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Kim Alexander Decker 

 

PARENTAL PERCEPTIONS OF FAMILY SOCIAL SUPPORTS IN FAMILIES WITH 

CHILDREN WITH EPILEPSY 

 

The current study utilizes initial baseline data from a National Institutes of Health-funded pilot 

study titled, “Creating Avenues for Parent Advocacy: An Intervention for Parents of Children 

with Epilepsy and Significant Learning Problems” (Buelow, 2010). The relationships of  family 

needs (need for information, family and social support, financial support, help related to 

explaining to others, child care, professional support, and community services), family 

empowerment, and quality of life (emotional, time, and activity) to parental perceptions of 

family social supports in families with children with epilepsy were explored. Family needs for 

financial support, help regarding explaining to others, and professional support, as well as family 

needs total scores were associated with parental perceptions of social support. However, there 

were no relationships between the family need for information, family and social support, child 

care, or community services, respectively, and parental perceptions of social support. Similarly, 

there was no association between family empowerment or quality of life (emotional, time, and 

activity), respectively, and parental perceptions of social support.  Findings are discussed in 

regard to other literature on family social supports, as well as limitations of the current study and 

implications for future research. 
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Chapter One: Introduction 

Epilepsy is one of the most common and severe chronic childhood neurological disorders 

(Buelow, 2007; Buelow, Johnson, Perkins, Austin, & Dunn, 2013; Hoare & Russell, 1995).  In 

the United States, epilepsy affects more than 300,000 school-aged children, including 90,000 

children whose seizures cannot be satisfactorily controlled (Epilepsy Foundation, 2012).  

When a child has been diagnosed with a chronic illness such as epilepsy, not only has 

that child’s life been disrupted, but the family’s sense of normalcy has also been altered 

(Alderfer & Kazak, 2006; Haley & Ratliffe, 2006; Ratliffe, Harrigan, Haley, Tse. & Olson, 2002; 

Trollvik & Severinsson, 2004).  The family not only reacts initially to this chronic illness but 

must deal with it throughout the child’s lifetime (Alderfer & Kazak, 2006; Haley & Ratliffe, 

2006; Patistea, 2004; Ratliffe et al., 2002; Trollvik & Severinsson, 2004).  The entire family has 

to adjust to an unpredictable way of life, which can be stressful to all (Alderfer & Kazak, 2006; 

Buelow, McNelis, Shore, & Austin, 2006; Haley & Ratliffe, 2006; Patistea, 2004; Ratliffe et al., 

2002; Trollvik & Severinsson, 2004, Wagner, Smith, Ferguson, van Bakergem, & Hrisko, 2010). 

The family must deal with this unpredictability (Jokinen, 2004), as well as feelings of 

uncertainty, helplessness, and remorse (Trollvik & Severinsson, 2004). Conflict in roles, 

finances, caregiving, and independence abound (Haley & Ratliffe, 2006; Patistea, 2004; Ratliffe 

et al., 2002) as the family enters a new period in its life-path (Jokinen, 2004).  

The literature recommends that health care professionals support the family in coping 

during this life-changing process. (Alderfer & Kazak, 2006; Haley & Ratliffe, 2006; Patistea, 

2004; Ratliffe et al, 2002; Trollvik & Severinsson, 2004). Studies have revealed that families 

with pediatric epilepsy, intellectual disabilities, or chronic health problems have the potential to 

be deluged by an assortment of stressors: financial needs, social support issues, difficulty in open 
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dialogue with educators and health care personnel, and community support issues (as cited in 

Buelow & Shore 2010, p.  316). Research has suggested that these families may require 

assistance in these areas and that when they have adequate resources they are better able to cope 

with the stressors (as cited in Buelow & Shore, p. 316).   

