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� assuming that the national prevalence rate of ID is around 2% of the 
total population (European mean), we can estimate a number of 
1,200,000 people with ID living in Italy;

� in Italy, there are a number of limitations to service for people with ID, 
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SITUATION IN ITALY

� in Italy, there are a number of limitations to service for people with ID, 
which are also quite heterogeneous with more resources being present 
in the northern part of the country;

� financial supports for people with ID are scarce, resulting in a high 
burden for families;

� physical and mental health needs are often not assessed or unmet;



� university programs do not provide specific training on health issues for 
people with ID and professional specialization is motivated only by personal 
goodwill or interest;

� families are often marginalized in society, and their need for help and support 
are only partially satisfied;
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are only partially satisfied;

� families sustain a number of national NGOs for the most common syndromes 
and conditions (e.g., Down syndrome, Autism, Fragile X syndrome, and 
Prader-Willi syndrome), but an organization for overall ID is still lacking;

� the general cultural attitudes and the overall scientific knowledge about ID are 
inappropriate among the majority of professionals who have to deal with ID;

� a well-defined national body of research has yet to be established.



� a growing interest in the health and social needs of people with ID 
has emerged in recent years;

� a new general policy for the realization of an integrated system of 
rehabilitative, health, and social services was started in 2000 and 
improvements are occurring at regular intervals;
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SITUATION IN ITALY – NEW LIGHT

� the aim of this general thrust is to develop individualized support for 
people with ID and their families;

� in recent years, SIRM has been leading an increasing number of 
research initiatives, surveys, and cultural and scientific events focusing 
on ID;

� the main theoretical framework of this groundbreaking body of work 
has been Quality of Life.



� Until a few years ago, outcome measures of care and rehabilitative 
interventions were based on the traditional medical approach aimed at 
restoring a person to ”normal” morphologic conditions and ”normal” 
functioning status.

� The reference point here, even for people with ID, was the majority of 
people in the general population. Even today, most family complaints 

QOL: A NEW OUTCOME MEASURE

people in the general population. Even today, most family complaints 
arising from the quality of care for people with ID refer to this model.

� Recently, new patient-oriented outcome measures have emerged in 
disability research and practice.

� Among these, Quality of Life (QoL) has gained a central place. 



Mass media meaning
a universal ideal of high quality of most material and most marketable
areas of life (i.e. objects owned, success in work career, money to spend,
social environment, holidays and free-time, physical performances) 

QoL: NOT AN EASY CONCEPT

objective

the individual perception of satisfaction with the ‘being in the world’.
It can be evaluated only trough the person’s opinion.

Medical
meaning

objective

subjective

a person’s life conditions as they appear to an external observer.
This meaning doesn’t raise any particular epistemological problem.



most published articles on QoL refer to Health-Related QoL

GENERIC QoL VS HEALTH-RELATED QoL

HEALTH-RELATED

refers to how a mixture of symptomatologic and 
dysfunctioning features affect a person’s life

GENERIC

refers to the relationship between individual 
attribution of importance and perception of 
satisfaction in those areas of life applicable to 

The QoL approach represents an effort to mobilize and revalue resources that 
can help a person (and the holistic system that they represent) to embark on or to 
continue a lifespan curriculum of life skills improvement*.

starting-off point is the disabling condition of the 
individual

satisfaction in those areas of life applicable to 
anybody’s life

starting-off point is that all individuals have valid 
perceptions of aspects of life that are common to 
all human beings

*Bertelli M. & Brown I. (2006) Quality of life for people with intellectual disabilities. Current Opin ion Psychiatry 19, 508-513



Quality of Life Instrument Package (Brown, 1997) - Theoric frame
Centre for Public Health - University of Toronto

The questionnaire is distinctively founded on Becker’s model of QoL
(Becker et al, 1993) : the model of importance/satisfaction

• it is possible to define areas of human life appliable to• it is possible to define areas of human life appliable to
anybody’s life

