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1.   INTRODUCTION
This Report comprises the interim account of the Research Project: Quality of Life of Young People with Intellectual Disability in Ireland. The report covers Phase One of the project which has been completed and introduces Phase Two. The project commenced in September of 2002 with the appointment of a Research Officer and the formation of an Advisory Board. The design of the Advisory Board was intended to reflect a wide diversity of expertise from a range of perspectives and draws on the knowledge and experiences of people working in the field of intellectual disability and of academics and researchers. 

 A thorough literature review of the conceptualisation and measurement of quality of life, particularly as it relates to people with intellectual disability, has been undertaken. A series of focus groups and interviews with teenagers with and without intellectual disabilities, their parents and key workers have taken place. These focus groups and interviews were intended to identify what the young people considered to be important for a good quality of life. They also sought to explore what barriers and supports exist to impact on their quality of life. The data from the focus groups and interviews has been analysed and used to develop an interview schedule for the second phase of the project. 

2.   PHASE ONE

2.1  The Project
At the beginning of September 2002, the National Federation of Voluntary Bodies in partnership with the National University of Ireland, Galway embarked on a H.R.B. co-funded research project exploring the Quality of Life of young people with an intellectual disability in Ireland. This project has been substantially supported by the Health Services National Partnership Forum. Quality of life assessment has become an important measure of well-being. The right of children and young people to be consulted on initiatives pertinent to them is now firmly established. This recent paradigm shift has thrown a sharp focus on quality of life issues in the assessment of health and social gain and made this very relevant project both necessary and timely. Through consultation with the teenagers, it will be possible to validate their opinions as to how services can best support them in vindicating their rights to a good quality of life.  The findings of this report will have implications for all those involved in service provision to young people with intellectual disability.

The aim of the project is to:
· Consult directly with children and families in order to develop new approaches towards positive quality of life outcomes;

· Identify perceived supports to positive quality of life outcomes for young person with an intellectual disability to live full and active lives;

· Identify perceived barriers to such outcomes for young persons and

· Highlight areas where change is required.

The research is rooted in the social model of disability that places the emphasis not on individual impairments as the source of disability but on the way in which physical, cultural and social environments exclude or disadvantage people who are labelled disabled. (Barnes 2001). The social model does not deny the problem of disability but rather locates the problem firmly within society. Accepting that it is society’s failure to provide appropriate services and to fully take into account the needs of all citizens rather than individual limitations that are the cause of the problem of disability is a basic tenet of the social model (Oliver 1990). The social model separates out disabling barriers and impairments. The action required to vindicate a person’s right will differ according to situations: “Sometimes it’s about being treated the same as everyone else, sometimes it’s about being treated differently so that we can then achieve the same things as everyone else” (Morris 2000).  Thus as this project identifies the perceived barriers and the required supports, disabling barriers can be recognised and strategies can be developed to enhance the teenagers’ quality of life in full accordance with the social model of disability.

This research is also committed to the principles of emancipatory and participatory research. Notwithstanding the difficulties posed by such principles – particularly when dealing with children, young people (Ward 1997) and with persons with intellectual disability, the whole project is fundamentally inclusive of teenagers with an intellectual disability and their families. It is also intended that the research findings will be disseminated in an accessible format and, where possible, by young people themselves. 
2.2   Quality of Life
An extensive review of the literature on Quality of Life was undertaken as part of Phase One of the project to ensure that the project was informed by the relevant knowledge and research to date.  The concept of Quality of Life has been developed over many decades and applied to a wide range of target groups and whole populations. It is increasingly being used to plan, deliver and evaluate services for people with intellectual disabilities. It has its roots in the ‘normalisation’ and ‘inclusion’ movements and its influences can be seen in legislation, policies and programmes that aim to improve the lives, personal satisfaction, success, community membership and participation of individuals with disabilities (Silvana et al. 2002). It is considered a potentially unifying concept for service providers allowing them to assess the value of their programmes by the impact that they have on the quality of the services users’ lives (Felce 1997). Quality of Life is a universal concept as everybody has a quality of life and the quality of life of people with disabilities has the same components as the quality of life of people without disabilities.  However, whilst quality of life is a universal concept, it is also individual to every person as everyone experiences life in a unique way. 

