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Abstract

In this chapter Intellectual and Developmental Disabilities (IDD) is examined in terms of Quality of Life (QOL) starting in the 1980ies and then developments in the early 21st century of Family Quality of Life (FQOL). The underlying principles of QOL are becoming adopted in many countries yet the frontline levels in both QOL and FQOL policy are at different stages of development and application, and even within countries the applications are mixed. The paradigm of quality of life includes a number of basic principles and these are described along with examples of research and application. Principles such as self-image and choice when used together along with other principles become an holistic approach from which different forms of support can be applied. QOL recognizes that the process is lifespan and requires sensitivity in terms of individual application. Finally, this chapter looks at issues of developing practical policies bearing in mind the challenges faced by families and individuals with disabilities and the need for personnel to be skilled with empathetic application of support to the individual and families alike.
Introduction


Historically the concept of quality of life (QOL) or wellbeing has been of interest and philosophical discussion for hundreds of years. QOL involves principles, which began to be developed as psychosocial concepts in the field of intellectual and developmental disability (IDD) in the 1980s through philosophical discussion, research and practice. These principles not only apply to people with IDD and their family and friends but also the frontline personnel who support the people affected by disability, the managers of agencies and services and government departments, particularly those in health, education and social services and also to society in general.  Family quality of life (FQOL began to be developed in depth at the end of the 20th century (Turnbull, Brown & Turnbull, 2004) with the recognition that family wellbeing was intrinsically involved with individual QOL.  FQOL has developed because individuals with disabilities are living longer and live all or part of their lives with their families and in society which brings additional challenges. 

It is important to stress that although QOL and FQOL in relation to IDD first developed in the English speaking world such as the UK, USA,  Canada and Australia the principles are now viewed around the world as important in both research and practice. Further they are important for policy development in the various levels of many agencies and governments. But there are many challenges. There are  issues around  definitions and research given the complexity of life for people with IDD. There are also challenges facing parents as institutions close in the high-income countries and day to day support most frequently falls to parents and primarily mothers. Having developed a paradigm or model of QOL and FQOL we need to know how this is applied. 

IDD and Individual QOL
The Historical Background




QOL and wellbeing have a long past back at least to early Grecian times but it does not have a detailed multifaceted history in IDD until the later half of the 20th century. That is not say that there was no help for people with disabilities. Over the years various groups were concerned to enhance the wellbeing of people with disabilities. They were cared for by family, by religious institutions and then later by government institutions and secular foundations in many countries, but  few organisations knew much about the optimal raising and treatment of people with such challenges This limitation to service largely arose because we did not have much knowledge about what was best, and families had many challenges and as a rule little experience in such matters. Universities did not provide multidisciplinary studies in IDD to any degree until the middle to late 20th Century though some medical education was provided in a few places such as the first institution specifically for IDD. 

Although medical colleagues had begun in the 19th century to investigate the physical nature of IDD (Tredgold, 1914), the habilitation or rehabilitation of people with IDD did not occur in any major fashion until the mid twentieth century (Hilliard and Kirman, 1957).  The work of Clarke and Clarke (1958) in “Mental Deficiency the Changing Outlook” is regarded as a major development. It described research by psychologists and others who examined the effects of environment and explored to what extent individuals with IDD could learn and then begin to work in the community. This was followed by the introduction and application of normalisation (Nirje, 1970; Wolfensberger, 1983)) along with a growing interest in the inclusion of people with ID into their local community. QOL then  began to be researched during the last quarter of the 20th century and  began to have increasing impact of thinking in this field.  Research and practice led to the notion of support rather than simply care and this provided a richer platform for the application of both quality of life and family quality of life.

A paradigm of QOL (Brown, 2017) can help to guide our thinking about IDD and can assist our thinking, practice, research, and policy development. It is also an important guideline for education of multidisciplinary personnel and students. Its development is now expanded to Family Quality of life and therefore accents how we support family members who have offspring with IDD (Brown, & Brown, 2014).

