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Background The study assesses the support needs of
individuals with intellectual disability and their families
in Catalonia. The present authors examine family
quality of life (FQoL), identify the individual services
required and assess families’ perceptions of the extent to
which their family member with intellectual disability
and they themselves receive the services they need.
Materials and Methods The N&S questionnaire (Needs and
Supports for people with intellectual disability and their
families) was administered to 2160 families with a family
member with intellectual disability aged under 70 in
Catalonia (Spain).

Results Overall mean FQoL was quite high. FQoL was
associated with family income, education, employment

and percentage level of disability. Neither people with
intellectual disability nor their families receive the
specific support they need.

Conclusions Besides providing specific support for
with intellectual disability, local
policymakers and practitioners should apply a family-
centred approach to the provision of support for
families in order to improve FQoL.

individuals
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Introduction

Recent research on family quality of life (FQoL) has
striven to ascertain what aspects of family life contribute
most to quality of life (QoL), and consequently to
identify the aspects which, once improved, may enhance
QoL for families of people with intellectual disability
(Brown et al. 2006a,b; Zuna et al. 2009). FQoL is defined
as ‘a dynamic sense of well-being of the family,
collectively and subjectively defined and informed by its
members, in which individual and family-level needs
interact’ (Zuna ef al. 2010, p. 262). This definition
recognizes the family as the main context of
development and acknowledges the importance of FQoL
for improving families” ability to cope with their family
member with intellectual disability and for assessing the
possible positive impact of support or services. This
model recognizes two key needs: the need for support
for the individual with intellectual disability and the
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need for support for the family. For this reason, it is
important to determine the needs of the family and of
the individual with disabilities and to ascertain whether
family members themselves believe these needs are met
or unmet. This study aimed to identify the support
needs of individuals with intellectual disability and
their families in Catalonia, an autonomous region in the
north-east of the Iberian Peninsula. Various scales have
been developed in different countries to assess FQoL, of
which three stand out. The first is the Beach Centre on
Disability’s Family Quality of Life Scale, which has mainly
been used with the families of young people with
intellectual and developmental disabilities (Hoffman
et al. 2006; Turnbull et al. 2007). The second, the Family
Quality of Life Survey (Brown ef al. 2006a,b, 2011; Kober
2010), was developed by an international group of
researchers in Canada, the United States, Israel and
Australia and has been used in families with members
of different ages and various types of intellectual
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disability. Finally, the Spanish Family Quality of Life
Scales (CAVF-E) were constructed to measure QoL in
families with a family member with intellectual
disability (Giné et al. 2013); one of the scales was
designed for children and teenagers up to 18 years old,
and the other was designed for adults over 18.

The focus on support for individuals with disabilities
has been extensively explored, especially following the
change in perspective adopted by the American
Association on Intellectual and Developmental Disabilities
(AAMR 1992, AAMR 2002; AAIDD 2010) away from the
traditional  deficit-within-the-person model to the
supports model. Before the 1992 definition of mental
retardation, the family’s needs revolved primarily
around the person with intellectual disability and
focused more on the deficit presented by person in
question than on the planning and provision of
supports. Since 1992 (AAMR, Luckasson et al. 1992),
rather than as something static and immutable,
intellectual disability has been seen as a condition that
might improve with the provision of support. The new
conception considers the social and environmental
factors that may affect families with a person with
disabilities. So, in this conception a prominent role is
given to supports for all members of the family
included the person with intellectual disability. The
definition stresses the need to provide supports when
there is a mismatch between the person’s individual
capacity and environmental demands. For example,
when the person with intellectual disability is unable to
follow the school curriculum, an individualized support
plan is set up, or when the person with intellectual
disability is unable to follow instructions and cannot
work autonomously, the written instructions are
adapted with the aid of ‘easy-to-read” text. Supports are
defined as ‘resources and strategies that aim to promote
the development, education, interests and personal well-
being of a person and that enhance individual
functioning’ (Luckasson et al. 2002; Schalock et al. 2010).
Consequently, researchers and practitioners are keen to
explore supports for individuals with disabilities. With
their support needs identified and the individualized
support plans implemented, people with intellectual
disability will be able to function successfully and their
personal results will improve (Luckasson & Schalock
2013). Recently, a number of instruments for assessing
QoL in people with intellectual disability have been
developed and validated in our environment. Examples
are the GENCAT Scale (Verdugo et al. 2009, 2010a,b;
Gomez et al. 2010, 2011), the INICO-FEAPS Scale
(Verdugo et al. 2013, Gomez et al. 2015), the Integral

Scale (Verdugo et al. 2010a,b), the San Martin Scale
(Verdugo et al. 2014) and the POS Scale (Van Loon et al.
2009; Carbé-Carreté et al. 2015). The use of these
instruments has made it possible to objectively assess
the QoL in people with intellectual disability and also to
evaluate the intervention programmes designed to
improve their personal results.