2.3  Subjective Indicators, Objective Indicators and Importance
One of the key issues of the Quality of Life debate has been the value of objective and subjective indicators. Historically, Quality of Life was measured using objective indicators that compared the circumstances of an individual or a subgroup against those of a population norm. Minimum or normative standards were set in areas such as housing, health, living environment, community involvement and employment. In the area of intellectual disability such objective indicators were in keeping with the quality tools such as PASS and PASSING which were developed as measures to assess the extent to which services in residential settings were achieving standards of normalisation. As such they were used to great effect to expose: “the huge disparities between the life conditions of people with ID and the ordinary population” (Hensel et al 2002). The major value of the measurement of objective indicators is their value for comparison purposes allowing  quality of life or service measurement for persons with developmental disabilities to be anchored to a baseline provided by the general public (Cummins 1994). 
Objective indicators, however, take no account of the value or otherwise that any individual may place on any of the specified indicators. Taylor and Bogdan (1996) unambiguously stated: “Quality of life is a matter of subjective experience. The concept has no meaning apart from what a person feels and experiences”.  It can be argued that the existence of external norms and values are only relevant to the extent that they are deemed important by an individual herself (Vreeke 1997)
The subjective approach to the measurement of quality of life focuses on the personal perspective of each individual and external norms or values are not relevant. Various concepts have been used in considering subjective quality of life including satisfaction, importance, self-determination, personal values and well-being with the term satisfaction often used interchangeably with the other terms (Hensel 2001). However, assessing an individual’s quality of life according to the level of satisfaction that they ascribe to their life conditions – a subjective assessment – also has inherent difficulties. The capacity of any individual to make such an assessment may be affected by their expectations, experiences, cultural values and sense of empowerment. This is a particular issue for people with intellectual disability if they have not experienced the breadth of potential life experiences. Studies have shown that people can report high levels of satisfaction while living under life conditions that objective assessment would deem deprived.
While major life changes may bring about changes in reported levels of satisfaction, individuals quickly return to the state of well-being that they reported before the life changing event and over a period of years and satisfaction levels tend to remain stable over years (Edgerton 1996).  Felce (1997) suggests that well-being may owe more to internal temperament than to external conditions.  This homeostatic effect has been shown to hold satisfaction within the range of 70-80% irrespective of objective individual circumstances and that while overwhelming adverse life events may cause a dip in this level, psychological mechanisms such as adaptation, social comparison and selective attention work to effect a restoration of the average level.  Levels of satisfaction that are reported at this level should be noted with regard to the effect of homeostasis and not considered to necessarily reflect a high level of satisfaction.

It has been further argued that the satisfaction that an individual ascribes to any aspect of their lives can only be judged alongside an expression of the importance that they attach to that particular aspect. If health status is not perceived as important to an individual, then they will express satisfaction with a level of health intervention that may be unacceptable to other persons.  In 1992 Cummins suggested that the objective and subjective assessments should be considered alongside a personal valuation of the individual of the importance of the factors under consideration.  In 1995, Felce and Perry proposed a three-element model to reflect the interaction of life conditions, satisfaction and personal values in the determination of quality of life:
1) Life conditions is the objective description of individuals and their circumstances

2) Subjective well-being refers to personal satisfaction with such life conditions or lifestyle.

3) Personal values and aspiration are the relative weights or importance which an individual attaches to various aspects of their objective life conditions or subjective well-being

A comprehensive measurement tool that uses objective indicators to allow for comparisons and subjective indicators to explore the aspirations of the respondents may measure the totality of the concept of quality of life. Both, according to an international panel of experts, are necessary for a full measurement of quality of life. These experts worked together to develop a consensus on this and the other issues pertaining to quality of life and its measurement.  The Special Interest Research Group of the International Association for the Scientific Study of Intellectual Disabilities included Robert Schalock, Robert Cummins, David Felce, Ivor Brown and Roy Brown. In an article in December 2002 they presented their consensus understanding about the conceptualisation, measurement and application of the concept of quality of life of people with intellectual disabilities. They agreed that quality of life:
1. is composed of those same factors and relationships for people with intellectual disabilities that are important to those without disabilities;

