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Abstract 

The number of stroke survivors under the age of 65 in South Carolina is increasing, as well as around the world.  Despite its foreboding presence, empirical literature addressing the American young stroke survivor experience remains minuscule. This article highlights the opportunity to create demographic portraits of the American young stroke survivor experience, specifically in South Carolina. Such findings would establish baselines and ensure their successful community reintegration.  
Introduction

Stroke is a type of cardiovascular disease which occurs when a blood vessel in the brain ruptures or clots. Despite frequent association of stroke with the elderly, more than a quarter of stroke survivors around the world are under the age 65 (Oehring & Oakley, 1991; Zorowitz, Gross, & Polinski, 2002). In South Carolina, half of all doctor diagnosed strokes occur in those under the age of 65 according to DHEC (BFRSS, 2009).  Consequently, the provision of social support to young stroke survivors between the ages of 18 and 65 is an emergent issue for a growing population which merits immediate consideration.
Despite therapeutic and technological advances having facilitated a 50% reduction in stroke within the past thirty years (Sundquist, Winkley, & Pudaric, 2001), recent studies suggest stroke prevalence is likely to increase due to trends within related diseases such as hypertension, obesity, and diabetes.  The correlations between these conditions are well-documented in numerous studies conducted in the United States. In South Carolina, the prevalence of hypertension is   -----------, obesity is  ------------, and diabetes is _______. Unsurprisingly, South Carolina is distinguished by having the highest rate of stroke mortality in the country for the past fifty years. 

 Additionally, there is an excess burden found particularly, the populations of southeastern region comprise the Stroke Belt states.  Within this region, the three states having the highest stroke mortality 
The Young Stroke Survivor Profile

Having a better health prognosis than their elderly counterparts (Banet, 1994), the young stroke survivor contrast the image of the frail, disabled stroke patient.  The combined works of two European research teams provide significant insights. In 2002, researchers at the University of Southampton conducted a national survey of young stroke survivors, aged 18-45 and 46-65. In 2003, Banks and Pearson, from the University of Glasgow, published a study commissioned by Chest, Heart and Stroke Scotland, which described young stroke survivors, aged 18-49. Both reported many young stroke survivors maintain cognitive ability, mobility, and social adeptness (Banks & Pearson, 2003; Kersten et al, 2002). Consequently, young stroke survivors are more likely to positively affect their quality of life by utilizing adaptive workplace technologies, education, pharmaceutical treatments, and rehabilitative therapies. Young stroke survivors view themselves as having held a position in society which they desire to recapture (Banks & Pearson, 2003; Bendz, 2000). Their concerns include access to alternative employment, retraining and education, adaptive driving, memory strategies, internet-based interventions, disease-specific information, financial management, and other enabling behaviors to reestablish independent lives. They often remain in the labor market and assume responsibility for other family members (Banks & Pearson, 2003). 

The most frequent unmet needs identified in the United Kingdom study were the  provision of information about the responder’s stroke (45%); assistance with finances (24%); non-care activities (19%); and intellectual fulfillment (17%) (Kersten et al, 2002). The younger age group reported significantly more unmet needs than the respondents in the older group for vocation, intellectual fulfillment and family support. Respondents also reported poor mobility as adversely impacting access into the community environment. Also, significant ratings were assigned to the provision of respite care/short breaks and adaptations. Employability was identified as a significant determinant of needs, suggesting a correlation between unemployment and increased unmet needs.
Social Support

Social support can be defined as life enhancing information and resources provided by formally structured community service agencies and organizations, examined within a framework of the perceived quality of support. This definition was extrapolated from the original work of Caplan (1974) and accents its expansive scope in two ways.  

First, it acknowledges the various forms and sources of social support within the community. But, what communication occurs when the ‘community’ is oblivious to both the identity and burden of those in need of social support? Whether the community is simply ignorant of the issue, or lacks caring, the outcome is the same for those in need.

Glass, Matchar, Belyea, & Feussner (1993) suggested social support could facilitate the transition of the stroke experience to a more enhanced recovery. Although social support impacts patients differently depending on the severity of stroke and the amount of support received, these authors stressed the need to distinguish between different types of social support and its role in the rehabilitation process. Moderate amounts of instrumental support (i.e. providing transportation or preparing a meal) and high amounts of emotional support (i.e. offering words of encouragement or actively listening) appeared to be the most beneficial to stroke patients. Conversely, “inadequate social support (social isolation) may be a risk factor for poor outcome in stroke” (Glass et al, 1993, p.69).

Secondly, its existence is contingent upon its positive and helpful perception as ‘life enhancing’ by young stroke survivors and their caregivers. An underlying premise of this definition is ‘awareness’ precipitates ‘perception.’ After all, how could one perceive that which one did not know existed? For young stroke survivors, the capacity of social support to enhance one’s quality of life is contingent upon its existence and awareness by the survivor. If social supports do exist, it is important to evaluate their impact as perceived by young  stroke survivors and their caregivers.
Muted Voices


“…Health education was rooted in the recognition that the culture of a community had a deep and abiding influence on its health” (Steuart & Kark, 1993, p. 32). What is reflected by an American culture where only half of all adults can identify warning signs of stroke (Pancioli, et al, 1998)?  What if the voices of those in need of social support are muted by this lack of acknowledgement from within the community? Without awareness, there can be no appreciation for the devastation imposed by the aftermath of stroke. “The most important outcome is not what is done for the stroke survivor but what is done to make those in the environment comfortable enough to deal with stroke…”(Leiner, 1985, p. 282). It is unreasonable to expect an uninformed public to be responsive to the unspoken needs of an invisible population. 
Conversely, young stroke survivors and their caregivers may need enhanced awareness of available community resources. If individuals do not know about resources, or lack the ability to access them due to transportation, funds, or technology, those sources of support cannot benefit individuals with needs. Further, individuals who do not have the communication abilities or the emotional strength to participate in such support structures may feel even more isolated (Geist-Martin, Ray, & Sharf, 2003, p.164).

When the community fails to be responsive, through actions and messages, to the needs of young stroke survivors, the voice of this population is muted.  This is why it is imperative for young stroke survivors and their caregivers to “communicate strategically and assertively to gain and share relevant health information, and they must use communication to participate fully in their healthcare” (Kreps, 2001, p.241). Once this occurs, the American culture will convey a new message: “We hear your voice, we recognize your needs, and you are now visible to us.” In American, stroke is not a mandated reportable diagnosis such as tuberculosis or HIV. This means physicians are not required to document each occurrence, or to report cases to a regulatory entity. Thus, the reported incidence of actual strokes is likely underreported.

It is unreasonable to expect an uninformed public to be responsive to the unspoken needs of an invisible population. 
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