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family quality of life: an integrative review on the family 
of people with disabilities

Abstract  The objective of this integrative re-
vision is to understand the Brazilian scientific 
production of the thematic focus on the family 
quality of life (FQoL) of people with disabilities, 
as well as the participating population, referen-
tial theory, and instruments used in the studies. 
The data survey was done in the BVS, Scielo, and 
PubMed databases, and in the Capes’ Periodic 
portal, whose inclusion criteria were articles pub-
lished from 2007 to 2018, available fully online, 
in Portuguese or English. These articles portrayed 
the theme of life quality of families of people with 
disabilities and articles from research done in 
Brazilian contexts. The results showed that only 
three of the 19 selected articles to the study an-
alyzed the theme of FQoL directly including the 
aspects related to the construct. They also pointed 
out that WHOQOL-Bref was the most used in-
strument to evaluate the FQoL (n=11), followed 
by semi structured interviews (n=5) and that only 
10,5%, i.e., two articles used the appropriated 
definition of the FQoL. The research determined 
that the thematic research is still in the beginning 
stage in the scientific national production, large 
use of individual constructs of life quality, and 
sparse presence of specific measures instruments 
to measure FQoL. 
Key words   Quality of life, family, People with 
disabilities
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Introduction

Understanding the quality of life of families 
(FQoL) brings the challenge of thinking about 
the family beyond the individual demands of its 
members. It is the conception of the family as a 
unit that is the focus of attention and interven-
tion; it is the art of replacing a vision limited to 
individual needs by understanding collective 
needs to provide tools that can help the whole 
family experience a positive sense of well-being.

FQoL has become an area of considerable in-
ternational interest with advances in family-cen-
tered practices, being a natural extension of stud-
ies developed within the scope of the individual 
quality of life of people with disabilities1.

The increasing interest and scientific investi-
gations on FQoL in the early 2000s led research-
ers in the area to direct their attention to the de-
velopment of FQoL measurement instruments. 
Initially qualitative, these studies were the first 
steps in defining the construct2.

FQoL conceptualization aroused interest in 
two lines of investigation: 1) The growing recog-
nition of the capacity to adapt, and the strengths 
and positive points of families with a member 
with disabilities; and 2) The change in the under-
standing of disability from a view of limitations 
and deficits exclusive to the person with disabil-
ities and their family to a view that considers 
the influences of contexts and environments, re-
sources they offer, and support needed by families 
of people with disabilities in conducting the lives 
of all its members, including the disabled one3.

Zuna et al.4 (p. 262) defined FQoL after an ex-
tensive review of theoretical and empirical stud-
ies on the subject as a dynamic perception of fam-
ily well-being, collectively and subjectively defined 
and informed by its members, in which individual 
and family needs interact.

This definition brings the combination of 
objective and subjective elements that work as a 
guideline for assessing the concept of FQoL, be-
ing a reference for the development of practices 
as it presents subjective components linked to 
the impressions and individual needs of family 
members without losing the focus on a family 
unit with characteristics that cannot be described 
by meeting only individual needs. It is a dynamic 
concept that changes over time according to the 
growth and development of the person with dis-
abilities and their family2,5.

Zuna et al.4 conducted a literature review on 
FQoL in disabilities, analyzing the findings and 
relating them to the components of a possible 

theory (definitions, concepts, variables, and rela-
tionships between variables) for the theme, the 
Unified Family Quality Life Theory (UFQoLT)2,4. 
This theory has related components that directly 
or indirectly influence FQoL, including (a) fac-
tors related to the family as a unit, (b) factors re-
lated to each family member, (c) factors related to 
the action, and (d) systemic elements.

In 2013, Caya Chiu et al.3 reviewed and up-
dated the UFQoLT by expanding, redefining, and 
establishing new factors that influence FQoL. 
The authors incorporated elements such as fac-
tors referring to inputs and outcomes into the 
original theory, and rewrote the ones related to 
the action, naming them as family support and 
individual support level factors. The new propos-
al by Caya Chiu et al.3 defined the UFQoLT using 
six factors (Figure 1).

The graphic representation of the conceptual 
structure of the UFQoLT (Figure 1) is constituted 
by a network of overlapping circles in which sys-
tem variables interact in a complex way with one 
another to produce satisfactory or unsatisfactory 
FQoL results.

Chart 1 briefly presents the definitions of the 
variables included in the revised and updated 
conceptual structure of the UFQoLT.

The emphasis of the model is the QoL of each 
member of the family and the family as a whole, 
bringing the philosophy of empowerment with 
the target point of achieving the active participa-
tion of the family, enabling it to recognize its needs 
by itself, identifying its priorities, and developing 
strategies to achieve its goals5.