2. is experienced when a person’s needs and wants are met and when one has the opportunity to pursue life enrichment in major life setting;

3. has both subjective and objective components, but is primarily the perception of the individual that reflects the quality of life he/she experiences;

4. is based on individual needs, choices and control; and

5. is a multidimensional construct influenced by personal and environmental factors, such as intimate relationships, family life, friendships, work, neighbourhood, city or town of residence, housing, education, health, standard of living and the state of one’s nation
They also agreed that any quality of life instrument should measure the degree to which life’s domains contribute to a full and interconnected life, that each domain should encompass a substantial but discrete portion of the quality of life construct and that the main domains are the same for people with or without disabilities although some may vary to be appropriate to special needs. They identified the eight core domains as being: 
· emotional well-being
· interpersonal relations
· material well-being
· personal development 
· physical well-being
· self-determination 
· social inclusion, and,

· rights, with key indicators attaching to each domain. 
The range of aspects within each domain should be explored and described qualitatively and the key indicators can be measured quantitatively to assess the fullness and interconnectedness of life within the specific domains. These key indicators should adequately reflect the life domain; they may vary for people at various stages of life or for people within specific cultural environments or for people with special needs. 

A recent study by Petry et al (2001) considered the extent to which the basic domains of quality of life, as used in general models, are relevant for persons with profound multiple disabilities and how parents and front line staff operationalise these basic domains for people with this degree of disability. The researchers concluded that the quality of life domains apply in general to persons with profound multiple disabilities but the specification in domains and sub domains and the essential requirement of supporting relationships to meet these needs, differ fundamentally for individuals with these disabilities. This requirement of secure and supporting relationships was found to be so fundamental that: “In this way some subdomains of social wellbeing are a condition sine qua non for other domains of quality of life” (Petry 2001). Overall, the report concluded that the five basic domains of: physical, material, social, emotional wellbeing and development/activities were considered relevant by parents and staff and that this confirmed both the multidimensionality of quality of life and also the validity of those domains for persons with profound multiple disabilities.

2.4   Measurement and People with Intellectual Disabilities
Particular difficulty may exist developing the means of obtaining data from people with intellectual disabilities. Time and frequency questions can be problematic, as can open-ended questions and those with multiple choice options. People with intellectual disabilities have been shown to be more inclined to response bias than other respondents.  ‘Acquiescence’ – giving the answer that they think the questioner wants to hear - and ‘recency’ – choosing the last option as the correct answer as well as nay-saying (answering in the negative) are the most common types of such response bias (Sigelman et al 1981; Heal & Sigelman 1996; Cummins 1993). However, Rapley & Antaki (1996), criticised reports that people with intellectual disabilities have a tendency to acquiesce as conceptually cloudy and empirically unproven (Hensel 2001).  

Strategies have been developed to overcome many of the difficulties including the use of pictorial aids, the use of simple vocabulary, the use of straight yes/no don’t know responses and the avoidance of time and frequency questions (Ramcharan & Grant 2001). However, even with the use of such strategies and despite facilitation some people with intellectual disabilities remain unable to participate in any research that requires the subjects to be verbally expressive and Ramcharan & Grant (2001) state that “this remains a central problem for the future of ID research”. This problem can be approached by explicitly or implicitly excluding people with severe or profound disabilities from the research process or by extrapolating the views of those people with intellectual disabilities who can speak for themselves to those who cannot. 
Alternatively, it can be approached through the use of proxies with parents or carers responding for the person with intellectual disabilities. The extent to which proxy responses may converge with that of the person with intellectual disability is uncertain although Borthwick- Duffy (1996) noted that it was more likely to occur in objective measurement than in subjective measurement. While the existing data conflicts as to the value of proxy responses, Robert Schalock (2002) questions: “whether proxy responses which might not reflect consumers’ views accurately, are preferable to a total absence of response”. The conclusion of the IASSID  panel of experts was that proxy measurement of the quality of life of a person with intellectual disability is not a valid indication of that persons own perception of their quality of life and if such a measurement is used it should be clearly identified as another person’s perception.
2.5   Quality of Life Instruments
Prior to embarking on Phase One of the project, it was necessary to research the various instruments and methodologies that have been used to measure Quality of Life as the second phase was to involve a large scale administration of an existing instrument or of an instrument devised using the data from the focus groups. The choice of a particular measurement instrument will depend on the purpose of any survey from the perspective of the stakeholders.  Measurement may be undertaken for the purposes of benchmarking the client population-to-population norms, to evaluate service interventions, to improve strategic planning and system performance management, to assist person-centred planning and/or to achieve service accreditation or service improvement. (State of Victoria, Australia 2000). 