Individual Quality of life – Its Development and Application.


In the 1980ies when several researchers and practitioners in North America began to observe and develop research models to examine QOL, they first needed a definition of the term.  People often believe it is the same as wellbeing, which in general terms seems reasonable, but quality of life assumes more than this in terms of description.  A variety of descriptors have been used and it can be seen there are some common themes. 
Quality of Life: -

“Is experienced when a persons basic needs are met … and has the opportunity to pursue and achieve goals in major life settings.” Goode (1988);
 “…relates to all life domains and the interaction between individual and environment.” Brown, Bayer & MacFarlane, C. (1989). 

“The social well being enjoyed by people, communities and their societies.” Bach, M & Rioux (1996); 


“…condition of living (primarily related to home and community living, school or work, health and wellness”. Schalock. (1997). 


“Is both objective and subjective, involving material well-being, health, productivity, intimacy, safety, community and emotional wellbeing.” Cummins (1997).

Others have noted thethat QOL is a useful sensitizing concept and have indicated that it relates to individual perception- how an individual sees the world and thus their actions and place in the world, (Andrews, 1974). 

To summarize, there are a number of key words and phrases to describe QOL such as perception, and meeting the person’s own perceived needs, and these relate to all life domains such as health in the widest sense, home, community, education, and employment (paid or volunteer). Further QOL is a sensitizing concept and as research developed this meant sensitizing society to the needs of the individual with IDD and  the family alomgalong with the  personnel who work with individuals with IDD plus  the community and government  organisations, which develop policy and design programmes to be applied in the field (Schalock & Verdugo, 2019).
Measuring QOLin Populations with IDD

There are many strategies for measuring an individual’s QOL . These include very careful observation over time using techniques that enable effective recording such as videotaping of individuals in a variety of situations, and using a counter to record the number of specific events. More than one person checks the recording helping to ensure the observation process is impartial . Likewise analysis of the data is checked independently. There are a wide range of questionnaires and surveys. A detailed list of these can be found at the Australian Centre on quality of life developed by Robert Cummins  <http://www.acqol.com.au/index>. One example is the Rehabilitation Questionnaire and Manual: A Personal Guide to the Individual's Quality of Life, which Brown and Bayer designed for the 6 year study referred to in the current chapter. There are many others and the reader may wish to examine the list to find what would be most useful for their particular population or situation.

The Develoment of specifcic QOL Principles

The general concepts and principles in QOL involved were later detailed in an article by Schalock, Brown, I. , Brown, R.I., et al (2003) and expanded by Brown, Cobigo & Taylor (2015) with annotated description of the principles involved (See below)
General Principles

1. Dignity of disability (Ensuring that people with disabilities are valued persons in their own right in all the environments in which the individuals live).

2. Ethically based Policy and Practice (Policy and practice based on values relating to society but enriched by research knowledge and in the person’s best interest as expressed by the individual or their chosen representative).

3. Personal and Professional Values (It is critical that professionals consider and take into account their personal and professional values in delivering services particularly when providing services in multiracial and diverse communities). 

4. Duty of Care, Risk and Safety (Risk is part of learning, but sensible support with boundaries provided as necessary for any particular individual).

5. Normalization (Providing normal life experiences in normal or common environments).

6. Exclusion /Inclusion (All aspects of life have opportunities for including or excluding an individual. Optimize inclusion).

Specific aspects of Development and Learning

The individual

7. Resilience (The ability of an individual, due to an interaction of genetics and environment, to deal effectively with challenging situations).

8. Perception (Perception is a major driver of behaviour and either assists or limits development) 

9. Self-image (Can be positive or negative with effects on cognitive, social and emotional development.) 

10. Empowerment (Providing environments and opportunities for the individual to assert their rights and choices in decision-making thus empowering themselves).

