
home, it seems relevant to look at this natural
environment as a contextualized and meaning-
ful key space to families. As noted by Chiarel-
lo et al.?!; it is important that parents and chil-
dren have opportunities to share their priorities
with health professionals, as well as to demand
the support and resources needed to carry out
these activities. They also suggest that physio-
therapists should explore more often the interests
of children and families regarding participation
at home, school and community life.

Communication is a key aspect to carry-
ing out the reorganization of services in or-
der to provide more efficient support to fami-
lies. There is agreement in the literature regard-
ing the importance of communication as a tool
for transformation in services****. In this re-
spect, Trede®™?® proposes the practice of physio-
therapy from a socio critical perspective in which
professionals must be able to involve patients
and caregivers in a transformative dialogue. The
author notes that physiotherapists often have
to deal with the tensions between scientific rea-
soning and the “world of life” of the patient for
the provision of a meaningful and relevant ser-
vice. However, Giné et al.”” point that even after
more than 30 years of early intervention services
in Spain, professional intervention remains fo-
cused on the child with a primarily rehabilita-
tive purpose. In addition, the model of “expert”



continuously dominates the relationship with
parents. Sometimes, they are also considered as
“co-therapists” in which the role of parents in
the therapeutic process of their child is limited
to compliance with the guidelines transmitted by
the physiotherapist. However, they acknowledge
that the change to a family-centered intervention
takes time. It depends not only on new proposals
to adapt training and professional tradition, but
should also consider the social, economic, politi-
cal and cultural reality of the country.

The routines intervention model developed
by McWilliam et al.** is a good model for re-
thinking the intervention in physiotherapy ser-
vices in early intervention, even though it is pos-
sible to find different family-centered approaches
and methodologies®™?* on the literature. The rou-
tines model is based on the routine of the child
and the family and seeks to identify “problem”
activities or, in other words, the events in their
routine with which they are not satisfied. Based
on this, the approach to intervention to support
families is decided to provide maximum stimula-
tion to the child so that it is favorable and agreed
with them without generating an overload on
parents*®*!,

In addition, this model proposes the creation
of an ecomap from which professionals can vi-
sualize family ecology and identify available re-
sources, such as social support networks***!. The
routines intervention has a fundamental feature
in regard to family empowerment. It gives them
the opportunity to identify what works well and
what they want to change. In turn, physiothera-
pist may obtain information about family quali-
ty of life that will permit them to identify which

types of support may be necessary and effective
for each family.

Conclusion

Families of children with disabilities require sup-
port from various formal and informal sources in
order to have a better quality of life. In the context
of this study it seems necessary to have a deeper
understanding on family quality of life in order
to implement measures designed to strength-
en informal support networks, which could be
provided primarily by the extended family. Such
understanding could also be useful to mitigate
the negative consequences that the provision of
continued support may entail for close relatives.

Families also value the support offered by
health professionals in early intervention services
or schools for children with disabilities. There-
fore, actions aimed at generating an equitable
system in public services such as improving its
availability, coordination and continuity of use
will have an undeniable impact on family quality
of life. It is also possible to explore the possibil-
ities of home care, especially from family-cen-
tered approaches and routines.

This study shows that there is a need for im-
provement in the availability of family supports
in general aspects, but also in some specific issues
like the ability of social and healthcare systems
to listen to families’ needs, ease on administra-
tive procedures, support for the acquisition of
technical aids, strengthening of peer networks,
availability of formal caregivers or supports for
family routine.

W
—_
[\
~N

910T ‘0€TE-TTZI€:(01) 1T BAIID[OD) PNES X} BIOUID)



w
—_
NS}
oo}

Araujo CAC et al.

Collaborations

This study is part of a research project developed
for the doctoral thesis of CAC Aratjo, directed by
Dr. BP Lourido Dr. and SV Gelabert.

Acknowledgements

To all parents and physiotherapists who kindly
accepted to collaborate in this study.



References

10.

11.

12.

13.

14.

15.

16.

Hedov G, Annerén G, Wikblad K. Swedish parents of
children with Down’s syndrome. Scand ] Caring Sci
2002;16(4):424-430.

King G, King S, Rosenbaum P, Goffin R. Family-cen-
tered caregiving and well-being of parents of children
with disabilities: Linking process with outcome. J Pedi-
atr Psychol 1999; 24(1):41-53.