In 2000, Cummins listed 550 instruments designed to measure Quality of Life and Cognate Areas. A Review Group for the State of Victoria reviewed 35 of these in detail to identify any existing instrument that would be appropriate for a large scale assessment of the quality of life of individuals with a disability and the resource implications of carrying out such a measurement. This Australian study found that: “very few (if any) published methodologies were found to be suitable for universal use without modification in the Victorian State-funded disability context. This is due especially to problems with cognitive load and availability of alternative forms of estimation of subjective QoL, and/sensitivity of the instruments to service interventions/changes. This is also due to uncertain validity or reliability of most methodologies.”

For the purposes of this study, three instruments were agreed by the Advisory Board as the most suitable to be administered alongside the questionnaire developed from the focus group data. These were:
· The Comprehensive Quality of Life Scale (Cummins, 1997)
· The University of Toronto Quality of Life Profile for people with Developmental Disabilities (Rapheal et al 1997) and the
· Quality of Life Questionnaire (Schalock & Keith 1993)

The option of devising a new questionnaire was considered but not proceeded with as time constraints would not allow for the adequate testing of the psychometrics of the instrument. Each of these instruments was examined in considerable detail and it was disappointing that none proved to be ideal for the purposes of the project. The Schalock Questionnaire was an appropriate length but questions have been raised about the factor stability of one of the domains of the instrument; the Rapheal profile was considered to be very appropriate in structure but too long for the purpose of this project and the psychometric data pertaining to the instrument has proved hard to access; the Cummins scale met the requirements of the project but was subject to caveats issued by it’s author in 2002 (Cummins 2002). The authors caveats focus on an issue of scale construction, the use of five and seven point Likert scales, the multiplying of ratings given to ‘importance’ and ‘satisfaction’ and a number of other issues. Despite this, the instrument has many positive features: it has a very useful pre-testing protocol for use with persons with intellectual disabilities, it is quickly and easily administered, it’s psychometrics are established and it has norms for persons without disability. Notwithstanding his caveats, Cummins states: “To a reasonable extent, the scale is valid, reliable and sensitive to change. The published manuals present these data. Thus, it has proven utility as a quality of life measure and the data that have been obtained through its use are informative of the quality of life construct” (Cummins 2002).  The Advisory Board decided that, in the context of it being used alongside a well-devised interview schedule from the focus groups, that the Comprehensive Quality of Life Scale (Cummins 1997) should be included as a component of Phase Two of the project. The Scale fulfilled the requirements of:
· using both subjective and objective indicators

· standardisation

· being quick and easy to administer

· being relatively quick and easy to score.

2.6  Focus Groups
In keeping with the participatory ethos of the project, Phase One was devised to enable the young people themselves, their parents and support workers to identify the essential components of a good quality of life. They were also encouraged to discuss any barriers that they perceived to be reducing their quality of life and any supports which would assist them to overcome the barriers. Throughout the focus groups and interviews continual reference was made to the level of control that the teenagers had over their own lives and the extent to which they perceived themselves as decision makers. Through the elucidation of these issues those providing services will be better placed to enhance the Quality of Life of the young people with whom they are involved and support them through the critical period of adolescence. 
The Period of Adolescence
Steinberg (1993) lists the most important elements in the context of the development of the adolescent as: the family, the peer group, schools and work and leisure settings. Teenagers and young adults with intellectual disabilities may share the same aspirations as their non-disabled peers but may experience a deficit in friendships and in valued day activity and leisure. (Ramcharan & Grant 2002). The adolescent years mark the transition from childhood into adulthood and is a time of physical, cognitive and social changes that should result in the achievement of full adult status. The effect of the experiences of this critically important developmental phase can have an important bearing on what happens of an individual later in life (Coleman 1980). It can be considered a critical developmental stage during which the individual finds his or her identity and persona, yet it is one that presents particular difficulties for the young people with intellectual disabilities. Identification of the difficulties and the perceived barriers is an essential pre-requisite to the development of appropriate supports. 