Although there is a considerable volume of literature discussing family concerns and 

social support issues in families having a chronically ill child, a major gap lies in the exploration 

of how the specifics of childhood epilepsy affect family members and family operations (Ellis, 

Upton, & Thompson, 2000). The psychosocial effect of epilepsy on the family’s everyday life 

depends on several factors, including (a) epileptic severity; (b) clinical management intricacy; (c) 

implications of what epilepsy means to the child, family, and community setting; (d) the child’s 

and family’s daily life constraints; (e) the child’s and family’s distinctive coping capabilities; and 

(f) the extent of social support and resources accessible to manage the epilepsy (Camfield, Breau, 

& Camfield, 2001).  Each of these factors influences the actual or perceived adaptation that takes 

place when dealing with this chronic illness (Camfield et al., 2001).  Little thought has been 

directed toward the explicit worries that epilepsy may create for the family over the child’s 

lifetime (Hoare & Russell, 1995). To date, there are few studies about the psychosocial care 

needs of parents with children with epilepsy (Shore, Austin, Musick, Dunn, McBride, & Creasy, 

1998). Furthermore, there are also few studies on the family’s perceptions of the effects of 

having a child with epilepsy on their quality of life (Hoare & Russell, 1995). Additionally, only a 

few studies have developed interventions directed towards the needs of this vulnerable 

population (Wagner & Smith, 2006). As Thompson and Upton (1994) pointed out, children with 

epilepsy do not live alone; any adverse situations experienced are likely to affect all family 

members.   
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Members of the family can also play a critical role in the child’s adjustment to a chronic 

illness diagnosis (Knafl, Breitmayer, Gallo, & Zoeller, 1996). Family assessments centered on 

the previously identified psychosocial effects of epilepsy on the family’s everyday life (Camfield 

et al., 2000) can guide the process for creating nursing interventions tailored to the distinctive 

strengths and weaknesses of specific families (Knafl et al., 1996).  One aspect of the family 

assessment could be evaluating the pediatric epilepsy parents’ perceptions of their family social 

supports (Rodenburg, Meijer, Dekovie, & Aldenkamp, 2007). As Rodenburg et al. (2007) stress, 

parental awareness of a familial social support presence is advantageous for parental adjustment.  

Use of this knowledge can establish beneficial family nursing interventions that could help 

families cope effectively with their child’s chronic condition (Robinson & Wright, 1995). 

Therefore, the purpose of this study was to identify the specific factors, including family 

needs, empowerment, and quality of life, that influence parental perceptions of social supports in 

families of children with epilepsy.  Knowledge of this information as well as education for the 

health care worker to learn how to work with these families in great need is vital (Hewitt-Taylor, 

2005). In turn, health care workers can assist families to maximize their potential for both 

helping their child with epilepsy and improving their own quality of life (Alderfer & Kazak, 

2006; Haley & Ratliffe, 2006; Patistea, 2004; Ratliffe et al., 2002; Trollvik & Severinsson, 

2004).   

Theoretical Framework 

Family Systems Nursing, an integrated health care version of Family Systems Theory, 

proposes that the health care worker should focus on the individual level, the interpersonal level, 

and the system level of the family (Friedemann, 1989; Cummings, 2002). The health care worker 

must view the family system as a whole, realizing that an alteration of the health in one family 
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member will directly affect the other family members (Cummings, 2002; Hallstrom & Elander, 

2007). The health care worker needs to also realize that each family has its own strengths and 

weaknesses and that some families are able to deal with the problems of having a chronically ill 

child more resourcefully than others (Dellve, Samuelsson, Tallborn, Fasth, & Hallberg, 2006). It 

is the responsibility of health care workers to assess each family and family member individually 

(Alderfer & Kazak, 2006; Cummings, 2002; Dellve et al., 2006; Gursky, 2007, Hallstrom & 

Elander, 2007). They also must assist the family without judgment or bias with each health-

related complex family interaction (Cummings, 2002). The goal of the health care worker is to 

become a partner with the family, to support family members with respect, and to promote a 

feeling of control or empowerment (Alderfer & Kazak, 2006; Cummings, 2002; Dellve et al., 

2006; Gursky, 2007:  Hallstrom & Elander, 2007). 