Isaacs BJ, Brown I, Brown RI, Baum N, Myerscough T,
Neikrug S, Roth D, Shearer J, Wang M. The Interna-
tional Family Quality of Life Project: Goals and De-
scription of a Survey Tool. ] Policy Pract Intellect Disabil
2007; 4(3):177-185.

Brown I, Brown RI. Concepts for beginning study in
family quality of life. In: Turnbull A, Brown I, Turnbull
HR, organizadores. Families and people with mental re-
tardation and quality of life: international perspectives.
Washington: American Association on Mental Retar-
dation; 2004. p. 25-47.

Schalock RL, Brown I, Brown R, Cummins RA, Felce
D, Matikka L, Keith KD, Parmenter T. Conceptualiza-
tion, Measurement, and Application of Quality of Life
for Persons With Intellectual Disabilities: Report of
an International Panel of Experts. Ment Retard 2002;
40(6):457-470.

Verdugo MA, Schalock RL, Keith KD, Stancliffe R].
Quality of life and its measurement: important prin-
ciples and guidelines. ] Intellect Disabil Res 2005;
49(10):707-717.

Poston DJ, Turnbull AP, Park J, Mannan H, Marquis J,
Wang M. Family quality of life: A qualitative inquiry.
Ment Retard 2003; 41(5):313-328.

Summers JA, Poston DJ, Turnbull AP, Marquis J, Hoff-
man L, Mannan H, Wang M. Conceptualizing and
measuring family quality of life. J Intellect Disabil Res
2005; 49(Pt 10):777-783.

Park ], Hoffman L, Marquis J, Turnbull AP, Poston D,
Mannan H, Wang M, Nelson LL. Toward assessing fam-
ily outcomes of service delivery: validation of a family
quality of life survey. ] Intellect Disabil Res 2003; 47(Pt
4-5):367-384.

Verdugo MA, Cérdoba L, Gémez J. Spanish adaptation
and validation of the Family Quality of Life Survey. J
Intellect Disabil Res 2005; 49(10):794-798.

Verdugo MA, Aguilella AR, Modinos FS. Manual de
aplicacion Escala de calidad de vida familiar. Salamanca:
INICO; 2012. Report No.: 6.

Surrey Place Centre. International family quality of life
project. [Internet]. 2012 [cited 1 Jun 2015]. Available
from: http://www.surreyplace.on.ca/about-intl-fami-
ly-quality-of-life-project

Brown I, Anand S, Fung WLA, Isaacs B, Baum N. Fam-
ily Quality of Life: Canadian Results from an Interna-
tional Study. J Dev Phys Disabil 2003; 15(3):207-230.
Wang M, Brown R. Family Quality of Life: A Frame-
work for Policy and Social Service Provisions to Sup-
port Families of Children With Disabilities. | Fam Soc
Work 2009; 12(2):144-167.

Aznar A, Castanén D. Quality of life from the point
of view of Latin American families: A participative
research study. J Intellect Disabil Res 2005; 49(octo-
ber):784-788.

Aznar A, Castafién D. Escala Latinoamericana de Cali-
dad de Vida: Desarrollo, aplicaciones y resultados. Rev
Nuestros Contenidos 2012; 1(1):11-27.

18.

19.

20.

21.

22.

23.

24.

25.

26.

28.

29.

30.

31.

32.

. Balcells AB. L'impacte dels serveis i la relacié professional

en la qualitat de vida de les families amb fills amb dis-
capacitat intel-lectual [tese]. Barcelona: Universitat Ra-
mon Llull; 2011.

Kincheloe JL, McLaren P. Rethinking critical theory
and qualitative research. In: Denzin NK, Lincoln YS,
organizadores. The SAGE handbook of qualitative re-
search. London: Sage; 2005. p. 303-342.

Antaki C, Billig M, Edwards D, Potter J. El Andlisis del
discurso implica analizar: Critica de seis atajos analiti-
cos. Athenea Digit 2003; (3):14-35.

Perikyld A, Ruusuvuori J. Analyzing talk and text. In:
Denzin NK, Lincoln YS, organizadores. Collecting and
interpreting qualitative materials. SAGE; 2013. p. 277-
307.

Davis K, Gavidia-Payne S. The impact of child, family,
and professional support characteristics on the quality
of life in families of young children with disabilities. |
Intellect Dev Disabil 2009; 34(2):153-162.