• the relationship between the individual perception of the importance 
to every area of life and the individual perception of the satisfaction 
with the same areas could validly express QoL

A thing that doesn’t interest to a person will never add satisfaction to 
this person’s life



� A QoL framework is also useful for understanding the impact of 
individuals with ID on the quality of life members of their family;

� Also determination of appropriate conceptualization of family 
outcomes requires an international level;

� family QoL is emerging as an important field of research;

FAMILY QoL

� family QoL is emerging as an important field of research;

� considerable work has been accomplished conceptualizing family 
quality of life and determining appropriate family quality of life 
outcomes;

� the number of studies on it is still quite limited, especially if compared 
with the substantial literature investigating individual QoL.

*Brown, Anand, Fung, Isaacs, & Baum, 2003; Summers et al., 2005; Turnbull, Brown, & Turnbull, 2004; Tu rnbull, Summers, Lee, & Kyzar, 2007



• It refers to the level a family is living a satisfactory 
family life

• as for individual QoL, it consider aspects of family life 
who are appliable to life of any family, modulated by 

WHAT IS FAMILY QoL?

who are appliable to life of any family, modulated by 
specific values of each family

A QOL-INTERVENTION SHOULD HELP FAMILIES 
TO BE SATISFIED WIH THEIR OWN FAMILY LIFE



� The individual with ID and his family often constitutes a unique 
system within the community

� All individuals and all families are entitled to live a satisfactory life

� People with disability and their families often need some help to 
individue interests that could add or maintain satisfaction with life

IMPORTANCE OF FAMILY QoL
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FAMILY QOL FOR ID: FIRST RESULTS FROM THE ITALIAN SURVEY

AIMS

� To survey Family QoL trough the administration of the 
SIQF to an Italian multicentric sample of family 
members of families with one (or more) person with IDmembers of families with one (or more) person with ID

� To validate the italian adaptation (SIQF) of the 
Canadian FQoL Survey



Instructions for Completing the SIQF

About your Family

1. FAMILY HEALTH

2. FINANCIAL WELLBEING

3. FAMILY RELATIONSHIPS

4. SUPPORT FROM OTHER PEOPLE

SIQF SECTIONS

4. SUPPORT FROM OTHER PEOPLE

5. SUPPORT FROM D-R SERVICES

6. INFLUENCE OF VALUES

7. CAREERS AND PREPARING FOR 
CAREERS

8. LEISURE AND RECREATION

9. COMMUNITY INTERACTION

10. OVERALL FAMILY QoL



Variable % n.

Mother 55.5% 15
Father 22.2% 6
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SAMPLE BACKGROUND

N=27

Father 22.2% 6
Grandparent 0
Sibling 22.2% 6
Others 0

Mean age (Years) 70.8
Age range 64-80
Families with >1 person with a disability 2
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SIQF QOL MEAN AREA SCORES
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Domains Dimensions of Family Quality of Life

Importance Attainment Satisfaction Opportunities Initiative Stability

Health 1 (0.20) 3.25 (1.15) 3 (0.88) 2.9 (0.76) 2.6 (0.96) 3.3 (0.63)
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SIQF MEAN SCORES

Financial 2.5 (0.79) 2.5 (1.02) 2.54 (0.65) 3.6 (1.02) 3.4 (1.5) 3.17(0.56)

Relationships 1.33(0.5) 2.08(0.82) 2.57(0.9) 3.48(1.34) 2(9.56) 3.21(0.59)

Support/others 3(1.35) 4(0.78) 3.25(0.74) 4(0.98) 3.61(1.11) 3.12(0.45)

Support/services 1.27(0.47) 3.86(1.01) 3.17(1.03) 3.7(0.93) 2.68(1.17) 3.6(1.01)

Values 2(0.72) 2.33(1.07) 2.54(0.72) 3.04(1.065) 2.9(0.96) 2.91(0.29)