FQoL is established when its members strug-
gle and get what they want, feel satisfied with 
what they achieve, feel empowered to live the life 
they want, have their needs met, and enjoy life 
together planning and achieving goals that are 
meaningful to everyone6,7.

Considering the above, the objective of this 
study is to know the national scientific produc-
tion on the FQoL of people with disabilities 
published between 2007 and 2018, and also to 
describe who the study participants are, its the-
oretical framework, and the instruments used to 
measure FQoL, discussing them in the light of 
the UFQoLT.

Based on the aforementioned objectives, the 
hypothesis that guided this study was that inves-
tigations on the FQoL of people with disabilities 
in Brazil focus only on one of the family mem-
bers, especially the member who plays the role of 
primary caregiver and is not in the family group 
as a unit.
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figure 1. Revised and updated conceptual structure of the Unified Family Quality of Life Theory.

Source: CHIU C et al.3.

Family new strengths, 
priorities and needs

Family 
quality of 

life

Chart 1. FQoL variables according to Zuna NI et al.2,4 and Chiu C et al.3 
family Quality of Life Components

Variables Definition
Family unit factors They refer to the forms in which a family can be described as a unit. It considers 

aspects inherent to family interactions and the ongoing relationships between its 
members.

Individual factors of 
each family member

They include the demographic data, characteristics, and individual beliefs of each 
individual within a family. They consider basic characteristics such as age, sex and 
ethnicity, disability type and severity, educational level of parents, and employment 
status of family members in working age.

Family Support Level 
and Individual Support 
Level Factors

These include the formal (professional rehabilitation and special education services, 
for example) and informal support (extended family, friends, neighbors, etc.) 
received by the families of people with disabilities.

Systemic factors They represent the macro environment in which people with disabilities and their 
families live. They refer to the constitutional and ethical principles that govern 
a society at the federal, state, and local levels in the areas of education, social 
protection, and health care.

Outcome-related factors These are the outcomes of the interaction between factors related to each member 
of the family and/or related to the family unit individually, or factors related to 
individual and/or family unit support.

Input-related factors These include new strengths, priorities, and needs of the family that reenter the 
system in a feedback loop.

Source: Zuna et al.2,4 e Chiu C et al.3
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This study considers a person with disabilities 
as a person with a long-term impediment of phys-
ical, mental, intellectual, or sensory nature, which, 
when interacting with one or more barriers, can 
obstruct their full and effective participation in so-
ciety on equal terms with other people8.

methods

This study is an integrative literature review, i.e., 
a construction of a broad analysis of the literature, 
contributing to discussions about research methods 
and results, as well as about reflections for future 
studies9.

The study considered the following steps: re-
search question selection and hypothesis formula-
tion; establishment of the inclusion and exclusion 
criteria; database selection; definition of keywords 
and search strategies; definition of the informa-
tion to be extracted from the selected studies; 
study identification and selection; study catego-
rization and evaluation; result interpretation; and 
presentation of knowledge review/synthesis9.

The guiding question of this research was 
“How has the Brazilian scientific literature ad-
dressed the issue of FQoL of people with disabil-
ities?”

The inclusion criteria were studies on the 
theme of FQoL (of any family member or care-
giver) of people with disabilities; conducted in the 
Brazilian context; published from January 2007 to 
December 2018; available in full and online; pub-
lished in Portuguese or English; and indexed in 
the BVS, Scielo, and PubMed databases and in the 
Capes Periodicals portal.

The exclusion criteria were the theme of QoL 
not focused on the family of people with disabil-
ities, i.e., QoL studies aimed exclusively at the 
person with disabilities. Literature review articles 
and articles not performed in the Brazilian con-
text were also excluded.

The search strategy included as main descrip-
tors “Qualidade de Vida Familiar,” in Portuguese, 
and “Family Quality of Life,” in English. Searches 
were also conducted using the descriptors with a 
Boolean operator, including “Qualidade de Vida” 
and “Família” and “Deficiências,” in Portuguese, 
and “Quality of Life” and “Family” and “Disabili-
ty,” in English.

All findings were compared to eliminate du-
plications. Then, titles and abstracts were read us-
ing the following criteria: a) title with at least one 
of the descriptors in Boolean operation or with 
the main descriptor; b) abstract with the inclusion 

criteria theme of FQoL of people with disabilities 
and study conducted in Brazilian contexts.