11. Personal Control (Enhances self-image, therefore confidence and knowledge including experience).

12. Inter and Intra Personal Variability (Intra-variability acknowledges the day by day variability shown by any one person with implications for assessment, support and intervention. Inter-variability refers to the variability between people with the same diagnosis).

The Environment
13. Life Domains  (Areas of life in which individuals function- e.g. health, home, leisure, community, school, employment etc.).

14. Holism (Links and support across domains relating to individual interests, skills and   challenges).

15. Imagining the future  (seeing the positive possibilities for and by the individual for the future, e.g., Early development, schooling, employment, adult life).

16. Lifespan (planning for and supporting developmental and environmental opportunities as individuals age).

17. Opportunities and choices (Choices are critical to development and need to be readily available). 
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The General Principles of QOL are also concerned with the attitudes and perceptions of professional consultants, care personnel, and parents as well as the managers of agencies asand the policy makers in government agencies. They involve an understanding of what quality means for people with disabilities and their families and the importance of human rights, not just in theory but also in practice. This means the necessity of a bottom up approach to policy and management where the individual's own choices and preferences are taken into account. That is why the recognition of variability amongst people with IDD and their families is so important. People with the same diagnostic label may differ from one another to a tremendous degree. Family behaviour is also highly variable. In both instances individualised support is frequently necessary.  For example, people with Down syndrome may have very good skills in some areas and not in others. Cognitively they may have low intelligence or average and sometime well above average abilities. The same appears to be true of other diagnostic groups including Prader Willi syndrome and ASD. 


More recently Brown (2017) has suggested that the above principles of QOL can be used as a paradigm to guide support and intervention in individual and group programmes. In other words QOL and Family Quality of Life (FQOL) provide the basic and underlying principles, for behaviour management and counselling strategies in health education and other aspects of community support across the lifespan. More recently Brown and Faragher (2017) have argued that such approaches are relevant to a wider range of individuals and families who face challenges and that work in the field of IDD applies across society where quality of life can provide the paradigm for assessment and support.
It is regarded as important that such interventions consider the principles delineated above. It is also important that front line personnel and relevant agencies in the disabilities field are well aware of such principles and build them into their policies. However, experience indicates these principles need to be spelled out in practical terms, as frequently personnel are still not always aware of the meaning or implications of such an approach. Some examples are provided below to show how the paradigm can help guide interventions and support (see also Brown and Brown, 2003). 
The paradigm of QOL recognises that developmental change is possible and indeed likely in terms of IDD.  The intelligence of people with IDD can develop over the years. Clarke & Clarke, 1958) showed such development occurred particularly in teenagers and adults with IDD who came from very deprived environments. This is further demonstrated by Borthwick Duffy, (1996). Such development can occur because an individual who has received effective medical intervention early in life as necessary, a positive and diverse environment, effective mentors and schooling that is inclusive and at the same time individualised. This can then result   in individuals perceiving themselves as in charge of, rather than under the strict control of others. 
 Brown, Bayer and Brown, (1992) demonstrated that adolescents and adults with IDD noted interventions using the above components not only liked the supports provided but came to see themselves 'directors' of the supports because they had requested them. Such control was over very simple things such as making a cup of tea in the middle of the day or going into town to cash some of their money from a bank. Further the personnel responsible for such intervention saw themselves as free from bureaucracy and able to design the intervention that individuals requested. At times the individual’s goal in such situations may have to be adjusted in discussion with the individual when a selected task proves too difficult. That is the task may require breaking down into smaller units.
 Perception – Familiarity and Unfamiliarity

The way people see the world influences how they behave and in turn that affects self-Image. Perceptions drive much of our behaviour. The degree to which personnel are viewed as positive, supportive and helping people and can image a more positive future for the individual will affect how and an individual behaves.