While this is a step forward, the provision of
individual supports is not in itself enough; it is also
necessary to provide resources and supports for families
with a family member with intellectual disability
throughout their life cycle, as it is the parents who face
the greatest challenge (Turnbull ef al. 2006). Indeed,
families are the principal caregivers of both children
and adults with disabilities and play an important role
in their well-being (Turnbull & Turnbull 1990; Dunst &
Deal 1994; Carpenter 1997).

The stressors faced by families supporting a family
member with intellectual disability are well known
(Hastings 2003; Plant & Sanders 2007). Parental distress
and family functioning impact family member with
intellectual disability in numerous ways, affecting their
cognitive, behavioural and social development. It is now
recognized that families with a family member with
disabilities need support for the entire family unit,
defined as a set of support strategies aimed to promote
the emotional and material well-being of all family
members and the development of the person with
disabilities (Kyzar et al. 2012). The absence of this
support will have repercussions for the QoL of both the
family member with disabilities and the family unit as a
whole (Dunst & Trivette 2009; Zuna et al. 2010).

National and local programmes in each country offer
services targeted mainly at people with disabilities and,
to a lesser extent, at their families. But what are the
needs of families with a family member with intellectual
disability, and what are the needs of individuals with
intellectual disability themselves? Are these needs
adequately met throughout the different stages of
development? If the different organizations involved
(health centres, schools, regulatory bodies, etc.) are to
meet these needs, then it is first necessary to establish
the needs of families and individuals with intellectual
disability and to identify the factors that influence them.
Gathering the views of families themselves regarding
their needs and those of their family members with
intellectual disability, and ascertaining to what extent
the support they receive is sufficient, will help to
identify the kind of services required to promote a
better FQoL (Brown et al. 2012). It is essential to explore
the specific needs of families and how these needs can
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be addressed by community agencies (Brown et al.
2003).

International research indicates high levels of unmet
needs among parents of people with disabilities when
seeking services for both their family member and the
family (Baldwin & Carlisle 1994; Sloper 1999). Even
today, many parents perceive that their needs continue
to be unmet and are less likely to be met than are those
of their family member with intellectual disability
(Beresford 1995; Eskow et al. 2011). These needs include,
for example, support to enable parents to combine their
working lives with looking after the person with
intellectual disability, and support to enable them to
enjoy life as a couple and make the most of leisure time
by leaving the family member with intellectual
disability at home with a specialist carer.

In Catalonia, family support services remain relatively
thin on the ground. In 2006, the Intellectual Disability
Association of Catalonia (Discapacitat Intellectual
Catalunya, Intellectual Disability Catalonia, DINCAT)
published a guide to resources and services for families
(APPS 2006). However, although this guide is designed
for families, the majority of services and resources listed
focus more on the individual with disabilities; the list
ranges from services and resources focused on the early
stages of life, such as early intervention centres, to
services for adults with intellectual disability such as
occupational therapy centres, special employment
centres and residential care homes. The guide is
undoubtedly useful, but it centres specifically on the aid
available for the person with intellectual disability and
includes little help for other family members (parents,
siblings and so on) who may also be in need of

attention. The website of the Catalan regional
government (the Generalitat: www?20.gencat) lists
services targeted at individuals with intellectual

disability and at families in general, but there are no
resources designed specifically for other family
members at various developmental stages. Most of these
services apply a person-centred approach as described
by Giné et al. (2011). In that study, the authors outline
the procedure used to define the items in the
questionnaire the present authors present here.

This study aimed to identify the support needs of
individuals with intellectual disability and their
families in Catalonia. The specific goals are (i) to
examine QoL in families with a family member with
intellectual disability; (ii) to examine the relationship
between demographic variables and FQoL; (iii) to
examine the individual services needed and to
determine families” perceptions of how far their family
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member with intellectual disability receives the services
they need; and (iv) to examine the family services
needed and to determine how far families of
intellectual

individuals with disability receive the

services they need.

Materials and Methods

Participants

A sample of families in which at least one member has
intellectual disability was recruited through various
services in Catalonia (early intervention centres, special
education schools, occupational therapy centres, special
employment centres and residential care homes), all of
them affiliated to DINCAT and FEAPS (Confederacion
Espanola de Organizaciones en favor de las Personas
con Discapacidad Intelectual, the Spanish Confederation of
Organizations in  favour of People with Intellectual
Disability). A total of 2160 families resident in Catalonia
with a family member with intellectual disability
participated in the study. There were no restrictions
with regard to the person’s age or level of intellectual
disability.