Finally, the selected articles were read in full. 
Review articles and those that did not address the 
proposed theme were excluded.

results

A total of 4,758 articles were found from the de-
scriptors, of which 4,730 were excluded after ap-
plying the search filters (year of publication, avail-
ability of the full article online, and language) and 
the inclusion and exclusion criteria, with 28 arti-
cles selected for full reading.

After the full reading, seven articles were ex-
cluded for not addressing the issue of FQoL of 
people with disabilities or for not being conduct-
ed in a Brazilian context, and two studies were 
excluded for not specifying the target population 
in the sample, thus leaving 19 articles for analysis 
and discussion.

Chart 2 shows the main data found in the ar-
ticles included in the sample (authors, objective, 
study participants, method/instrument or tech-
nique used to assess FQoL, theoretical framework 
or theme of theoretical deepening/QoL definition 
used, and main results).

Analysis and discussion

Although there has been an increased interest in 
studies on the QoL of people with disabilities in 
the last decades, thereby arousing interest in the 
FQoL and increasing international scientific pro-
duction on this topic, the results of the studies 
reviewed here (Chart 1) confirm the hypothesis 
that guided this literature review, since 17 of the 
19 articles analyzed the QoL of primary caregiv-
ers or of one of the family members of people 
with disabilities (parents or siblings). In addition, 
data on the characteristics of the instruments and 
the theoretical framework used in the studies cor-
roborated the guiding hypothesis of the present 
review.

The results presented in Table 1 show a pre-
dominance of studies with a quantitative ap-
proach (n = 13) and articles published in journals 
in the health area, with a predominance of jour-
nals in the area of public health, speech therapy, 
and nursing.

The year with the highest number of select-
ed studies published was 2016 (n = 4). There was 
a uniform distribution of publications in 2008, 
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2010, 2011, 2014, and 2015, with one publication 
on the theme per year, and in 2009, 2012, 2013, 
2017, and 2018, with two publications per year. 
No study published in 2007 was found.

target subjects, theoretical framework, 
and instruments used in the studies

Of the 19 studies selected for analysis, eight 
included family members/caregivers of children/
adolescents with disabilities11,12,16-18,23-25; three in-
cluded family caregivers of people with disabil-
ities with a mixed profile (sample composed of 
caregivers of children/adolescents, adults, and 
older people)13.26.27; six did not present informa-
tion on the age of the subject of care (only the 
type of disability)10,15,20-22,28; one study included 

family caregivers of older people19; and one study 
included caregivers of adults with disabilities14.

The analysis of the theoretical framework or 
theme of theoretical deepening used in the intro-
ductions and discussions showed that the most 
used themes, alone or in sets with other themes, 
were Clinical and sociodemographic data; impact 
of disabilities on family dynamics; and/or the fam-
ily as a protector, provider of care and develop-
ment (42.10%, n = 8)12,14,18,20-22,25,26; caregiver health 
and burden (21.05%, n = 4)15,19,24,28; and health-re-
lated QoL (21.05%, n = 4)10,16,17,23. Only three ar-
ticles (15.79%) directly explored the theme of 
FQoL, including aspects related to the construct 
(support needs, emotional, physical and material 
well-being, family interaction, demographic, and 
economic data as positive or negative predictors 

Chart 2. Description of the main data found in the articles included in the final sample of the review.

Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Costa et al. 
(2016)10

To investigate the 
association between 
QoL domains related 
to the health of family 
caregivers and the 
sociodemographic 
characteristics of 
individuals with stroke 
sequelae.

136 
caregivers.

Quantitative/
Short-Form-36 
instrument (SF-
36).

Health-related QoL/
QoL according to 
the WHO

QoL related to the health 
of family caregivers was 
compromised in almost 
all domains assessed. 
QoL differences linked to 
sociodemographic aspects of 
people with stroke sequelae 
(age, marital status, and 
education).

Jorge et al. 
(2015)11

To adapt the Family 
Quality of Life Scale 
(FQOLS) culturally 
for the Brazilian 
Portuguese (BP) 
version to evaluate 
instrument reliability 
of the QoL of 
families that have 
children with hearing 
impairment.

41 Parents. Quantitative/
FQOLS.

FQoL aspects 
without specifying a 
theory/none

The FQOLS proved to be an 
easy to administer instrument 
with satisfactory reliability.  
The assessed families 
indicated satisfactory FQoL. 
The instrument helps health 
professionals understand the 
dynamics, weaknesses, and 
singularities of each family 
better.

Nascimento 
et al. 
(2016)12

To investigate the 
relationship between 
socioeconomic 
classification and the 
perception of QoL 
of people who have a 
family member with 
hearing impairment.

