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ABSTRACT: 

The concept of support for people with impairment, rather than care, is a concept being entertained more frequently by community and support service providers. Providing support to people with impairment to enable them to live inclusively in the community, such as formal attendant care, financial, emotional and legal support, and support from accessible physical infrastructure, more effectively promotes a platform for increased choice of lifestyle, flexibility and increased capability for a person with impairment. A construct of support reduces many of the implied concepts associated with care, such as dependency, relationship imbalance (in either work or personal relationship) and need that often occur when a ‘care’ construct is utilised for people with impairment. 

This paper thus explores the concept of support as a construct, rather than care for people with impairment. It utilises the experiences of 11 individuals that acquired a SCI (Spinal Cord Injury), and examines how support is defined and understood by these individuals. It explores the various forms of support as described by individuals, including formal attendant care, financial, emotional and legal support and support provided through accessible physical infrastructure as integral components of life once an individual has acquired a SCI. 

The paper examines they way in which support as a construct, rather than care, can more effectively promote choice of lifestyle, flexibility and increased capability for people with impairment by more effectively providing a theoretical platform from which equal status, social inclusion, enhanced identity and capacity to contribute to community for people with impairment are improved. This theoretical platform of support more readily acknowledges the identity of a person as an individual with ‘normal’ roles in community, and contributing to community with the utilization of support, rather than someone simply in need of care or as dependent on care as their main or only identity. The construct of support is thus examined within the parameters of support and impairment.
PAPER:

The need to provide an array of support to people with impairment to enable them to live inclusively in the community, such as formal attendant care, financial support, legal support, and support from accessible physical infrastructure is becoming more and more recognised in modern societies. The concept of support for people with impairment, rather than care, is thus a concept being entertained more frequently by community and support service providers. This paper explores the concept of support, rather than care, as a construct for people with impairment, and examines the conceptualisation of a platform of support that is required in seeking to advance the capabilities and capacity of people with impairment. The experiences of 11 individuals that have acquired a spinal cord injury (SCI) are used to examine how support was defined and understood by each participant, and to examine the various forms of support that contributed to the construction of a platform of support for each participant. The construct of support is thus examined within the parameters of impairment.

1.1 What do we mean by support?

Support can be defined in an array of ways. It can be defined as an act or entity that seeks to up-hold, promote, advance or maintain the social position and status of an individual 


(Thoits 1986; Horowitz, Wilson et al. 2006; Turan and Horowitz 2010) ADDIN EN.CITE , it can be viewed as assistance and protection given to others, an interaction of physical, emotional, financial actions (designed to shield us from adverse life events) or as an exchange of resources between two individuals (Langford, Bowscher et al. 1997). Support can also be viewed a basic human need required for survival, or as an attribute required to ensure quality of life and psychological wellbeing (Langford, Bowscher et al. 1997). The provision of support is also known to reduce the impact of stressful events on an individual, distributing strain and disturbances. It is also viewed as an attribute that can be utilised to bolster self-esteem and facilitate positive change (Thoits 1986). 

Langford et al (1997) describe the attributes of support as within four key categories:

Emotional: the most frequent support, that includes caring, empathy, love, trust, affective assistance, liking, admiration, respect, communication of value, esteem, mutual obligation, subjective feelings of belonging, being accepted and being needed

Instrumental: more tangible support, the performing concrete tasks, goods and services

Informational: support from information to assist with solving a problem

Appraisal: support required for self evaluation through obtained through communication of information, affirmational support confirming expressions/acts

Further attributes of support that have been identified include to hold-up, sustain, maintain, provide foundation for, reinforce, encourage, champion, sponsor, assist, help, aid and provide for 


(Thoits 1986; Turan and Horowitz 2010) ADDIN EN.CITE . 

Support is noted as being impacted by a variety of factors. These include individual motivation, previous positive or negative experiences, fluctuations and variations in need, intensity of dependency over time, economic factors or individual agency. Individuals have demonstrated diverse and strong motives in seeking to source specific forms of support, such as obtaining physical support to complete day-to-day tasks, financial support to assist with cost of living or emotional support in times of stress and hardship 


(Thoits 1986; Horowitz, Wilson et al. 2006; Turan and Horowitz 2010) ADDIN EN.CITE . These forms of support could be categorised as both individualised (such as between at least two individuals), or systemic (such as between an individual, an entity or landscape). Requirement of any form of support, and the ability to access support however has shown to be influenced significantly by individual capacity, knowledge and availability 


(Thoits 1986; Horowitz, Wilson et al. 2006; Turan and Horowitz 2010) ADDIN EN.CITE . 