Careers 2.2(1.23) 3.27(1.35) 2.63(0.76) 3.41(1.32) 3.11(1.53) 3.15(1.04)

Leisure 2.45(1.035) 3.05(1.023) 3.29(0.84) 3.67(1.21) 3.67(0.91) 3.29(0.56)

Community 2.75(0.75) 3.48(1.078) 3(0.603) 3.17(0.86) 3.54(1.22) 3.14(0.77)
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SIQF QOL (IMPORTANCE/SATISFACTION) SCORES
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VALUTAZIONE DELLA QUALITÀ DI VITA DELLA FAMIGLIA  

 
FAMILY QUALITY OF LIFE SURVEY (I NTERNATIONAL FQOL PROJECT) 

I.B ROWN (T ORONTO,  CANADA) ;  S.  NEIKRUG (R AMAT GAN,  I SRAEL) ;  R.  BROWN (A DELAIDE,  AUSTRALIA)  
TRADUZIONE ED ADATTAMENTO ITALIANI DEL DOTT. MARCO BERTELLI 

 

A) About your Family
Instructions for Completing the SIQF
About your Family

SIQF EVOLUTION

VAQF

FQoL 5 countries-project

A) About your Family
B) FAMILY HEALTH
C) FINANCIAL WELLBEING
D) FAMILY RELATIONSHIPS
E) SUPPORT FROM OTHER PEOPLE
F) SUPPORT FROM D-R SERVICES
G) CULTURAL AND SPIRITUAL VALUES
H) CAREERS AND PREPARING FOR 
CAREERS
I) LEISURE AND RECREATION
L) COMMUNITY INTERACTION

About your Family
1. FAMILY HEALTH
2. FINANCIAL WELLBEING
3. FAMILY RELATIONSHIPS
4. SUPPORT FROM OTHER PEOPLE
5. SUPPORT FROM D-R SERVICES
6. INFLUENCE OF VALUES
7. CAREERS AND PREPARING FOR 
CAREERS
8. LEISURE AND RECREATION
9. COMMUNITY INTERACTION
10. OVERALL FAMILY QoL



N=15 subjects
5 fathers

5 COUNTRIES PROJECT - FAMILY QUALITY OF LIFE SURVEY
VAQF

FLORENCE RESULTS

SAMPLE

Mean age=67.8
Sex ratio=1/2

9 mothers
1 sister

ID person mean age = 34,73 (5,93)
ID person sex:7 male (46,7%)

8 female (53,3%)



Area      2000 Mean 2009 Mean

Leisure / enjoyment -0,57 0,36
Help from others -0,47 -1,08
Support from services -0,17 1,36

5 COUNTRIES PROJECT - FAMILY QUALITY OF LIFE SURVEY
VAQF - FLORENCE RESULTS

CHART OF QoL SCORES

Support from services -0,17 1,36
Community life -0,14 0,58
Economic status 0,20 2,08
Health 1,07 0,42
Career 1,10  0,18
Spiritual and cultural values 1,80 2,08
Relations within family 4,86 3,01

= worst areas

= better areas



FAMILY QOL FOR ID: FIRST RESULTS FROM THE ITALIAN SURVEY

CONCLUSIONS

Results suggest that Italian family members of Families including PwID think that 
their families:

� consider ‘health’ as the less important area of life and ‘support from others’ the 
most important

� have the highest attainment in ‘support from others’ and the lower in ‘family 
relationships’

� perceive the highest level of satisfaction in ‘leisure and recreation’ and the lowest in 
‘influence of values’ and ‘financial wellbeing’

� have biggest opportunities in ‘support from others’ and smallest in ‘health’

� take initiative mostly in ‘leisure and recreation’ and Ieastly in ‘family relationships’

� have the most positive expectations for the near future towards ‘support from 
services’ and the most negative towards ‘values’ (stay about the same)

� have the highest Quality of Life in the areas of ‘family relationships’ and ‘values’

� have the lowest Quality of Life in the areas of ‘support from others’ and ‘careers’
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