20 family 
members.

Quantitative/
WHOQOL-
Bref.

Family as a 
promoter of child 
development 
(ecological 
influences on child 
development)/QoL 
according to the 
WHO

Directly proportional 
relationship between 
socioeconomic classification 
and the FQoL perceptions 
in all domains assessed in 
the survey, except for the 
environmental domain.

it continues
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Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Tomaz et al. 
(2017)13

To investigate the 
impact of moderate 
intellectual disability 
on family dynamics 
and QoL.

15 mothers. Qualitative/
Semistructured 
interview.

Systemic model 
and FQoL (not 
mentioning a 
theory)/FQoL 
according to the 
UFQoLT

Care for the disabled 
child centered on the 
mother; interference in 
the quality of the marital 
relationship; greater 
burden of responsibility 
in maintaining family 
harmony for the mother; 
intense symbiosis between 
mother and child with 
disabilities and interference 
in the relationship with other 
children; schools, the main 
community institution for 
children and adolescents, 
were considered inadequate, 
with a negative impact on 
FQoL; difficulties in obtaining 
information and accessing 
health and education services 
and the perception that the 
quality of care provided is 
unsatisfactory represent a 
major source of family stress; 
family impoverishment and 
financial difficulties as a result 
of mothers leaving the labor 
market; and difficulties in 
coordinating the schedules of 
different family members were 
aspects identified as family 
leisure complicators.

Ponte;
Fedosse 
(2016)14

To correlate the 
impact of an ABI on 
the work of people in 
working age with their 
QoL, as well as that of 
their family members.

48 people 
with ABI and 
27 family 
members.

Qualitative- 
quantitative/
WHOQOL-Bref.

Clinical and 
demographic data 
and the impact of 
ABI on the subjects’ 
lives/QoL according 
to the WHO

The sudden onset of an ABI 
causes disabling sequels, 
disorganizing the subjects and 
their family, affecting their 
QoL in all aspects.

Chart 2. Description of the main data found in the articles included in the final sample of the review.

it continues

of QoL, and support services and policies for the 
family and the person with disabilities, leisure, 
and community relations)11,13, 27.

It was also noted that 68.4% (n = 13) of the 
studies used the World Health Organization 
(WHO) definition of QoL10,12,14-18,21-23,25,26,28; 21% 

of the articles (n = 4) presented no definition of 
QoL11,19,24,27; and only 10.5% (n = 2) used the defi-
nition of FQoL13.20.

The WHOQOL-Bref was the most used in-
strument to assess QoL (n = 11)12,14,15,18,19,21-25, 
followed by semi structured interviews (n = 
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Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Braccialli et 
al (2012)15

To analyze and 
compare the QoL of 
caregivers working 
with people with 
special needs in 
a rehabilitation 
institution.

90 
Caregivers.

Quantitative/
WHOQOL-
Bref.

Caregiver health 
and overload/QoL 
according to the 
WHO

QoL was classified as good, 
and the environmental 
domain received the lowest 
score.

Oliveira et 
al. (2008)16

To understand the 
quality of life of 
caregivers working 
with children with 
cerebral palsy.

8 Mothers. Qualitative/
Semistructured 
interview.

Health-related QoL/
QoL according to 
the WHO

Difficulties in transportation, 
financial resources, health, 
social life (leisure), life 
projects and coping 
(religiosity); the caregivers’ 
QoL was considered 
unsatisfactory. 

Moretti et 
al, (2012)17

To evaluate the quality 
of life of caregivers 
of children with 
cerebral palsy treated 
at the Association of 
Parents and Friends 
of Disabled People 
(Associação dos 
Pais e Amigos dos 
Excepcionais - APAE) 
in Rio Branco, AC, 
South Western 
Amazon, Brazil.

12 
Caregivers.

Qualitative/
Semistructured 
interview.

Health-related QoL; 
Caregiver health 
and burden/QoL 
according to the 
WHO

The QoL of caregivers was 
considered unsatisfactory, 
especially regarding the 
psychological domain and 
independence level.

Favero-
Nunes; 
Santos, 
(2010)18

To assess the 
prevalence of 
dysphoria/depression 
symptoms in mothers 
of children with 
autistic disorder and 
to identify possible 
relationships with QoL 
and sociodemographic 
characteristics.

20 Mothers. Quantitative/
WHOQOL-
Bref.

Clinical and 
sociodemographic 
data of people with 
PDD; maternal 
mental health; 
health-related QoL/
QoL according to 
the WHO

Most participants positively 
assessed their QoL; mothers 
with a higher level of 
education were less vulnerable 
to the criteria for dysphoria/
depression and had higher 
scores in the psychological, 
environmental, and physical 
QoL domains. 