Epilepsy Defined 

The Epilepsy Foundation (2012) defines epilepsy as a neurological disorder characterized 

by periodic unprovoked seizures affecting a variation of mental and physical functions. Epilepsy 

can also be labeled as a seizure disorder.  Seizures occur when a collection of nerve cells in the 

brain signal irregularly, causing a temporary, forceful rush of electrical activity that may disturb 

a portion of the brain or the entire brain. Seizures can last anywhere from several seconds to 

several minutes.  They can momentarily change a person's awareness, actions, or movements. 

People with epilepsy can have a variety of symptoms, from convulsions and loss of cognizance 

to lip smacking, blank staring, or twitching movements of arms and legs (Epilepsy Foundation, 

2012). 

Social Support 
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 To reiterate, the purpose of this study is to identify specific factors that are related to 

parental perceptions of social supports in families who have children with epilepsy. There are 

many components to the meaning of social support, all of which will be considered in the 

following comprehensive definition of social support. 

Social Support Overall Definition  

Some descriptions of social support center on the expressive aspects of social support.  

For example, Kaplan, Cassel, and Gore (1977) defined social support as the degree to which the 

needs for love, appreciation, fitting in, and a sense of security are met by others. Sarason, 

Sarason, Shierin, and Pierce (1987) viewed social support as the presence or accessibility of 

people whom one can trust, as these people express deep caring and love. Other definitions focus 

on the behavioral aspects of social support by denoting a need for a physical situation (Sit, 

Wong, Clinton, Li, & Fong, 2004). As an illustration, Turner, Frankel, and Levin (1983) 

described social support as the physical experience of being adored, honored, respected, and 

cared for and being able to rely on others when the need arises.  

 Barrera (1981) recognized the significance of give-and-take relationships in social 

support. In this view, the person’s particular assessment of relevance and sufficiency of support 

is taken into consideration as well as the accessibility of people to provide support (Gottlieb, 

1981). This definition proposes that social support is effective only if it is perceived to be helpful 

(Sit et al., 2004).  Glass, Matchar, Belyea, and Feussner (1993) expanded the meaning of social 

support to include both the perceived accessibility of support and the behavioral (actual physical 

support).  This combination of social support definitions encompasses the totality of expressive, 

physical, and social interactions in which a person sees him or herself as an entity of ongoing 

importance in the eyes of significant others (Glass et al., 1993).  Friedland and McColl (1992) 
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offered a more inclusive description and designated social support as the physical experience or 

indication that one is valued, esteemed, well-regarded, and cared for and that one can rely on 

others should the need arise. This description outlines three aspects of social support: a practical 

dimension, including different forms of support; a physical dimension containing all social 

network features such as the opportunity for and sources of support; and an evaluation dimension 

comprised of the individual’s satisfaction with and personal assessment of the support obtained 

(Friedland & McColl, 1992). This three-dimensional description of social support is explained as 

follows: 

 Social Network 

Social network is a term used to define the structure of a person’s social connections to, 

and the inter-connections among, other persons found within that network (Sit et al., 2004). 

One’s social network can be thought of as the degree to which a person feels he or she is a 

member within a trusted official or non-official group (Ragsdale, Yarbrough, & Lasher, 1993). 

The social network is the fundamental element of social support (Sit et al., 2004). As bases of 

support develop from a person’s social network, analyzing the social network characteristics 

offers a foundation for investigating other potential support sources (Sit et al., 2004). 

Social Support  

Social support entails the practical dimensions of social connections (Sit et al., 2004). 

These can be explained as emotional support, informational support, instrumental support, and 

social comradeship (Cohen & Syme, 1985; McColl & Friedland, 1995). The goal of all 

categories of support is to support survival and maximize fortitude (Ragsdale et al., 1993).  

      Emotional support. Emotional support relates to providing understanding, care, love, 

trust, empathy, and listening (Cohen & Willis, 1985).  Emotional support consists of assurance, 
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partaking in emotional problems through empathy or sympathy, delivering encouragement, and 

voicing concern (Sit et al., 2004). Emotional support helps beneficiaries to feel that they are 

cared about and loved, which helps them maintain a sense of closeness and attachment, increases 

self-confidence, and strengthens feelings of self-esteem (Cohen & Willis, 1985; Peteet, 1982; 

Hill, 1991; Ragsdale et al., 1993).  