Motivation to provide support may include wanting to help others, needing to earn a wage, wishing to contribute to a social good, wishing to support a partner or wanting/being obligated to support a child (Turan and Horowitz 2010). Larger questions associated with motivation for support are whether help is accepted or not accepted, how support is obtained or modified and where does support succeed and fail. 

Most notably, all forms of support required some form of social interaction or relationship with either another person or entity 


(Thoits 1986; Horowitz, Wilson et al. 2006; Turan and Horowitz 2010) ADDIN EN.CITE . Support was viewed as needing to occur within an interactive field of give and take, where there is an expectation of reciprocity and exchange of mutually rewarding activities (Langford, Bowscher et al. 1997). In many instances, support is provided through an interactive network, that provides help and protection. This included interactions between individuals providing and receiving physical or emotional support, governments providing income support, individuals being supported by their built environment or between suppliers and consumers receiving formal support services or equipment. Obtainment of support in general required a response from an other individual or from an entity in terms of being able to support something or someone (Turan and Horowitz 2010). 

Support has shown to be based on social embededness and connectedness and influenced by the extent, strength and depth of emotional ties (Langford, Bowscher et al. 1997). Individuals are known to utilise various forms of support in varying intensity and frequency based on of varying nature of support required. As support is based on the establishment of interactions and relationships, the need for a specific form of support and specific interaction is known to influence behaviour, and drive an individual towards a particular form of support required. It has been demonstrated that individuals will source support in various ways and move towards various forms of support for differing reasons, based on individualised need and motivation 


(Thoits 1986; Horowitz, Wilson et al. 2006; Turan and Horowitz 2010) ADDIN EN.CITE .

The obtainment and maintenance of support is recognised as being generated through both formal and informal means. Informal support could be recognised as requiring increased interaction and negotiation, while formal support is recognised as requiring, in most instances, the establishment of community-based support programmes through which support is administered through. Equity, adequacy and access to many formal community-based support programmes and services remains a contentious issues within most modern day societies, however these support programmes are generally recognised as functioning to hold-up, maintain and sustain quality-of-life.

As with support, attributes of care are numerous. They include empathy, compassion, consideration, serving needs, concern for, giving of self, responsibility, providing for, protection, physical help, compassion, comfort, being attentive, nursing, tending to, watching-over, fostering, treating of others and respect for other, interaction and involvement 


(McCance, McKenna et al. 1997; Lindberg, Hunter et al. 1998; Bevis E.O and J Watson 2000; Leininger and McFarland 2002; Morse and Richards 2002; Fine 2007) ADDIN EN.CITE . As a general concept, care is understood as a ‘moral imperative’ and ‘interpersonal relationships’ required to preserve humanity and ameliorate or improve human life 


(McCance, McKenna et al. 1997; Lindberg, Hunter et al. 1998; Leininger and McFarland 2002; Morse and Richards 2002) ADDIN EN.CITE . Leininger (2002:47) describes care as a phenomenon related to ‘assisting, supporting, or enabling experiences or behaviours…. to ameliorate or improve a human condition or lifeway’. She describes care as a universal trait for survival amongst all species, and identifies a number of direct and indirect behavioural attributes directly associated with caring, such as the capacity ‘to care’ being based on life and educational experiences and quality of care being impacted by type and intensity of care provided. As with support, care involved a necessary interaction and transaction to occur for care to exist. Care is also identified as being culturally derived, and thus expressed differently between cultures in how it is maintained, negotiated and structured (Leininger and McFarland 2002). 

Fine (2007) in his analysis of the social division of care claims attributes of care require cognitive, rational and emotive expression of wellbeing and concern for another. In a more applied manner, he describes care as an expression of a form of work, that provides practical work for another, demands competence, and development of social and personal relationship in providing support. Fine describes the traditionally bases of care as centred on household tasks and parenting, identifying a traditional ‘burden of care’ taken on by most mothers in domestic sphere in unexceptional settings. Fine thus associates care with informal care in the home or family setting, rather than care as an attribute of formal services provided by the state. He views care, where it has become rationalized and professionalised within formal structures as less recognizable than informal, more dependency based care. 

Orem ((1971) in Morse 1990) highlights that the act of care only arises when an individual becomes self-reliant and is not able to meet their care requirements. He notes that individuals require varying levels of continuous self-maintenance and self-regulation in life, and that the varying capacity of any individual to complete these tasks correlates with the level of external assistance that will then be required to complete these tasks. Thus where an individual is unable to complete many tasks, a high level of care will be required.