Reis et al. 
(2013)19

To assess the QoL and 
associated factors of 
caregivers working 
with older people 
with functional 
disabilities to help 
plan and implement 
multidisciplinary 
measures to improve 
the caregivers’ QoL.

40 
Caregivers.

Quantitative/
WHOQOL-
Bref.

Caregiver health 
and burden/None

QoL is affected more in the 
physical and environmental 
domains and is less impaired 
in the psychological domain; 
high prevalence of health 
problems in caregivers and 
QoL affected by the work 
burden. 

Chart 2. Description of the main data found in the articles included in the final sample of the review.

it continues
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Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Silva; 
Fedosse, 
2018.20

To define the 
sociodemographic 
profile and QoL of 
caregivers working 
with people with 
intellectual disabilities 
in a small city in RS, 
Brazil.

75 caregivers; 
71 family 
members, 
and four 
formal 
caregivers.

Quantitative/
WHOQOL-
Bref.

Family as a 
protector/caregiver 
health  burden/
FQoL according to 
the UFQoLT 

The higher mean scores were 
in the social domain, followed 
by the physical, psychological, 
and environmental domains, 
with few differences between 
men and women. They 
experience difficult situations 
and economic, physical and/or 
emotional changes. Abdication 
of leisure activities to dedicate to 
work; social isolation, decreased 
interpersonal relationships 
with focus on household and 
religious environments.

Bittencourt; 
Hoehne, 
(2009)21

To evaluate the QoL of 
parents of deaf people 
in a health
Rehabilitation service.

15 family 
members of 
deaf people.

Quantitative/
WHOQOL-
Bref.

Impact of deafness/
 QoL in health and 
QoL according to 
the WHO

A total of 80.0% of the 
interviewed parents reported 
having “good” or “very good” 
QoL; 80.0% of respondents 
reported being “satisfied” or 
“very satisfied” with their 
health; and lower perception 
of QoL in the environmental 
and psychological domains.

Lima et al. 
(2014)22

To describe and 
compare the QoL of 
stroke patients and 
their caregivers.

210 
participants, 
divided into 
four groups:  
stroke with 
caregivers 
(44); stroke 
without 
caregivers 
(39); 
caregivers 
(44); and 
control group 
(83).

Quantitative/
WHOQOL-
Bref.

Sociodemographic 
Stroke/QoL data 
according to the 
WHO

In all domains, the mean scores 
for the group of stroke patients 
with caregivers and stroke 
patients without caregivers were 
lower than the mean scores of 
the group of caregivers, which 
had a mean score lower than 
that of the control group; the 
physical domain was the most 
affected for the group of stroke 
patients with caregivers and 
the least affected for the group 
of caregivers and the control 
group.

Oliveira;
Limongi, 
(2011)23

To evaluate the QoL 
of parents/caregivers 
of children and 
adolescents with 
Down Syndrome (DS) 
and the influence of 
sociodemographic 
aspects on the results 
obtained.

31 parents/
caregivers.

Quantitative/
WHOQOL-
Bref.

Health-related 
quality of life; family 
dynamics in DS. 
QoL according to 
the WHO

Most parents/caregivers 
rated their QoL as “good”; 
the environmental domain 
was the most affected; 
statistically significant 
positive correlations 
were found between the 
environmental domain 
and the sociodemographic 
variables socioeconomic and 
education levels. 

Chart 2. Description of the main data found in the articles included in the final sample of the review.

it continues
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Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Barbosa; 
Fernandes 
(2009)24

To evaluate the QoL of 
caregivers of children 
with autistic spectrum 
disorders (ASD) and 
determine if there is a 
relationship between 
the different domains 
and demographic 
aspects of the parents’ 
education and social 
class.

150 
caregivers.

Quantitative/
WHOQOL-
Bref.

ASD caregiver 
health and burden/
None

The statistical analysis showed 
that the aspects included in 
the physical, psychological, 
and social relations domains 
of WHOQOL-Bref, 
and sociodemographic 
issues were decisive in 
the characterization of 
the subjects’ QoL; factors 
related to the environmental 
domain, such as difficulties 
in accessing health services, 
increased the stress level of 
caregivers of ASD children 
and adolescents. 

Vieira; 
Fernandes 
(2013)25

To evaluate the self-
reported QoL of older 
siblings of autistic 
children using the 
WHOQOL-Bref.

21 older 
siblings.

Quantitative/
WHOQOL-
Bref.