The majority of participants (77.36%) were parents,
and 19.31% of respondents were siblings or other family
members. As regards gender, 53.01% were female and
28.98% male and their ages ranged between 17 and 74
(M =5120, SD=114). Most of the respondents
(69.35%) had completed compulsory education, 19.03%
had been to university, and 8.24% had had no formal
education. Many of the respondents were working full
time (31.94%), while others were working part-time
(9.31%), retired (27.18%), unemployed (6.02%) or
homemakers (18.01%). Regarding their area of residence,
the majority lived in a city (57.36%), semi-urban areas
(24.54%) or rural areas (12.08%). Finally, with regard to
family income 28.19% earned less than €1200 per month,
the majority (48.94%) earned between €1200 and €2500
per month, and just 17.31% earned over €2500 per
month (M = 1.327.40; SD = 338.60).

As far as the characteristics of the individuals with
intellectual disability are concerned, there was a higher
percentage of males (57.27%) than females (40.56%), and
their ages ranged from 2 to 70 years (M = 33.20;
SD = 13.30). Most of them (81.62%) lived in the family
home, and 12.78% were in residential care. As regards
the level of intellectual disability (according to the
classification used by the Spanish Ministry of Health
and Social Affairs), 19.72% had a mild disability, 33.29%
moderate and 41.53% severe.
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Measures

Two measures were used: (i) a brief demographic
questionnaire and (ii) the Needs and Supports for People
with Intellectual Disability and Their Families questionnaire
(N&S questionnaire) developed ad hoc for this study. As
none of the scales mentioned in the introduction
provided the information the present authors needed to
meet our objectives, the present authors decided to
create our own questionnaire. In this study, the present
authors needed to use an instrument that took into
account the specific cultural, social and economic
features of Catalonia, the region where the data were to
be collected. Our main aim was to determine the QoL in
these families and their support needs, in order to be
able to review the support currently provided by
government institutions.

The N&S questionnaire has two parts. The first part
explores the family’s degree of agreement with 111
items grouped and labelled under 13 FQoL domains
identified previously in other studies (Brown et al.
2006a,b; Hoffman et al. 2006; Giné et al. 2013): access to
information (eight items; e.g. ‘The present authors
receive sufficient information on the services and
supports available’), emotional well-being (nine items;
e.g. ‘the present authors feel safe and relaxed at home’),
family relationships (eight items; e.g. ‘having a family
member with intellectual disability has improved my
relationship with my partner’), health (six items; e.g.,
‘Caring for a family member with intellectual disability
has triggered mental health problems in one or more of
the members of the family’), family—professional
partnership (nine items; e.g. ‘the present authors feel
respected and valued by the practitioners attending our
family member with intellectual disability’), financial
well-being (six items; e.g. ‘Caring for a family member
with intellectual disability requires extra financial outlay
to pay for medication and nappies’), disability-related
supports (13 items; e.g. ‘government spending on
disability (research, prevention, etc.) is appropriate for a
developed country such as ours’), family support (eight
items; e.g. ‘The present authors consider that the
siblings of the family member with intellectual disability
receive the aid and support they need’), support for the
individual with intellectual disability (nine items; e.g.
‘The present authors consider that the family member
with receives the aid and support he/she needs’),
accommodation to family needs (nine items; e.g. ‘My
employers help me to make my hours of work
compatible with caring for the needs of my family
member  with intellectual  disability’),  parents’

organization and skills (11 items; e.g. ‘at home the
present authors find it difficult to talk about sex
education with our family member with intellectual
disability’), social inclusion and participation [eight
items; e.g. ‘The family member with intellectual
disability often takes part in activities/groups in our
area (sports clubs, theatre groups, music, etc.)’] and
values (seven items; e.g. ‘Having a family member with
intellectual disability has helped us to value positive
aspects of our life’). Parents were asked to rate their
degree of agreement with each of the 111 items on a
Likert scale ranging from 1 (strongly disagree) to 5
(strongly agree). There was also a ‘not applicable’
option. The total score on the first part of this
questionnaire corresponds to the sum of the scores
obtained on the 13 FQoL domains.

The items that comprised the questionnaire were
assessed by a panel of experts who evaluated them in
accordance with the following parameters: ease of
understanding, possible lack of relevant aspects and
time needed to respond. The experts’ opinions were
analysed by the research group and incorporated into
the questionnaire, which was then sent to the 30
families with a family member with intellectual
disability. Families were also asked to answer questions
about the format and structure of the questionnaire. A
Pearson correlation between the items and the total of
the test showed a discrimination index above the 0.30
for all items. This confirmed the appropriateness of the
questionnaire items, and the suggestions proposed in
the answers regarding the format and structure were
incorporated into the questionnaire. The final version of
the N&S questionnaire was then administered to the
study sample.