The first phase of the project was completed successfully with the cooperation and assistance of the National Federation of Voluntary Bodies service providers. Focus groups and interviews were conducted with:

· teenagers with intellectual disabilities (3)

· teenagers without disabilities (1)

· teenagers with and teenagers without intellectual disabilities (1)

· parents of teenagers with intellectual disabilities (2) and

· support workers of teenagers with a very significant level of intellectual disabilities.

The focus groups were conducted in various locations throughout the country. The participants were from both rural and urban areas and reflected the relevant age range (13-18) and a wide range of level of disability. The focus groups and interviews identified a broad quality of life framework. The key issues to emerge during the analysis of the focus group data were:
· Friends

· Family

· Leisure and

· Independence/ The Future.

It is worthy of note that while the teenagers identified what was important to them, they did not identify any barriers. It was the parents of the teenagers who asserted that barriers did exist and who described the impact of those barriers on the quality of life of their sons and daughters.
Friends
It was not unexpected that friendship emerged from the focus groups as a key theme as quality of life has been found to be highly responsive to the social relationships of individuals who have disabilities (Goode 1990). When speaking about their friends some of the teenagers did so in terms that were similar to their peers without a disability – friendship was seen to be reciprocal, involved trust and secrets and gave security and protection; and friendship was also linked to having fun.  However, most of the teenagers were very vague about their friends and gave no sense of friends as intimates. School friends were rarely seen outside school and few had friends in their own area. A few participants identified staff as their friends. Three parents of the teenagers with significant levels of disability did not feel that friendship was relevant to their children. The daughter of the other parent loved mixing with teenagers of her own age and preferred their company to all others. 

One young person spoke of her separation from her friends when she left school and moved into adult services but, with this one exception, none of the teenagers admitted to loneliness or lack of friends. The parents of some of these teenagers, on the other hand, were adamant that their children were deeply frustrated by a lack of friends and social outlets. The teenagers who attended mainstream secondary schools were said by their parents to mix very well within school but ‘it doesn’t come home’ This parental concern with friendships mirrors the findings of Stainback & Stainback (1987) that parents of children with special needs see friendships as crucial to the happiness and well-being of their children.

Family
Lack of friends and social activities resulted in the teenagers with intellectual disabilities having a level of involvement with and dependence on their families that was in contrast to that of their peers without a disability. They shared more activities with their immediate and wider families, were less rebellious and more conformist and their transition towards independence was much less apparent. This stands as a disparity to the characteristic of adolescence as period when teenagers begin to pull away from their families and peers begin to assume a greater role in their lives. Peer groups facilitate the emancipation of adolescents from their parents and thereby achieving one of Havighurst’s nine major tasks of adolescence – to become emotionally independent of parents and other adults (Meyer & Dusek 1979)

Leisure
The teenagers listed activities among the things that they considered to be important. These activities or interests included soccer and soccer teams, trucks, cars and motorbikes and television, DVDs, videos and music. Two girls were involved with Girl Guides and some went bowling or swimming in organised groups with Voluntary Organisations. In general the young people did not express any frustration with their social or leisure opportunities although in the opinion of some of their parents, the lack of friends and the lack of social outlets were closely linked and were a source of great dissatisfaction. The parents’ views is supported by studies that highlight the role that leisure activities play in forming and strengthening friendships and in offering opportunities to develop personal planning skills and self-knowledge (McGill 1987). Parents expressed doubts that community facilities would ever be inclusive of their children and called upon service providers to facilitate appropriate and stimulating after-school activities for this age group. The parents of the children attending mainstream school all stated that their teenagers did not associate themselves as disabled. They also spoke of their children falling between two stools – they were not socially included by their school peers but were not stimulated enough by activities organised for children with intellectual disabilities. One mother felt the impact of her daughters lack of social life so keenly that she felt intense guilt if she ever went out without her daughter. In the absence of these activities, the young people appeared to spend a lot of time engaged in solitary and/or passive activities. Low levels of physical exercise and limited development of leisure skills can have serious implications for physical ill-health in the future (Draheim et al 2000).