Dynamics and 
difficulties of 
families of children 
with ASD/QoL 
according to the 
WHO

The most affected domain 
was the environment; both 
the caregivers of autistic 
children and their siblings 
notice QoL difficulties, mainly 
related to access to health 
and transportation services, 
housing conditions, security, 
leisure, financial resources, 
and opportunities to acquire 
information and skills; the 
siblings who answered the 
questionnaire reported no 
significantly impaired QoL.

Chart 2. Description of the main data found in the articles included in the final sample of the review.

5)13,16,17,26,27. One article used the Short-form 
Health Survey (SF-36)10, one used a question-
naire prepared by the researchers themselves28, 
and one addressed the process of adaptation and 
validation of the FQOLS11.

family quality of life or quality of life 
of family members?

The comparison between QoL studies from 
different countries3,29,30 that included theoretical 
references and specific FQoL measurement in-
struments and the studies found and selected in 

the present literature review shows discrepancies 
between the results obtained in the two scenari-
os, confirming the hypothesis formulated for the 
present study.

This comparison points to a distinction be-
tween what can be called studies on the FQoL (ac-
cording to the UFQoLT) and studies on the QoL 
of family members of people with disabilities. The 
first identifies and works with variables that affect 
the well-being and QoL of the whole family (such 
as individual factors of each family member, fac-
tors at the level of family support, factors at the 
level of individual support, and systemic factors); 
and the second focuses on variables that interfere 

it continues
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Authors Objective study 
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method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Moreira et 
al. (2016)26

To analyze the QoL 
perception of parents/
caregivers of people 
with DS.

10 caregivers. Qualitative/
semi structured 
interview.

Clinical and 
sociodemographic 
data of DS/QoL 
according to the 
WHO

60% of respondents participate 
in regular leisure activities, 
but the desire for more leisure 
moments is present, being 
at the same time a limiting 
factor for the QoL of parents/
caregivers; evidencing that the 
absence of health problems 
interferes with QoL, which is 
influenced by the availability of 
health services; FQoL is seen 
by parents/caregivers as a need 
to be closer to their children.

Rodrigues 
et al., 201827

To analyze the impact 
of severe or profound 
intellectual disabilities 
in FQoL dimensions 
in a sample of 
Brazilian families to 
identify a series of 
aspects that could be 
modified.

15 mothers Qualitative/
semi structured 
interview.

FQoL/
Sociodemographic 
data of the Brazilian 
population/does not 
present a concept 
of QoL but uses the 
Family Quality of 
Life Survey 2006 
(FQOLS-2006) as a 
base and reference 
for FQoL.

Impact of aspects related to 
health management issues in 
FQoL, how the Unified Health 
System and its professionals 
are perceived as inadequate/
mothers’ perceptions that 
their children have less access 
to health services than they 
think necessary/difficulties 
in obtaining information 
and access to health services, 
as well as the perception 
that the quality of care was 
poor/decreased leisure and 
recreation activities owing 
to the lack of public services 
and adequate transport/
impaired interaction with 
the community owing to the 
mothers’ view on the social 
stigma related to disabled child.

Chart 2. Description of the main data found in the articles included in the final sample of the review.

with the QoL of only one of the family members, 
usually the one directly affected by the impact 
caused by the presence of a person requiring spe-
cial care (such as the impact of care, burden, and 
the presence of depression in the caregiver’s life 
and health, as shown in Chart 2).

Although there is a lack of dissociation be-
tween the QoL of each family member and the 

FQoL1, because what affects one family member 
has an impact on all other members31, there is a 
contrast between what is meant by the QoL of a 
member of the family of people with disabilities, 
therefore individual QoL, and FQoL. Unlike in-
dividual QoL, which focuses on personal char-
acteristics and environmental variables influenc-
ing the quality of life of only one member, FQoL 

it continues
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Authors Objective study 
participants

method/
instrument or 

technique used 
to assess fQoL

Theoretical 
framework 
or theme of 
theoretical 

deepening/QoL 
definition used

main results

Kantorski et 
al., 201728

To identify the 
prevalence of and 
factors associated 
with a poor FQoL 
assessment of 
psychosocial care 
center (CAP) users in 
the southern region of 
Brazil.

1,242 family 
members of 
CAP users

Quantitative/
Questionnaire 
prepared by the 
researchers.

Caregiver health 
and burden, and 
data on variables 
that influence QoL/
QoL according to 
the WHO.

The factors associated with 
a poor assessment of QoL 
found in the research were 
education, easy access to 
CAPS, CAP effectiveness, 
CAP support to burden 
professionals, distribution 
of care activities, health 
problem, relationship with 
family, and feeling of burden.