The second part of the questionnaire explores the
services and supports that the individual with
intellectual disability and his/her family need and
receive. It comprises two different sections: (i) one
indicating the supports that the member with
intellectual disability needs and receives (28 options)
and (ii) another indicating the services that the family
needs and receives (13 options).

The sections referring to services and supports for
families and individuals with intellectual disability
centre on support received in the past 6 months.
Interviewees were first asked whether or not they need
certain services/supports [e.g., ‘which of the following
supports or services does your family member with
intellectual disability need?/which of the following
supports or services does your family need?” (Families
complete a checklist answering yes/no)]. If they answer
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affirmatively, they report the extent to which they
receive the services/supports (e.g. ‘if he/she/your
family needs support, to what extent does your family
member with intellectual disability /does your family
receive it?” Families answer: ‘not at all’, ‘slightly’, ‘to an
adequate extent’). The services and supports that the
family member with intellectual disability needs and
receives were categorized under the following headings:
health care, transport and mobility, communication,
sensory disability, education, psychological
guidance and support for the transition to adult life,
leisure time, coordination of services, adaptation of the
home, and medication and/or nappy changes. The
present authors also included the option ‘Other” so that
families could describe supports that their family
member with intellectual disability receives but did not
feature among the options listed.

The services and supports that families need and
receive are categorized under the following headings:
respite care and assistance, information and guidance,

care,

financial assistance, household support and adaptations
to family transport. As before, respondents may choose
the option ‘Other” if needed.

The total N&S questionnaire yielded a
Cronbach’s alpha of 0.85 and ranged between 0.76 and
0.97 for the 13 domains. In addition, the reliability

score

according to the split-half method, with application of
the Spearman-Brown correction, provided a reliability of
0.97 for the total and values between 0.75 and 0.91 for
the 13 dimensions (See Table 1).

Procedure

Ethical approval was obtained from the Ethics
Committee of the Network of Ethics Committees in
Universities and Public Research Centres in Spain.
Participants were recruited through associations of
parents of individuals with intellectual disability, all
affiliated to DINCAT and FEAPS. The coordinators of
these associations were contacted by telephone or mail
by the lead researcher and informed of the purpose of
the study and requirements for participation. If an
association decided to participate, its coordinator
contacted the families and described the study to them.
Families who agreed to participate were given a
research pack including an informed consent form (in
accordance with the ethical guidelines of the Spanish
Psychological Society), an information sheet, a brief
demographic questionnaire, a copy of the N&S
questionnaire and an envelope in which to return the
completed questionnaires to their coordinator. Once the

Table | Descriptive data for the N&S
questionnaire (Part I) (mean and SD,
minimum and maximum scores,

Cronbach’s alpha and reliability according

to the split-half method by domain)
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coordinator ~had  collected all the completed
Reliability

Domain M  SD  Minimum Maximum o split-half method
Access to information 276 121 13 40 0.87 0.87
Emotional well-being 311 140 16 41 0.77 0.84
Family relationships 352 144 14 40 0.81 0.75
Health 3.69 144 10 30 0.85 0.87
Family—professional 373 115 19 45 0.93 0.90

partnership
Financial well-being 276 1.45 6 30 0.78 0.63
Disability-related supports 2.10 1.08 14 65 0.88 0.84
Family support 242 123 8 37 0.76 0.76
Support for the individual 297 125 13 45 0.80 0.81

with intellectual

disability
Accommodation to 310 135 12 45 0.83 0.85

family needs
Parents’ organization 3.08 135 19 55 0.83 0.79

and skills
Social inclusion and 299 135 13 40 0.80 0.82

participation
Values 3.63 1.18 7 35 097 091
Total 307 1.64 164 548 0.85 0.97
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questionnaires from all the participants, these were sent
by post to the lead researcher. The families were
informed that they could raise any queries with the lead
researcher at any time during the process. A total of
15 000 questionnaires were sent out, and the final
response rate was 14.40%. All of the research packs
were returned to the lead researcher within 8 weeks.

Results

In connection with the first of our objectives, Table 1
shows the overall descriptive statistics of FQoL for the
families that completed the N&S questionnaire (Part I).

The overall mean FQoL was quite high ((M = 3.07,
SD = 1.64). The family—professional partnership domain
scored highest (M = 3.73, SD = 1.15), followed by health
(M =3.69, SD = 1.44) and values (M = 3.63, SD = 1.18).
Disability-related supports (M = 2.10; SD =1.08) and
family support (M =242, SD =1.23) had the lowest
mean values.