Kittay (1999) highlights the significant gender-based construct of care, and the problematic area of responsibility of care being predominantly gender-based. She notes that traditional, dependency based constructs of care are one-sided, and that these clash markedly with feminist constructions of power and independence. She highlights that care, or ‘dependency work’, is most often constructed within the framework of ‘mothering’, and the obligation and expectation of a mother to provide care, despite the often low-status and low recognition of the role. 
Scotto (2003), in his article examining the construct of care, defines care as acts of nurturance supporting growth, enhancing and reducing suffering. He views the provision of care as requiring the establishment of trust and an interpersonal relationship, with individuals within many social systems obliged to provide therapeutic intervention where it was deemed required to assist healing and/or maintaining wellbeing of another 


(Morse, Solberg et al. 1990) ADDIN EN.CITE . 

McCance (1997), in a comprehensive overview of the definition of care, identified four main components of care, all impacted by time and intention: 

Intellectual - knowledge, analytical thought, clinical judgment, being prepared, being able to take on an holistic perspective; 

psychological - spiritual, perspective; promoting self-agency, feelings, emotions, awareness of impact on others, empathy; 

spiritual - meaning, questioning, searching, facilitating 

physical - requiring strength, ability, skill to complete a task.

However, despite these positive attributes, care in an applied situation, is often identified as being associated with dependency, burden and deficit. As the above constructs identify, care is often organized around a one-sided social interaction. In most instances it is a parent or trained nurse who administers care to another individual who is in need and unable to complete tasks for self-maintenance. The provision of care in most instances, thus exists where one person intervenes to provide a form of care to another person in need. In this sense, a construct of care is conducive to dependency, dominance and relationship imbalance (in either work or personal relationship). 

The care construct is also conducive to development of sick-role identity, as identified by Parsons (1951). Sick-role identity is known to develop whereby an individual can come to identify themselves solely by their dependency and illness. The development of sick-role identity is known to develop particularly where a change in level of care required occurs due to the acquirement of illness or impairment. In these instances, individuals that have received care for a prescribed rehabilitation period of time, seek to remain within the comfort of the care provider, and seek to further increase their dependency and perceived need, or are unwilling to move out of a dependent care relationship, and increase their individual capacity for independence when there is capacity to do so (Parsons 1951). The utilisation of a construct of care can thus be conducive to development of a sick-role identity as a primary identity following the acquirement of a long-term illness or impairment. 

In addition, a construct of care is often associated with dependency, dominance and relationship imbalance (in either work or personal relationship). The attributes of care, in most instances, reinforce the development of dominant behaviour, where one an individual is nurtured, protected, under surveillance or receiving treatment from an other. Kittay (1999) identifies risks with a construct of care and the exercise of power. She identifies the illegitimate exercise of power in any care relationship or domination as defeating the over best interests of receipt of care, and that a construct of care can increase the risk of any individual being treated like object or property, with the creation of such in-balance within the care interaction potentially leading to oppression or abuse.

Watson (1985) in Morse 1990) notes that quality of care, and capacity to administer care, is often impacted by attributes such as the amount of time that can be given, the intention of the care interaction, the level of commitment by the individual in providing care, and the ability to maintain dignity and integrity within the care interaction. However, he views care as an ‘unattainable ideal’, and as something unobtainable in the modern work environment, due to constraints on time, technological demands and unattractive patient characteristics. Watson identifies a gap between the theory of care and the reality, and views the depth of attributes required in providing authentic care (however this is defined), as difficult to obtain in general care interactions.

Further, these constructs of care in many cases appear to be constructed within the parameters of an individual receiving ‘care’ during a transitional phase (Fine 2007). Thus an individual that has been ill for a period of time would receive a block of ‘care’, and then be healed enough to return to their normal, independent state. As with sick-role identity, the utilisation off a construct of care thus appears less complimentary to a person who has acquired an impairment, and whose needs will be more ongoing over time, than someone receiving care for a transitional period of time. Fine thus acknowledges the changing and transitional state of ‘care’, and difficulties of applying a construct of care in the traditional sense, over an extended period of time.

As the above discussion has demonstrated, a construct of care in many instances is highly problematic. A construct of support more effectively encapsulates a reciprocal interaction in receiving treatment, income, tasks or general support, without sacrificing identity or independence, as is the risk with utilisation of a care paradigm. The utilisation of a construct of support thus reduces elements of dependency, oppression and in-balance associated with receipt of provisions within the care framework, in favour of relationship and interaction that serve to support an individual to obtain maximum independence.