Source: Author's elaboration.

Chart 2. Description of the main data found in the articles included in the final sample of the review.

considers the well-being of all family members in 
terms of what is necessary for everyone to have a 
good life together1.

Based on elements such as QoL, theoretical 
framework (or theme of theoretical deepening), 
characteristics of the instruments, and QoL di-
mensions found in the selected studies, some 
characteristics that separate the two types of 
studies mentioned above can be defined.

The definition of QoL found in most select-
ed articles define the first distinction between 
the two types of studies. The WHO definition 
of quality of life refers to QoL as an individual 
perception of his position in life in the context of 
the culture and value system in which he lives and 
in relation to his goals, expectations, standards, 
and concerns32. This definition contrasts with 
the concept of FQoL from a collective view, with 
emphasis on examining the perceptions and dy-
namics of the family unit as a whole4, a dynamic 
perception of family well-being, collectively and 
subjectively defined and informed by its members, 
in which individual and family needs interact2.

The characteristics of the instruments used in 
the selected articles and their own measurement 
instruments for FQoL are another difference 
between FQoL studies and study on the QoL of 
family members, as they have a direct influence 
on the type of results found in FQoL studies and 
in studies on the QoL of only one member of the 
family.

As previously mentioned, the standardized 
instruments and techniques used to assess QoL 
in the selected studies were the WHOQOL-Bref, 
the SF-36, the FQOLS, and interviews (semi 
structured or structured).

The WHOQOL-Bref contains 26 questions 
divided into four domains or dimensions (phys-
ical, psychological, social relations, and environ-
ment)32, and the SF-36 has 36 questions divided 
into eight dimensions (functional capacity, phys-
ical aspects, pain, general health status, vitality, 
social aspects, emotional aspects, and mental 
health) and a question to comparatively assess 
the current health conditions and those of a year 
ago33.

The WHOQOL-Bref and the SF-36 are mea-
surement instruments that assess QoL based on 
the respondent’s individual perception, which, 
despite containing questions related to the envi-
ronment and social relationships, focus on per-
formance measurements or physical and psycho-
logical structures of the subject related to these 
contexts, allowing a self-assessment of objective 
and subjective aspects of QoL, but not allowing 
the expansion of responses to the family unit.

The results of the studies using these two 
tools to assess QoL showed that the health of 
the caregiver was affected in almost all domains 
assessed by the instrument, such as disabilities 
disorganizing the caregiver’s daily life; abdication 
from pleasurable activities, social isolation, and 
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decreasing interpersonal relationships for almost 
exclusively dedicating to the task of care; the en-
vironment as a source of stress and conditions 
linked to the subject as a factor promoting or im-
peding a positive or negative perception of QoL. 
Some studies point to a positive QoL, although 
they indicate deficits in some areas evaluated by 
the instrument (usually psychological and envi-
ronmental areas).

Theoretical frameworks or theoretical deep-
ening themes focus on examining the relation-
ship between QoL, health, and the burden of 
the care task from an individual perspective, di-
rectly or indirectly using a theoretical approach 
to QoL more focused on psychological aspects, 
which essentially seek indicators that deal with 
individual subjective reactions to experiences, thus 
depending, firstly, on the direct experience of the 
person whose QoL is being assessed and indicates 
how people perceive their own lives, happiness, and 
satisfaction34, but that poorly explores family unit 
and environmental variables that directly inter-
fere with the unsatisfactory perception of QoL, 
in the identification of the support needs of the 
caregiver, and in the existing support that could 
effectively include other family members in the 
care task, relieving stress, improving health con-
ditions, and decreasing the burden of the study’s 
target caregiver.

In contrast, as previously mentioned, in-
vestigations on FQoL analyze QoL collectively 
(family group). In this sense, different authors 
focused their research on the conceptualization, 
measurement, and applicability of the UFQoLT. 
These studies try to identify the support needs 
expressed by the families; understand the satis-
faction of families regarding the support received 
from formal and informal sources; understand 
how disability severity and type and demographic 
and economic data are positive or negative pre-
dictors of QoL, or how spiritual beliefs and posi-
tive family interaction promote a feeling of emo-
tional well-being1,3,29,30, and other determinants.