Brown RI, MacAdam-Crisp J, Wang M, Iaroci G. Fam-
ily Quality of Life when there is a Child with a Devel-
opmental Disability. J Policy Pract Intellect Disabil 2006
3(4):238-245.

Werner S, Edwards M, Baum N, Brown I, Brown RI,
Isaacs BJ. Family quality of life among families with a
member who has an intellectual disability: an explor-
atory examination of key domains and dimensions of
the revised FQOL Survey. ] Intellect Disabil Res 2009;
53(6):501-511.

Neikrug S, Roth D, Judes J. Lives of quality in the
face of challenge in Israel. ] Intellect Disabil Res 2011;
55(12):1176-1184.

Cagran B, Schmidt M, Brown I. Assessment of the qual-
ity of life in families with children who have intellectu-
al and developmental disabilities in Slovenia. J Intellect
Disabil Res 2011; 55(12):1164-1175.

Steel R, Poppe L, Vandevelde S, Van Hove G, Claes C.
Family quality of life in 25 Belgian families: quantita-
tive and qualitative exploration of social and profes-
sional support domains. | Intellect Disabil Res 2011;
55(12):1123-1135.

. Ruiz-Robledillo N, Moya-Alviol L. El cuidado infor-

mal: Una visién actual. Revista de Motivacion y Emo-
cién 2012; 1:22-30.

Araujo C, Paz Lourido B. El enfoque de la calidad de
vida familiar en la atencién en Salud: el caso de la Fi-
sioterapia en Atencién Temprana. Satide & Transfor-
magdo Social 2010; 1(1):20-27.

Rosenbaum P. Family and quality of life: key elements
in intervention in children with cerebral palsy. Dev
Med Child Neurol 2011; 53(Supl.4):68-70.
Organizacién Mundial de la Salud (OMS). Clasificacion
Internacional del Funcionamiento de la Discapacidad y
de la Salud: versién para la infancia y adolescencia: CIF-
IA. Geneva: OMS; 2011.

Chiarello LA, Palisano RJ, Maggs JM, Orlin MN, Al-
masri N, Kang L], Chang HJ. Family priorities for
activity and participation of children and youth with
cerebral palsy. Phys Ther 2010; 90(9):1254-1264.
Arango P. Family-centered care. Acad Pediatr 2011;
11(2):97-99.

W
—_
[\
=)

910T ‘0€TE-TTZI€:(01) 1T BAIID[OD) PNES X} BIOUID)



w
—_
W
(=]

Araujo CAC et al.

33.

34.

35.

36.

37.

38.

39.

40.

41.

Estévez-Casellas C, Esteban M, Pastor M, Nufez R,
Lled6 A. ;Se cumplen los tratamientos fisioterapéuti-
cos infantiles? La importancia del profesional sanitario.
Fisioterapia. 2014; 36(1):19-24.

Lundstrom LG. Further arguments in support of a
social humanistic perspective in physiotherapy versus
the biomedical model. Physiother Theory Pract 2008;
24(6):393-396.

Trede FV. A critical practice model for Physiotherapy
[tese]. Sydney: The University of Sydney; 2006.

Trede FV. Emancipatory physiotherapy practice. Phys-
iother Theory Pract 2012; 28(6):466-473.

Giné C, Gracia M, Vilaseca R, Garcia-Diez MT. Repen-
sar la atencion temprana: Propuestas para un desar-
rollo futuro. Infanc y Aprendiz 2006; 29(3):297-313.
Garcia-Sédnchez FA, Mora CTE, Sinchez-Lépez MC,
Sanchez NO, Herndndez-Pérez E. Atencién temprana
centrada en la familia. Siglo Cero 2014; 45(3):6-27.
Rapport MJK, McWilliam RA, Smith BJ. Practices
across disciplines in early intervention. Infants Young
Child 2004; 17(1):32-44.

McWilliam RA, Casey AM, Sims J. The Routines-Based
Interview: a method for gathering information and as-
sessing needs. Infants Young Child 2009; 22(3):224-233.
McWilliam RA, Scott S. Approach to Early Interven-
tion: A Three-Part Framework. Infants Young Child
2001; 13(4):55-66.

Article submitted 10/03/2016
Approved 05/07/2016
Final version submitted 07/07/2016