1.2 Impairment, care and support

Historically, the provision of treatment, rehabilitation and community support for people with impairment has been associated with constructs of ‘care’ and ‘need’. In many instances, the provision of care through treatment, rehabilitation and community support for people with impairment has been characterised by dependency, oppression, dominance and in-balance, and in more negative instances, burden and deficit (Fine 2007). Discourses on the medical model associated with people with impairment and the dominance of the care provider in the medical and care relationship are substantial.

Kittay (1999) also highlights that care of more vulnerable individuals in the past has exaggerated attributes of nurturing, guardianship, protection, supervision, custody, devotion or duty. She notes that in these instances, development of false need and manufactured dependency had evolved by some carers exploiting the care relationship. 

In contrast to care, a construct of support for people with impairment, as with a general construct of support, would appear to more effectively acknowledge a complementarity in obtainment of support, promoting a more balanced, two-sided relationship in how support is provided. The utilisation of a construct of support for people with impairment would seek to maintain a positive, less dependency-based identity were there is a heightened risk of this being developed, and would theoretically promote increased empowerment, tolerance of difference and equality within the support interaction. Unlike a construct of care, the utilisation of a construct of support for people with impairment would reduce the risk of development of an identity based on the receipt of care as the primary identity of the individual (as per Parson’s sick-role discourses), and more readily promote independence, individual agency and balance within any interaction. A construct of support is also inclusive of the variety of different factors required by people with impairment, such as financial support, support from legal and Human Rights instruments and support from an accessible built environment, rather than traditional notion of care as related to treatment and/or nursing. 
1.3 A platform of support

In examining a construct of support specifically associated with people with impairments, I sought to explore where the utilisation of support structures worked well and why? I sought to examine what areas of support a participant viewed as essential or crucial, and which combination of support elements impacted on inclusion, wellbeing and quality of life for that participant? Conversely, I sought to examine where a participant feel unsupported in any particular area and what that meant for that participant? How did this then impact on that participant’s wellbeing and quality of life? 
The experiences of 11 individuals that acquired a SCI (Spinal Cord Injury) were thus utilised to examine how support was defined and understood by each individual. Participants described a variety of support provisions that included formal attendant care, financial, emotional and legal support, and support provided through accessible physical infrastructure. These forms of support were viewed as integral components in maintaining wellbeing and quality of life once an individual has acquired a SCI.
From this analysis of participant understanding of support, questions emerged as to what would happen if one or a number of support elements was reduced or not present? What would occur if there were restrictions on a participant in obtaining a particular form of support, and what did this mean for the individual overall? As example, what would be the scenario if a participant had no or low levels of informal support available, and how did this impact on their wellbeing and quality of life? Or if another participant had high levels of informal support and had received compensation, however felt restricted by physical and attitudinal barriers in the community, how did that impact on their wellbeing and quality of life? Or again, if someone had no or low levels of informal support available, was restricted in hours of attendant care support available and received no compensation (i.e. had reduced financial support and was reliant on a disability support pension only), how did loss of these elements impact on wellbeing and quality of life - and was this a greater impact on their overall levels of ‘support’ than loss of other elements? 

My viewpoint came to include that a construct of support would be conceptualised better as a ‘platform of support’, and that a platform of support would more effectively capture the multifactorial experience of SCI. A platform of support, incorporating the various support elements, would effectively acknowledge support required at both an individual level and systemic levels, such as support provided through provision of attendant care, or support provided systemically that included attitudinal support, financial support, support received from barrier free physical environments or support from legal instruments. Of no doubt, each individual’s platform of support would certainly be influenced by the intensity and range of these support elements. 

As the study findings have shown, a range of provisions from a diverse array of areas is required in establishing a basis of support, or support platform at both an individual level and a community level. At an individual level, support was provided through provision of attendant care and informal support to assist with completing personal care and daily living tasks, while support at a community level, support could include attitudinal support and/or support received from barrier free physical environments. An individual’s platform of support would also be influenced by a range of factors, such as an individual’s functional capacity, individual agency, their perceived level of need, their ability to be re-employed or return to education, the availability of accessible accommodation and infrastructure, the extent of financial support able to be obtained (particularly from compensation), and the extent to which each individual could obtain informal support. Each support interaction and relationship would thus contribute to the construction of an individual’s own support platform.