Developments in learning and behaviour are greatly influenced by personal perceptions and, to a considerable degree, govern behaviour across all modalities (e.g., visual, auditory and tactile). For example, a teacher or support worker who is not liked by the individual is not likely to teach and obtain positive results.  And the reverse is also true. A teacher or support worker who does not like a person with IDD will not get the most favourable responses from the individual.  The same principle applies to families, community, recreation and employment. Indeed, where any anxiety is created there are barriers in the way for the development of behaviour and stagnation and regression are likely to occur. Verbal responses lessen when there is stress, for example in unfamiliar environments, and with further stress individuals will regress not only from abstract to concrete language but to grunts or groans and then to becoming confused by visual input, and finally to complete breakdown (Brown and Semple 1970). 

When there is a positive relationship between teacher  (instructor), parent and relevant others with the person with IDD involving basic positive reinforcement such as a kind word, a smile and a positive tactile response positive behaviour promoting development can generally be established. In many countries there have been concerns about children being touched by teachers, but touching is like a professional tool and is important when applied properly

For example, when speaking at a workshop a social worker said she had just been to her office and there was a note from her manager saying, “In view of the legal cases involving children no staff member was to touch children”. Her question to me was, “How did I react to such a directive”. There are ethical issues associated with adults touching children and adults touching adults and this is true in instances where there are disabilities. However sometimes touching can be important as when directing support to a person who is not responding to verbal communication or when someone is deaf or distracted. In response to the question I replied touching can be employed irresponsibly and suggested that a parallel would be to ban the use of scalpels by surgeons because they are dangerous implements! The point is society has to understand the relevance and importance of professional actions. Professionals must learn when, how and whether to make use of sensory modalities in the learning process. We have come to assume that most learning is an auditory process including extensive reading. We are now learning the critical importance of visual aspects of learning. Some people function best in a visual modality. Indeed, sometimes it is better to forget the words and just teach visually. Other times, individuals only respond to touch. In this context there are many presentations that cover such matters, but until we can bring the impact of this into everyday life, we will have difficulties in making the process effective.

Inclusion and exclusion


Many individuals with IDD and particularly people with Down syndrome can embarrass their parents and others by speaking aloud in a way that may seem inappropriate as it is not for the purpose of communication. Thinking about the possible reasons for such behaviour is relevant when considering such behaviour as serving a practical purpose.   But we can only do this if we understand the detailed nature of our evolution and development. A young child begins to use language as an external process and then gradually internalizes it when appropriate. This may continue for a longer period of time in people with IDD. The same behaviour may reoccur as people move towards old age. It appears in many instances to be a means of focusing on what one is trying to do or trying to clarify one’s thoughts. There are aspects of development when analogous behaviour occurs. The initial development of reading in humans followed a similar path. For example, the fact that some people eventually started to read silently came as a great surprise to the general population.

As society’s rule-makers become more and more sensitized to civil and personal dangers they attempt to lessen danger in our physical and social environments. The same thinking also alerts agencies that they may get sued if dangers are not removed! But danger is critical for appropriate human development. How do you learn how to fall if everyone stops you from falling? We may save some lives or prevent some accidents that way, but we may reduce the QOL and the ability to learn and explore. The British Psychological Society some years ago issued a document concerning the dangers of removing teeter-totters, swings, roundabouts, etc. from children’s playground areas. The same procedures have at times been adopted in North America. Removal of such items of play inhibits learning and makes people more vulnerable to their environment that they have to face as adults. Development involves risk-taking but our society has become worried about physical exploration in relation to development and care of people in need. The issue is one of “reasonable risk taking” to enable appropriate learning and development. Without such a balance exclusion rather than inclusion occurs.

A hands-on approach is often required when people are learning. It is not just required for learning specific tasks, it is also necessary for making people feel comfortable and enables them to explore. It is also relevant in helping a person regain personal control when they have regressed. This is particularly true when there are children who have IDD because their adaptation takes place over a longer period of time. Thus, we need to behave in a developmentally appropriate, rather than just an age appropriate manner.