In relation to our second objective, that is to examine
the relation between the demographic variables and the
FQoL, one-way aNova for each variable showed that the
scores on the family questionnaire depended on the
educational level (Fps065 = 22.10, P < 0.001, n* = 0.13),
employment status (Fgno30 = 4.96, P = 0.009, 7 =0.11)
and family income (F; 019 = 29.87, P < 0.001, n? = 0.13).
Post hoc comparisons showed (P < 0.001 in all cases)
that the higher the educational level, the higher the
FQoL (Myjithout studies = 258.33, SDyithout studies = 82.50;
Melementary studies — 27910/ SDelementary studies — 6848/ and
Muniversity = 297.42, SDypiversity = 60.16). Quality of life
was also higher in families in which the respondent was
in full-time employment than in the cases in which he/
she did not work (Mfull_ﬁme work — 27135, SDfuu_ﬁme
work = 78.16 versus Mynemployed = 284.30, SDunemployed =
61.23). Finally, the analyses show that higher incomes
were  also  associated  with  higher = FQoL
(M_ <1200 = 268.67, SD_ 1200 = 73.49; Mi200 2500 = 282.45,
SD1200-2500 = 65.82; and  M.ps500 = 302.45,  SD.p500 =
58.08).

The results also indicate a relationship between FQoL
and the percentage level of disability (F3oms = 4.96,
P =0.007, #*=0.05). A post hoc analysis showed a
higher FQoL among individuals with more disability
than in  their less disabled peers (Msevere
disability = 284.30, SDscvere disability = 61.23 versus Mg
disability = 271.35, SDild disabitity = 78.16; P < 0.01). With
respect to the services and support needed and
received, the results are divided into two groups. The
first refers to the study’s third objective, namely to

explore the individual services needed and to examine
the degree to which the family member with intellectual
disability receives the services he/she needs. The results
are grouped into 28 areas of support (reflecting the
organization of the services in Catalonia) and show the
number of individuals who reported no needs,
the number of individuals who reported needs and the
percentage of people with intellectual disability who
receive either sufficient or insufficient support (Table 2).
The second group is related to the fourth study
objective, that is to explore the family services needed
and to examine the degree to which families receive the
services they need. In this case, the supports are
grouped into 13 areas, once again reflecting the
organization of services in Catalonia and arranged in
the same way as in the previous table (Table 3).

Table 2 shows that the top five individual services
needed are specialized healthcare services (n = 1299),
leisure services (n = 1224), personal assistance (n = 1051),
general healthcare services (1 = 993) and psychological
support (n = 920). Table 2 also provides the details of the
other 23 individual services that families perceive as
necessary. A large number of families perceive that their
family member with ID does not need support in
particular areas, due probably to the characteristics of
his/her disability, (for example technical assistance for
auditory  disability (n = 1643), mobility services
(n = 1519) or psychomotor activity services (n = 1145), or
because of their age (e.g., in adapted nursery school
(n = 1619) or guidance on transition to the working world
(n = 1249)), or because of the state of health, (e.g. hospital
admission services (n = 1346) or mental health services
(n = 1080)), among others. With regard to whether
families perceive that their family member with
intellectual disability receives the supports he/she needs,
Table 2 shows that service provision for individuals with
intellectual disability remains insufficient in many areas,
even though in other areas families are satisfied with the
support provided. The top five areas in which families
believe their family member with intellectual disability
does not receive enough support are in relation to help
adapting the home (78.89%), speech and language
services  (78.74%), alternative and augmentative
communication systems (77.32%), lifelong training
services (73.17%) and technical assistance for sensorial
disabilities (visual: 71.48% and auditory: 71.05%). There is
a series of services that families situate in an intermediate
position, as they report that the provision is insufficient in
between 50 and 69% of cases, although the present
authors should also stress that between 30 and 46% of
these people receive sufficient support (e.g. in relation to
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Table 2 Services and supports that the individual with intellectual disability needs and receives

No needs (number

Needs (number Receives but

Services and supports of individuals) of individuals) insufficiently (%) Receives sufficient (%)
Specialized healthcare services 646 1299 44.01 55.99
General healthcare services 930 993 37.92 62.08
Mental health services 1080 812 50.61 49.39
Hospital admission services 1346 496 45.10 54.90
Physical therapy 1216 646 68.73 31.27
Psychomotor activity services 1145 702 68.31 31.69
Transportation 1361 498 48.86 51.14
Personal assistance 834 1051 53.76 46.24
Mobility services 1519 341 53.66 46.34
At-home care 1255 633 66.86 33.14
Speech and/or language services 1120 732 78.74 21.26
Alternative and augmentative 1206 605 77.32 22.68
communication systems
Technical assistance for visual disability 1482 366 71.48 28.52
Technical assistance for auditory disability 1643 185 71.05 28.95
Adapted nursery school 1619 128 69.57 30.43
Inclusive school 1475 195 66.89 33.11
Specialized educational services 975 788 42.70 57.30
Psychological support 877 920 64.31 35.69
Behavioural support 1078 713 69.30 30.70
Guidance on transition to the working world 1249 480 63.22 36.78
Guidance for inclusive education 1145 590 69.28 30.72
Support service for professional 973 811 47.16 52.84
development at a special work centre
Support service for professional 1315 390 61.81 38.19
development in an ordinary company
Leisure services 619 1224 67.07 32.93
Lifelong learning service 842 899 73.17 26.83
Service coordination 901 812 63.46 36.54
Support to adapt the home 1261 519 78.89 21.11
Support for medication and/or nappies 1124 631 54 46