In the context of the present literature review, 
only three studies included the dimensions pres-
ent in the concept of FQoL, discussing their find-
ings as variables that affect the whole family, in-
cluding the study by Tomaz et al.13, who assessed 
the QoL of 15 families of people with moderate 
intellectual disabilities through semi structured 
interviews and classified their findings into cat-
egories based on the nine QoL dimensions iden-
tified by the Quality of Life Research Unit group. 
The results showed an imbalance between moth-
ers and fathers in the attention and care given 

to the child with disabilities; interference in the 
quality of the marital relationship; intense sym-
biosis between mother and child with disabilities 
and interference in the relationship with other 
children; difficulties in obtaining information 
and in accessing health and education services, 
added to the perception of unsatisfactory quality 
of care provided and of these services as a great 
source of family stress; family impoverishment 
and financial difficulties as a result of mothers 
leaving the labor market, and difficulties in co-
ordinating the agendas and interests of different 
family members as family leisure complicators.

The study by Rodrigues et al.27 evaluated the 
QoL of 15 families of people with severe intel-
lectual disabilities using semi structured inter-
views and classifying their findings in categories 
based on the Family Quality of Life Survey 2006 
(FQOLS-2006). The results of the study showed 
dissatisfaction with public health services and 
with the professionals working there; dissatis-
faction with the quantity and quality of care; dif-
ficulties in obtaining information and access to 
health services; decreased leisure and recreation 
activities; and impaired interaction with the 
community.

Finally, the study by Jorge et al.11 used a quan-
titative instrument based on the Beach Center 
FQOLS validation process for use in Brazil. The 
results show low satisfaction levels in areas such 
as emotional well-being, support to people with 
disabilities, physical and material well-being, and 
the relationship between parents and children. It 
also shows a high satisfaction level in the family 
interaction domain.

The results of the studies by Tomaz et al.13 and 
Rodrigues et al.27 showed that a semi structured 
interview is an excellent tool to assess FQoL in 
contexts with little availability or absence of quan-
titative instruments suitable for this purpose, as in 
the case of Brazil. The technique also has the ad-
vantage of exploring the desired theme in depth in 
studies involving small groups of subjects.

The first studies on FQoL assessment stud-
ies were qualitative, through discussion groups 
and semi structured interviews2. These studies 
were extremely important for the progression of 
the theme, as they allowed the construction of 
concepts and quantitative measures. Three in-
struments were developed from these studies35, 
including a) the International Family Quality of 
Life Survey-2006 - FQoL-S-2006, which assesses 
QoL in nine dimensions (economic well-being, 
family relationships, support from other people, 
support from services that provide care to peo-
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ple with disabilities, cultural and spiritual beliefs, 
educational level and preparation for studies, 
leisure and free time, and community involve-
ment). It has already been translated and adapt-
ed into 12 languages, currently being used in 18 
countries; b) The Beach Center FQOLS, which 
assesses FQoL in five dimensions (family inter-
action, parenting, emotional well-being, physical 
and material well-being, and support related to 
disabilities) and has already been adapted for 
use in countries such as China, Taiwan, Spain, 
Colombia, Brazil, and Puerto Rico; c) The Latin 
American Scale of Quality of Life, which has 42 
items distributed into six dimensions (emotional 
well-being, personal strength and growth, living 
standards, physical and material well-being, fam-
ily life, and social and community relations) and 
aims at being an adequate scale for the sociocul-
tural and economic Latin American context.

All of these scales corroborate the UFQoLT, 
as they are centered on the family and seek to 
identify variables that positively or negatively in-
fluence the QoL of the whole family unit.

It is worth mentioning that the UFQoLT2-4 
has been the compass of several investigations on 
FQoL in different cultural contexts, and despite 
being a new theory, it has been well accepted by 
researchers who have investigated the dimen-
sions of FQoL in each of the theory units (fam-
ily characteristics, characteristics of each family 
member, and the support and influence of sys-
temic factors in the FQoL)30.

Therefore, the dissemination of the UFQoLT 
and its implementation as a reference could im-
prove the access to research instruments already 
developed for this purpose, the development of 
instruments suitable for the Brazilian context, 
and the consolidation of Brazilian scientific pro-
duction in the international trend of current 
studies on the QoL of families of people with dis-
abilities.

final considerations

FQoL is an increasingly growing theme that has 
become stronger in international research guide-
lines on people with disabilities and their fami-
lies in recent decades. Contrary to this reality, the 
results of this literature review show a national 
scientific production focused on the individual 
understanding of QoL regarding families of peo-
ple with disabilities.

The results found here also indicate an incip-
ient national production on the theme, with few 
studies, with the expressive use of individual QoL 
constructs, and with the scarce use of measure-
ment instruments that help understand FQoL.

The few studies found analyze FQoL and 
show the need for formal and informal support 
for families with disabled members, which con-
stitute barriers to achieving family well-being.
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