The following figure gives a pictorial presentation of regression effects and suggests how an individual may, on presentation of an unfamiliar and/or stressful event, slip from auditory to visual and then to tactile modalities. Recognition of sensory change under such circumstances (e.g. in trying to tackle a new auditory task that is too difficult) is extremely important both for understanding behaviour and for overcoming regressed behaviour particularly in unfamiliar or other anxiety provoking situations. The figure below shows a regression model from top to bottom but it can also be used to encourage and develop unrepressed behaviour by working in the opposite direction.
FIGURE 
Regression model is unfamiliar or other stressful situations 

Auditory modality - abstract language regressing to concrete language

Concrete language moving to visual modality





Visual modality moving to tactile


Sensory input is the basis of memory and the development of pleasure, satisfaction and happiness. It is also the basis for imagery. Imagination is required when learning to live in a new environment which frequently happens when applying an inclusion approach to life. 


One of the uses of a QOL approach is that it provokes questions about rehabilitation, community life, exclusion and inclusion. But it also raises questions such as, ‘If this person’s perceptions are so critical, how can we come to know what they actually perceive’. In a QOL paradigm it is increasingly being suggested that what people say and what they do relates to what they perceive. In a variety of fields this interpretation is now being used (see Patton, 2015; Dehaene, 2014) .It is critical that what people say and do should be regarded very seriously. Such behaviour has often been regarded as subjective rather than objective, but that is now being questioned. What people say and do is objective because we can accurately record such information. It is our interpretation of what the observations mean which is subjective. That is why we need to check our information and if necessary re-record it and triangulate the date by seeing whether it occurs over time with the same person or with different people. 
Transition
 There are many points in an individual’s life where transition occurs. Examples include attending hospitals and school for the first time, transitioning from one type of school to another, leaving school for the adult world of employment or adult agency programme. Such changes are challenging both for people with IDD as well as their parents.  These all involve careful observation of the child or adult who is moving into these situations but also support techniques discussed above under familiarity and unfamiliarity and inclusion and exclusion. 

Choice.
Designing support and individual learning through personal choices. 

Sometimes services restrict choices. For example, Jennifer liked a cup of tea in the afternoon but staff said that was not possible as the kitchen was closed and there were no staff available. Jennifer had learned to make tea but it was the agency’s policy and structure which prevented fulfilling a reasonable choice. Once the agency adjusted its system Jennifer not only made tea, but also wanted cookies and got them, and later invited a friend to join her. In other words policies can often limit reasonable choices. 


In some of our early work we found that if one teaches on the basis of individual choice the person is empowered and gradually can take on tasks that previously would have been rejected. In other words, effective support improves self-image. If this develops effectively the individual will likely begin to make more complex choices that require further structure to enable him or her to learn even more effectively. Choice does not mean an individual can do anything they want but that they have input into choice and the learning and support processes needed. 

Most individuals with IDD can do more than teachers and other professionals think. Several years ago, I ran a series of workshops for teachers and started the workshops by inviting a group of adolescent and young adults with Down syndrome to describe what they were currently doing and what they wanted to do in the future. In a coffee break several teachers came up to me and said they had taught these children in elementary and secondary school and never believed they would have grown into such effective individuals in terms of their language, the jobs that they were doing or training for, and the sports in which they were engaged such as local and international special, Olympics.  Would a more positive view about these individuals during primary and elementary education have helped them to improve more rapidly? Would their self-image and therefore motivations have improved much earlier? The answer seems to be “yes”.
Exclusion and Inclusion.


If we provide a restricted environment for individuals they will not learn how to deal with challenges in the normal community  or work environment. Exclusion means we are unfamiliar with events that go on outside our environment.


 “Ezra wanted to use a cell phone. He learned to do this well in the unit in 
which he lived but when he tried to use it in the community he panicked 
because he thought the unfamiliar people around him were staring at him.  
Inclusion means we need to ensure individuals can learn how to function 
effectively in different environments. This process very often needs to be 
carried out in small steps or stages with a person or persons the individual 
trusts and feels comfortable with.