help and guidance at inclusive school (66.89%), homecare
(66.86%), aid for behavioural disorders (69.30%),
psychological support (64.31%), physical therapy
(68.73%), psychomotor activity services (68.31%), service
coordination (63.46%), and guidance concerning their
participation in educational activities (69.28%), work
activities (63.22%) and leisure services (67.07%)). The top
five areas in which families believe that their family
member with intellectual disability receives sufficient
support are general healthcare services (62.08%),
specialized educational services (57.30%), specialized
healthcare services (55.99%), hospital admission services
(54.90%) and support service for professional
development at a special work centre (52.84%).

Table 3 shows the same kind of results as Table 2, but
in this case centred on the families. The present authors

© 2015 John Wiley & Sons Ltd

see that the top five family services needed are
information about legal rights (1 = 1385), information
about where to get services for the family member
(n = 1372), information about where to get services for
the family (n =1271), information about planning for
the future (n =1268) and money to help pay bills
(n = 1082). Table 3 also provides the details of the other
eight family services needed.

With regard to whether the families receive the
services they need, our results show that this is not the
case in a very high percentage of families. The most
obvious disparities between what families need and
what they receive concern the areas of household
support for caring for the family member with
intellectual disability (84.78%), money to help pay bills
(83.07%) and information about planning for the future
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Table 3 Services and supports that the family needs and receives

No needs (number

Needs (number Receives Receives

Services and Supports of families) of families) insufficiently (%) sufficient (%)
Respite care 1074 789 78.02 21.98
Parenting or family training 1057 758 70.46 29.54
Support groups to siblings 1000 809 68.55 31.45
Counselling 775 1046 74.24 25.76
Information about specific disabilities 962 806 79.79 20.21
Information about where to get services for your child 475 1372 75.33 24.67
Information about where to get services for your family 572 1271 78.69 21.31
Information about legal rights 472 1385 77.61 22.39
Information about planning for the future 571 1268 80.21 19.79
Information about transition services 1151 559 77.38 22.62
Money to help pay bills 753 1082 83.07 16.93
Household support 1113 709 84.78 15.22
Adaptations to family transportation 1429 373 77.78 22.22

(80.21%). Insufficiencies are also evident in the areas of
parenting or family training (70.46%), respite care
(78.02%), information about services available for the
family member with intellectual disability (75.33%), and,
especially, information regarding services for specific
disabilities (79.79%) and for the family itself (78.69%).
The provision of support groups to siblings was also
considered insufficient, though to a lesser extent
(68.55%). It is also clear that the areas in which the
percentage of families who reported received sufficient
support is higher, though never their percentage is
higher than 32%.

With regard to the first objective, namely to examine the
QoL in families with a family member with intellectual
disability, the overall mean FQoL was quite high; it was
in line with other studies of FQoL conducted both in
Catalonia (Giné ef al. in press) and in other countries
(Hoffman et al. 2006; Turnbull ef al. 2007, Kober 2010;
Brown et al. 2011). However, it should be borne in mind
that our figures are averages derived from 2.160
families, some of which had very low FQoL scores and
were in dire need of support. This serves as a reminder
that if the present authors really wish to improve the
QoL in families with a family member with intellectual
disability, the present authors must explore and respond
to the individual needs of each family, especially those
with the greatest need for support (Brown et al. 2003).