The conceptualisation of a platform of support would aid in identifying where any particular support element was reduced or not available, and the extent to which an individual may be at risk of reduced social inclusion, wellbeing and quality of life because of the missing element of the support platform.

Tentatively, the construct of a platform for support may also serve to advance exploration of an individual’s capabilities, and advance social engagement as defined by Nussbaum’s capability approach (Nussbaum 2006). In seeking to further the uptake of valued social roles by people with impairment and explore individual capabilities, the utilisation of a platform of support for people with impairment could act as a basis from which standard support requirements are met so that greater capabilities can be explored to further improve an individual’s social status and levels of inclusion. The construct of a platform of support would serve to promote exploration of individual capabilities, increased engagement in society, uptake of valued social roles enhanced identity and improved capacity to contribute to community. To this extent, a platform of support effectively works in with emerging conceptual frameworks of Nussbaum’s capabilities approach in seeking to advance individual capabilities in achieving desired life goals and improved lifestyle. Construction of a theoretical platform of support, incorporating differing forms of supports, would thus enables choice of lifestyle, flexibility and increased capability for the individual, and development of identity as based on ‘normal’ or advanced roles in the community.
1.4 Conclusion

In concluding, the utilisation of construct of support, and then support platform, would most effectively acknowledge the range of provisions at both an individual and systemic level required to maintain social inclusion, wellbeing and quality of life for people with impairments. In conceptualising a platform of support, based on elements such as formal attendant care, financial support, attitudinal support, informal, support obtained from an accessible built environment and support from legal instruments, would serve as a basis for advancement of individual capability for people with impairment. A platform of support would act as a base for individuals to independently and actively work towards exploring and advancing their individual capabilities and capacity.

Further, platform of support would provide opportunity to examine where an individual with an impairment may be at risk and require additional or improved support provisions.

A construct of support, rather than care, thus readily promotes and advances the status of people with impairment while acknowledging the need for various elements of support. Further, a platform of support more comprehensively acknowledges the multi-factorial needs of people with impairment, at both an individual and social level, required for well-being and social advancement. It acknowledges the diverse elements required in providing support, and the reciprocal nature required in utilising these elements of support. A platform of support thus provides a clear and concise picture of the production of support required in relation to people with impairment, and more effectively acts as a mechanism in working towards the social advancement of people with impairment. 

1.5 References

Bevis E.O and J Watson (2000). Toward a caring curriculum : a new pedagogy for nursing. Jones and Bartlett, Boston.

Fine, M. (2007). 'The social division of care.' Australian Journal of Social Issues 42(2): 137(113).

Horowitz, K. R., B. Wilson, et al. (2006). 'How interpersonal motives clarify the meaning of interpersonal behavior: A revised circumplex model.' Personality and Social Psychology Review 10: 67-86.

Kittay (1999). Love's labor : essays on women, equality, and dependency. New York, Routledge.

Langford, C., J. Bowscher, et al. (1997). 'Social Support: a conceptual analysis.' Journal of Advanced Nursing 25: 95-100.

Leininger, M. and M. R. McFarland (2002). Transcultural Nursing : Concepts, Theories, Research and Practice, 3rd Ed. New York, McGraw-Hill, Medical Pub. Division.

Lindberg, J. B., M. L. Hunter, et al. (1998). Introduction to nursing : concepts, issues, and opportunities, 3rd Ed. Philadelphia, Lippincott.

McCance, T., H. McKenna, et al. (1997). 'Caring: dealing with a difficult concept ' International Journal of Nursing Studies 34(4): 241-248.

Morse, J. M. and L. Richards (2002). Readme first for a user's guide to qualitative methods California, Thousand Oaks.

Morse, J. M., S. M. Solberg, et al. (1990). 'Concepts of caring and caring as a concept.' Advances in Nursing Science 13(1): pgs. vi-vi,1-85 

Nussbaum, M. C. (2006). Frontiers of justice : disability, nationality, species membership Cambridge, Mass, The Belknap Press : Harvard University Press.

Orem, D. E. (1971). Nursing: Concepts and Practice. New York, McGraw-Hill.

Parsons, T. (1951). The Social System. London, Routledge & K. Paul.

Scotto, C. (2003). 'A new view of caring.' Journal of Nursing Education 42(7): 289.

Thoits, P. (1986). 'Social Support as Coping Assistance.' Journal of Consulting and Clinical Psychology 54(4): 416-423.

Turan, B. and L. M. Horowitz (2010). 'The motive for support and the identification of responsive partners.' Journal of Research in Personality 44(3).



PAGE  
1