 
There are other examples.  If an individual is shy in the company of others the number of words available to them will often be reduced- it will be difficult to find the right word or phrase. The individual may say something inappropriate. How could you develop a QOL programme to deal with this?
Holism


Holism means that that different aspects of life are linked together and that does not easily happen for people with IDD. If we enable life experiences to be linked by putting opportunities together, e.g., a game or sport the individual likes with a potential new friend, the individual will often transfer knowledge from one aspect to another. Once an individual has learned a task; even if it is simple then learning how to transfer to other tasks tends to result in further success. In our 6-year study we wondered why some individuals who became more effective at some new tasks apparently without demonstration or education. Apparently this occurred because success in activities of choice had resulted in more positive self-image and this may have influenced motivation and the desire to try new activities.
 Lifespan and imagining the future


When we teach or train we need to have an eye on the future and recognise individuals can surprise us. For the person with IDD they need help in seeing possibilities in life. The tasks taught and learned while young influence later development. A stimulating but supportive environment, which gradually changes and expands education, social and leisure activities as well as employment, is likely to encourage the building of success upon success. For example, a useful activity is to examine the life around the people you serve. What are the things that prevent or limit learning and what are those that may promote experience and learning? Make a list and see how you would improve the situation.
Can such principles be applied to individuals with Severe and profound disabilities?

One of the issues that have not been covered to this point is whether such QOL principles apply to people with severe and profound disabilities. It is true that fewer studies have been developed in term of QOL for individuals with very severe handicaps but the same principles still apply. The challenges in assessment and support in terms of quality of life can be met through careful and repeated observation in natural and familiar situations that may include videotaping with careful and detailed analysis of the data. For example with no or little spoken language innovative techniques have to be developed and applied. Applied research by Peels and Sergeant (2018) used the person’s drawings to make contact to understand the needs and choices of those with little language. Further research and demonstration are required but the results to date suggest rich material is available for the careful and observant practitioner or researcher.

Family Quality of Life

This section of the chapter deals with research studies and practical experience from around the world, which involve domains of FQOL (see below), and underscores the challenges facing parents. In the work reported here family is what ever the person interviewed says are members of family and this differs within and between countries to some degree. 
 
It was not until the beginning of the 21st century that FQOL of life was seen as a specific area of research and study,(Turnbull, Brown & Turnbull, 2004). This does not mean family issues had not been previously studied but the area of FQOL research and practice was not formalised until then. Probably one of the most important initiatives was the organised presentation of needs and concerns of parents themselves, clearly outlined in the above referred book where parents and professionals, of whom several of the latter  had children with disabilities, detailed their challenges and concerns. Such challenges set up collaboration in a range of studies. 

Surveys were designed to assess individual family needs, Several surveys of FQOL were designed and 2 of the most extensively used were the Beach Center  Family Quality of Life Scale (Hoffman, Marquis, Poston, et al, 2006). This is an important qualitative scale that asks parents a range of questions about family life and has been used most extensively in the US. It is carefully standardised. The other is the Family Quality of Life Survey developed in Canada  (Brown, Brown, Baum et al, 2006 revised 2009). Standardisation indicates considerable agreement with the Beach Center Scale. The FQOL Survey has now been used in over 20 countries including Israel.  the results showing a similar pattern of family issues and concerns, though the degree of concern has varied to some degree, across different  areas called domains  (see below). 
DOMAINS

1.
Health

2.
Financial Well-Being

3.
Family Relations

4.
 Support  from Other People

5.
Support from Disability Related Services

6.
Spiritual and Cultural Beliefs

7.
Career and Preparation for Career

8.
Leisure and Enjoyment of Life 

9 
Community and Civic Involvement 


Each of these domains has 6 dimensions :- Satisfaction, Attainment, Importance, Opportunity, Initiative and Stability. These dimensions link together in a number of ways. For example if there are few opportunities for the activities and individual or family chooseschoices there is likely to be low satisfaction. If there is lack of stability in any area then satisfaction is likely to be low, and this may be difficult to deal with if initiative is low. It is therefore important when using the Survey to examine these aspects overall but also in individual cases. 