In terms of the different dimensions of FQoL, the
highest score corresponds to the ‘family—professional

partnership’. This confirms that the partnership with
professionals is one of the aspects most directly related
to FQoL (Turnbull et al. 2006; Balcells-Balcells et al.
2011). The domains of health, values, family
relationships, and social inclusion and participation also
earned fairly high scores, while the lowest scores were
those for disability-related support and family support.
These results are in line with those reported in other
studies of FQoL, which reveal families’ discontent with
the services for both the family as a whole and their
family member with intellectual disability (Hoffman
et al. 2006; Turnbull et al. 2007; Kober 2010; Brown et al.
2011; Giné et al. in press). The findings also highlight
the shortcomings in state provision of services for
families, and the repercussions this has on their QoL
(Giné et al. 2006; Brown ef al. 2011). Regarding the
relationship between demographics and FQoL, our
results show a relationship between FQoL and level of
income and education. This finding is in line with other
studies in FQoL in other countries (Wang et al. 2004; Lin
et al. 2009; Hu et al. 2012), which have found that
families with a family member with intellectual
disability have lower QoL when their income and
education levels are lower. This suggests that there is a
need to offer support to people and families,
particularly those with lower income and educational
levels. Employment also seems to be an important
aspect in relation to FQoL. Vilaseca et al. (2014) found
that employed mothers reported better positive
perceptions and lower levels of anxiety and depression
than mothers in part-time employment or unemployed.
So, the present authors think that encouraging parents
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to work outside the home, especially mothers, may be a
way of raising FQoL. As regards FQoL and individual
characteristics of family members with intellectual
disability, the present authors found that family
members with intellectual disability with more severe
disabilities reported better FQOL. This may appear
surprising, and indeed, other studies have found
relationships in the opposite direction; that is, that
people with intellectual disability with less severe
disabilities report higher FQoL (Chiu et al. 2013a,b), or
no relationship between severity of disability and FQoL
(Cérdoba et al. 2008; Lin et al. 2009). In our sample, the
group with severe disabilities was the one that
presented highest QoL (41.53%) and
individuals with intellectual disability between 2 and
70 years of age. Possibly, people with more severe
impairment in Catalonia receive more support than
others with less evident needs; therefore, in families
with a member with less severe impairment, the
insufficient support provided may have repercussions

included

for the family unit as a whole and may be reflected in
the FQoL. More studies that explore relationships
between degree of disability and FQoL are needed to
develop better intervention and supports.

With regard to the third objective, the results show
that the services that people with intellectual disability
need most are health services, leisure services, personal
assistance and psychological support. These results
corroborate those of other studies conducted in other
countries which have stressed the need for health
services especially with people with more severe
disabilities (Redmond & Rishardson 2003), leisure and
social inclusion services (Llewellyn ef al. 1998) and
emotional support (Epley et al. 2011). With regard to
determining families’ perceptions of whether their
family member with intellectual disability receives the
services he/she needs, our results show that the family
member with intellectual disability receives fewer
services than are needed. This highlights the importance
of ascertaining individuals’ needs in order to review the
services being offered and to determine whether the
problem is a lack of provision, the provision of the
wrong kind of services, or services not being received
often enough. It should be borne in mind that the needs
of individuals and their families (and therefore their
need for support) change over time, and a service that
was appropriate at a given age may not be so at another
time in life (Dunst & Deal 1994). The different services
that the state provides for people with intellectual
disability and their families need to take this into
account so that they can be matched to needs at any
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given point in time (Brown et al. 2003). Whatever the
case, our results confirm the findings of other studies,
namely that people with intellectual disability have
needs that are not being met (Granlund & Roll-
Pettersson 2001; McLennan et al. 2008; Koch & Mayes
2012).

Among the areas in which support is clearly not
being provided in sufficient quantities are speech and
language services (deemed insufficient by 78.74% of
respondents) and support for alternative and
augmentative ~ communication  systems  (deemed
insufficient by 77.32% of respondents). These results
confirm the findings of other studies regarding the need
among individuals with intellectual disability for
support in language and communication (Summers et al.
2007). Support for adapting the home and technical
assistance for visual and auditory disabilities are other
services which families consider to be insufficient. Other
support needs still not satisfactorily addressed, but
which some families (between 30 and 46%) perceive to
be covered sufficiently, are help in inclusive school,
homecare, behavioural support at home, physical
therapy and psychomotor services, support for access to
education, leisure, and job placement services and
professional coordination of services. Our results in this
regard do not differ greatly from those of other studies
(Granlund & Roll-Pettersson 2001; Ellis ef al. 2002;
Summers et al. 2007; McLennan et al. 2008). In relation
to the professional coordination of services, other
studies (Freedman & Capobianco 2000; Cassidy et al.
2008; Kogan et al. 2008; Burton-Smith et al. 2009) found
that this service was one of the most frequently
requested supports and was one that helped families
the most to deal with their disabled member. Therefore,
this is one of the aspects to bear in mind, especially
when the person with intellectual disability changes
from one service to another (e.g. from the Early
Intervention Centre to school, or from school to the
workplace).