Independence/The Future
Most of the teenagers aspired towards independence and the majority of those who discussed the topic expected to live away from home in the future and to marry. However, none of the young people with an intellectual disability discussed having a current or past relationship with a girlfriend or boyfriend even though dating is a strong feature of adolescent life. Timmons and Brown (1997) warn that if young people do not have the experience of dating during their teenage years, it may well impact on their lifetime relationships. All of the teenagers identified jobs or careers that they intended to take up in the future. The parents, however, expressed their concerns that the young people would have the opportunity to work in the ‘open market’ and not have to enter ‘sheltered’ employment because of lack of support. Lack of transition planning was a source of frustration to the parents. Such transition planning has been characterised as crucial to smooth the advance into adulthood (Cooney 2002).
2.6.1   Barriers Identified by the Focus Groups
The aim of the focus groups was both to identify those things that are important to the quality of life of the adolescents and also to determine the barriers that they perceived existed to impede enjoyment of a good quality of life. Where barriers were identified, the required supports could be discussed. In fact, the teenagers did not identify any deficits in their lives or lifestyles and therefore barriers and supports could not arise as an issue. It was only during the focus groups involving parents that it became apparent that deficiencies and significant barriers do exist. It was also not possible to gauge from the teenagers the extent to which they perceived that having an intellectual disability impacted on their lives. Only one of the teenagers acknowledged having a disability although many agreed that they required help in specific areas. However, many of the young people readily identified other teenagers that they considered to be disabled or ‘handicapped’.

The parents of the teenagers with a more significant level of disability tended to identify as barriers those factors that impede their own ability to care for their children. The supports that they identified were practical and often basic, such as good quality, age appropriate incontinence wear and an adequate aids and appliances services. Lack of appropriate, community-based respite care was also cited. The Department of Health and Children and the Department of Education and Science were seen as the appropriate bodies to provide the required supports. 

The parents also discussed the barriers that the physical environment presented to themselves and their children with shops, restaurants and streetscapes presenting particular difficulties. Yet doing ‘normal’ things such as eating in a restaurant as a family was a deeply valued, though in some cases a rare, experience. These experiences and others could be clouded by the attitude of people who either patronised or failed to acknowledge their children and/or their wheelchairs. 

Many of the expressed needs of the parents were grounded at the level of day to day coping and of striving to maintain a compromise between the care-demands of their teenager with a disability and the needs of other family members. The decisions and choices of their teenagers were accommodated within those constraints.
3.   PHASE TWO
Initially, the proposed second phase of the project was to involve the administration of a standardised Quality of life instrument and a Quality of Life questionnaire to 1,000 young people, their parents and carers and a series of in-depth interviews. It was intended that the quality of life questionnaire would be developed from the focus group data. However, analysis of this data showed that while the teenagers clearly identified those things that were important to them, they did not identify barriers and supports. It was through the discussions between the parents that the existence and extent of the barriers was revealed and that some of the existing or required supports were identified and through the literature other important issues were highlighted. A questionnaire developed from this data would not be comprehensive in its scope and risked achieving little more than a large scale reiteration of the same (important) issues. The aims of the project, conversely, required that the issues raised by the teenagers, their parents and the literature be approached in a deeper and more exploratory manner. The review of the literature also raised concerns relating to administrating the second phase instruments as postal questionnaires. Such issues include loss of control over the administration and the conditions of the administration of the instruments and the complex issues raised by the use of proxy respondents and the analysis of data provided by such respondents.
These considerations led the Advisory Board to strongly recommend a reorienting of the second phase of the project to a more in-depth qualitative approach. As no Quality of Life studies have been carried out to date with adolescents with intellectual disabilities in Ireland, qualitative research methodology is the most appropriate for the essentially exploratory nature of this project.  The discrepancies between the accounts of some of the young people in the focus groups and their parents suggests that the issues need to be probed from more than one viewpoint. Triangulation or the: “cross-checking the existence of certain phenomena and the veracity of individual accounts by gathering data from a number of informants and a number of sources and subsequently comparing and contrasting one account with another in order to produce as full and balanced a study as possible.” was considered particularly appropriate (Open University 1988).  It considered that the most complete understanding of the quality of life of the young people can be achieved by adopting a multi-dimensional approach which examines the issues from the perspective of a number of key persons in the life of each individual teenager. 