FQOL uses the same principles as QOL for people with disabilities and as Brown and Faragher (2018) suggest they also appear to apply to other family situations where there is stress and particularly stress of an ongoing nature. There a number of clear findings  which come from these studies carried out around the world. These findings resultfrom both quantitative measures of a 5 point Likert scale as well as qualitative commentary. The 5 point scale ranged from very satisfied (5) to very dissatisfied (1).

Many families, generally mothers, who did the rating selected  either “not satisfied” or “neither satisfied, dissatisfied  or very dissatistfied  in a variety of domains. Sometimes that was the majority of families, but one would hope that with adequate support and intervention the majority or families would be satisfied or very satisfied. What are family concerns generally reported by mothers?

•Most families are not satisfied with aspects of disability services (Family support) , even in countries that have many services.
• Leisure and enjoyment of life. are  limited for many families.

•  Families in almost every country that have a son or daughter with IDD often get little practical or emotional support from relatives, neighbours, and friends.
•Perceived family quality of life is lower in families that have a child with severe and multiple disability, particularly major behaviour disorders such as autism.
• Overall family quality of life appears to be better on average for families that include a member with milder  disabilities, such as Down syndrome.
• Careers and preparations for careers for parents and siblings are rated amongst the least satifactory in families paticularly when there are behavioural difficulties


In a study by Brown, MacAdam-Crisp, Wang et al (2006) comparing 3 groups  of families: a) one group with a young child with Down syndrome ,b) another  with Autism and c)  families without a child with disabilities showed different levels of satisfaction on the  FQOL domains. For example, in families with a child who had Autism the results were the least satisfactory but the most satisfied, as expected, where families without a child with disabilities. The families with a child with Down syndrome lay in the middle. Families where there was a child with Autism were much lower than the other 2 groups in the domains  of financial wellbeing, parental careers and preparation for careers (For example ability to complete a course at university or college), lower leisure  and enjoyment of life and less involvement in community and civic activities). 

There appear to be reasonably similar patterns over the domains in a wide variety of countries.  For according to Brown (2010) satisfaction in Israeli samples is 3.4 on a single global question on satisfaction and 3.5 for satisfaction averaged across all domains on a 5-point scale.  Amongst 8 countries this is in the middle range of scores. But there are also differences between groups within countries. A study by Roth and Brown (2017) found there were statitstically significant differences between Jewish and Arab Israeli families in favour of the Jewish families. For example the Arab Israeli families were lower on the outcome measures on Attainment and Satisfaction. Opportunities were also rated lower. These are strong indications that overall FQOL was lower.  As Roth and Brown, state, “It is important for policy and practice to consider the social/political status of families and to consider the possible impact this has on the family of a child with a disability”. Such differences in country populations need also to be considered in terms of availability and standard of services, but also from the perspective of opportunities for paid employment and social and leisure activities. 


One of the difficulties with such studies is that they rely on parents taking part in the survey so there is reason to believe that those who do not take part are under even greater stress with more challenges. FQOL must therefore be seen as an area of major priority.  It takes knowledge of assessment and methods of support to combat such challenges  and highly knowledgeable and trained personnel in agencies and services should deal with them in terms of policy while promoting agency frontline resources and up to date knowledge and practice amongst personnel.
There are also other results to be taken into account:-

•Younger families can face greater challenges from children with disabilities who change rather rapidly during childhood and adolescence.

Parents and their children with IDD face greater challenges during transition stages such as first attendance at school, transfer to secondary school, and transitions to adult life with or without employment. 