As regards the examination of the services needed by
the family (parents, siblings, other relatives and also the
person with intellectual disability), our results show that
the ones most needed in Catalonia are to do with
informational resources and financial resources,
followed by emotional resources. These results are in
agreement with those reported in studies in other
countries (Bailey & Simeonsson 1988; Turnbull ef al.
2006; Summers et al. 2007; Hsu & Lin 2008; Burton-
Smith et al. 2009; Palisano et al. 2010; Ahmadi et al. 2011;
Almasri et al. 2012; Samuel et al. 2012; Chiu et al. 2013a,
b; Zuna et al. in press).
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Regarding the degree to which the families of the
individual with intellectual disability receive the
services they need, the situation would seem to be
particularly negative. Many of the families surveyed
believe that the support they receive is extremely low
given their needs, especially in areas such as respite
care, household support, counselling or support groups
for parents and siblings. These results are similar to
those found by Ellis et al. (2002), Epley et al. (2011),
Quine & Pahl (1989), Samuel et al. (2012), Sloper &
Turner (1992), Sloper (1999) and Zuna et al. (in press).
Another type of support that families consider to be
insufficient is financial support. Other studies have
found similar results, such as Brown et al. (2011),
Palisano et al. (2010) and Samuel et al. (2012), and in
fact, this is one of the variables that have the greatest
influence on FQoL. Informational support, both general
and about specific disabilities, or for planning for the
family member’s future, appears to be the type of
support that is supplied the least. Our results also
suggest that this type of support is the kind most
requested by parents — as it is in other countries where
different policies are in place. Good access to
information regarding both their family member with
intellectual disability and the family as a whole may
increase their sense of control and of being capable and
autonomous enough to act appropriately within the
different contexts of life and thus help to improve their
FQoL (Knox et al. 2000). Obviously, certain families will
have greater need of particular types of support than
others, and so the results cannot be generalized to all
families  with with  intellectual
disability.

Advocating more assistance and support for families
with a member with disability, as this study does, does
not mean denying the support needs of individuals with

family members

intellectual disability. Rather, individual and family-
level needs and support related to them must interact to
improve FQoL, and therefore, both sets of needs must
be met. Research on the needs of families with a family
member with disabilities indicates that these families
need a great deal of support over the course of their
life, either to adapt to or to cope with the experience of
raising and/or caring for a person with intellectual
disability. If the aim is to promote high FQoL, then
families have to be provided with much more support
than they currently receive, as the vast majority of
individuals with intellectual disability in this study live
in their family homes.

These findings have implications for the resources
that are assigned to the attention of families in

different countries, and in particular in Catalonia. In
our view, it is necessary to consider not just the care
given to people with intellectual disability, but new
ways of working with families through policies
developed specifically to address their needs — for
example supporting them in their caregiving role by
designing interventions based on the family’s
strengths, and following family-centred approaches
(Dunst et al. 2009; Epley et al. 2010; McWilliam 2012).
A new approach of this kind would help to empower
families with a family member with disabilities and
enable them to deal more effectively with the different
contexts in which they live. The present authors are
also convinced that this approach can help to improve
the QoL of parents, siblings and other family
members, as other studies have already highlighted
(Folkman & Moskowitz 2000; Trivette & Dunst 2007;
Kyzar et al. 2012; Chiu et al. 2013a,b; Cohen et al.
2013).

This research reports FQoL outcomes in a large
sample of Spanish families with a family member with
intellectual disability. The present authors hope that the
results will also contribute to assessing the relationship
between individual and family needs for support and
FQoL. More research is needed to assess the variety of
factors that interact with family needs and FQoL. Our
findings indicate that families and people with
intellectual disability require many types of services and
support but do not receive them and that family
support plans are clearly needed to achieve better
outcomes in FQoL.

This study has some limitations. The first is its cross-
sectional design; longitudinal studies should be
conducted to complement its findings. Another
limitation, which seems to be common in this kind of
research, is related to sample selection (Brown et al.
2003; Summers ef al. 2005, Hoffman ef al. 2006).
Although the present authors aimed to obtain as
representative a sample as possible, the responses
nonetheless correspond solely to those families who
were willing to participate. The sample was drawn from
a large association which seeks to meet the needs of
families with children with intellectual disability in
Catalonia. A further potential weakness of the study is
that the results are derived from the analysis of written
questionnaires, a kind of instrument with an inherent
set of limitations. Finally, the N&S questionnaire was
created ad hoc for the present research and had not been
previously tested. Therefore, although the main
indicators or reliability seem appropriate, the results
obtained from the questionnaire should be treated with
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caution, especially until clearer indicators of construct
validity are obtained. In future studies, it would be
interesting to assess the construct validity properties of
the questionnaire, to use it in other similar contexts, and
to compare these data with semi-structured interviews
which take into account the perspectives of different
family members, including parents, siblings and other
members of the family unit.
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