The Advisory Board further recommended that the second phase concentrate on a three key topics: friends, leisure/social activities and self. The redirection of the project allows for a more exhaustive exploration of a number of prioritised themes rather than a more general identification of issues. The issues of barriers and supports and choice and decision-making will continue to be central to all discussions. The key topics will be explored in greater depth and from a variety of perspectives in order to build up a complete and multifaceted picture of the lives of the young people. The Advisory Board also recommended that the Comprehensive Quality of Life Scale – Intellectual/Cognitive Disability be administered as a facet of this phase. In this way, its relevance and usefulness as a measure in this context can be assessed for future research.

3.1   Methodology

It is intended that this comprehensive insight will provide clear indicators about what is important to these young people and what is currently blocking or supporting their ability to lead full and active lives. This multi-faceted approach will consist of semi-structured interviews with:

· Each teenager using a schedule developed from the focus group data;

· A parent who will discuss the issues from the perspective of their son or daughter;

· A sibling who will discuss the issues from both the teenagers perspective and their own perspective;

· A key worker.

Each teenager or their advocate will also work with the interviewer to complete the Comprehensive Quality of Life Scale – Intellectual/ Cognitive Disability. The emphasis of this phase of the project will continue to focus on identifying barriers, supports in order that the completed study will inform policy, and enhance the quality of life of young people in Ireland today. 

3.2  Sampling
The correct sampling frame is an important aspect of this phase of the project and many factors were taken into account in determining the sample. The multi-dimensional approach involves five sources of information for every teenage participant in the study. This has enormous implications in terms of the sourcing of informants, the collection of the data, transcription and analysis and impacts on the overall timeframe of the project. While it would be possible reduce the numbers involved in the study by limiting it to teenagers with a less significant level of disability, the Advisory Board decided against such a move in order to maintain it’s commitment to a study that is inclusive of all levels of disability. 

The strength of a qualitative approach to the second phase of this project is the richness and depth of the data that can be obtained. Involving too few participants could result in a failure to identify the themes across the interviews and a loss of quality and comprehensiveness of the data. The decision has been made that the optimum number of teenagers involved in the project should be up to thirty. This will necessitate 120 individual interviews and the administration of 30 standardised questionnaires. The literature search will continue to review adolescence and the transition to adulthood with a particular emphasis on the issues of identity, friends and the role of friendship and leisure and social activities.

The pilot interviews for this phase are currently being carried out. While the analysis of these is being completed, participants for the second phase are being identified. It is envisaged that the recruitment may take some time to complete as it will be necessary to obtain commitment and consent from many different people for each teenage participant. However, it is intended that the interviews will take place during June 2003 and the analysis and writing up of the study will be completed by September 2003.

4.  CONCLUSION
The first phase of the project: “The Quality of Life of Young People in Ireland with an Intellectual Disability” has been successfully completed. A comprehensive literature review has informed the project of the background to, the conceptualisation and measurement of and the issues concerned with quality of life. Focus groups and interviews have taken place allowing the teenagers themselves, as well as their parents and some key workers, to identify the issues that are important to them as adolescents. The data from the focus groups has been developed into an interview schedule which will explore the three key themes of friends, leisure activities and self in greater detail. As the focus groups showed that while the teenagers identified the issues that were important to them, it was the parents who identified the barriers and supports, the next phase will look at these issues multi-perspectively. When completed the final project will represent a unique insight into the quality of life of the young people involved in the research. The young people, and those closest to them, will also be asked to identify any barriers which they perceive reduce their quality of life and to suggest supports which would assist them to overcome those barriers. As a result of this project, service providers will be in an informed position to develop services that appropriately assist young people with intellectual disabilities and their families through the transition period of adolescence and into a successful adulthood.
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