•Siblings sometimes become the supports but frequently, at least in western society, siblings are often dispersed, making support difficult.
•Disability sometimes contributes to the complete breakdown of the family (maltreatment, separation or divorce), which often leaves the mother as the sole home supporter of all the children with resultant stress and breakdown.
•Quality of family life appears to be affected by ages of the family members and by both the stage and style of parenting. 
•Older parents (55years plus) appear to experience higher family quality of life, though major concerns exist about what happens to their sons and daughters who have a disability, when the parents die or become infirm.  Sometimes however the adult child with IDD is seen as a family support if, for example, one parent has died. Also the adult child is sometimes seen as a support in shopping and in helping with rather more strenuous tasks such as making beds

See :- Brown, Kyrkou, & Samuel, (2016)), Brown & Schippers eds (2018, for further discussion and examples

 
Issues of Employment


Employment remains a major issue for people with IDD and is relevant to the principles of QOL and FQOL. In Rome, Italy has full inclusion for people with disabilities in the full school cycle then breaks down for most of them when it comes to employment. For example Bertoli, Biasini, Calignano et al (2011) show that after the school cycle few people with Down syndrome obtain paid employment and the reminder go to workshops, allied agencies or remain at home often on their own during day time. Self-image, health and social contact are put at risk not just for them but also for family carers.  


Many high income countries provide some part time and sometimes full time work for teenagers and adults with IDD in shops, large stores, motels and food outlets but this affects only a few individuals and their families. There is some evidence that adults with IDD (mild and moderate conditions) generally know the type of work they would like to do though many of their parents feel that their offsprig would not be able to do it. (Grantley, Brown, & Thornley,(2001).) 


Partnership models are being developed to try to overcome such difficulties whereby support groups or on site partnerships are provided in the employment site. Another innovative pilot approach is by tackling the challenges at town or city level. Schipper & van Boheemen (2009), and Schippers  & Van Heuman (2014) have brought city government, industrial leaders, parents and people with IDD together to work on a project to get people with IDD engaged in employment with some considerable success. Further, Hughson & Uditsky, (2007) have encouraged and measured the effects of including people with IDD into universities and colleges where the individuals take part in courses through auditing or credit. They also paired young adults with IDD along with students without disabilities as supporters and mentors. The social results for the individuals with IDD were impressive from parent perspectives.  Further some gained credits and obtained Diplomas. This system also enhanced understanding disability amongst students without IDD.
Summary


The QOL and FQOL approaches are increasingly being applied but they do require changes in our thinking about disability. The aim is to provide support for individuals with IDD and their families so they can contribute more effectively within their family, community and eventually in employment and allied adult activities.


Positive QOL for people with IDD, their families and other carers should be the aim of the services involved. This includes the importance of having and applying a set of guidelines, referred to as a paradigm of QOL. The principles involved should be considered, understood and applied by those concerned with people and families with IDD, particularly those who work with them on a day-by-day basis. Policy developers need to take into account that the QOL paradigm requires a “bottom up” approach so that individuals with IDD and their families can receive the types of support which take into account personal interests and needs. This process recognises the individuality of people with IDD and their family members. 


Frontline personnel need to be very familiar with the individuals they support through careful observation and formal assessment. This implies that personnel have the necessary training and education to carry out the individualised programmes and arrange or provide the supports that are necessary. Where possible, and it is more possible than many people think, intervention and support should reflect the individual’s own stated choices. This means the approach should be carried out in a supportive environment involving as much community inclusion as possible.  This underlines that quality of life requires changes to the social environment.


 Evidence across a wide range of countries indicates the types of support that families require to function effectively in home, community and employment. Supported families with positive FQOL deal with the challenges of IDD more positively and appear more effective across the domains of FQOL. Therefore professional understanding and support for family needs are critical. Some of the key needs have been identified. 


It is important to recognise that QOL and FQOL are developing phenomena and all of us can help in carrying these improvements forward.
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