      Informational support. Informational support refers to providing information that helps 

with understanding and managing difficult situations (Cohen & Willis, 1985).  Informational 

support entails offering guidance and accessibility relative to new information and skills that 

could assist an individual to unravel a problem or elucidate goals and methods to attain those 

goals (Sit et al., 2004). Schaefer, Coyne, and Lazarus (1981) additionally proposed that methods 

of informational support also include giving feedback about how a person is performing.  

Providing such feedback could aid the beneficiary in maintaining a feeling of social 

acknowledgement and self-confidence (Sit et al., 2004).  

      Instrumental support. Instrumental support, or tangible support, entails the donation of 

concrete support (Cohen & Willis, 1985) such as delivery of desirable material, resources (as in a 

monetary loan), and provisions (Sit et al., 2004). It also consists of services, such as taking over 

duties (e.g., child care) or performing a task for needy persons (Sit et al., 2004).   

Social comradeship. Social comradeship refers to providing companionship for social 

and leisure-time events (Sit et al., 2004). It is predominantly an important means of support to a 

person with chronic illness because one’s social network size may be reduced as a consequence 

of long-term sickness (Sit et al., 2004). Social comradeship may also serve an emotional 

supportive role since it shows the act of caring is not due to obligation but to a sincere desire to 

spend time with the chronically ill individual (Stewart, 1993). 
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 Even though the terms “social support” and “social network” are occasionally substituted 

for each other in social support references, their meanings are not exactly the same (Sit et al., 

2004). Social support refers to the significance and meaning of the person’s social network, 

whereas social network includes all the social supports within the individual’s parameters 

(Isacsson, Hanson, Ranstam, Rastam, & Isacsson, 1995). Together, both aspects help maintain a 

person’s ability to function in a taxing situation through increasing social resources (Isacsson et 

al., 1995). 

Social Support Specificity 

 Support sources can be evaluated by a person as more or less beneficial (Sit et al., 2004). 

For example, when an individual is ill people in his or her social network cannot be temporary 

substitutes for the lack of the attention and affection from a close family member (Sit et al., 

2004). Additionally, the intentional social support on the part of the benefactor may not be 

perceived as helpful by the beneficiary (Shinn, Lehamann, & Wong, 1984).  Furthermore, 

individuals may intermittently obtain unwelcomed or unsuitable assistance that is perceived as 

invading their sense of independence or as lessening their self-esteem (Sit et al., 2004). It has 

been proposed that different stressors produce needs for different kinds of support and that 

particular types of support are differentially suitable for each of these needs (Clinton, Lunney, 

Edwards, Weir, & Barr, 1998). 

 The term “support specificity,” expounded by Cohen and McKay (1984), proposes the 

significance of matching social support and specific situations on five components: sources, 

amount, timing, structure, and function.   That is, the success of social support “depends on who 

gives what to whom, when, and what happens as a result” (Sit et al., 2004, p. 818). 
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 To recap, in light of the varied meanings and methods utilized in studying social support, 

Sit et al, (2004) have recommended that there be a common understanding of the various social 

support characterizations. Paramount, there is overall agreement that a difference can be 

established between intellectual and behavioral aspects of support. Next, most scholars agree that 

social support represents social exchanges that encompass a reciprocated relationship given and 

received by participants of a social network and producing a sentiment of belonging. Lastly, 

scholars share the supposition that social support refers to interactive relationships in providing 

expressive support, actual instrumental aid, or information to assist in coping in daily life 

activities, particularly in response to demanding circumstances (Sit et al., 2004). 

For the purpose of this study social supports means, “Do I have people that will support 

me?” (J. Buelow, personal communication, January 19, 2012). 

Family Social Support Studies 

There have been only a few studies specifically related to social supports in families with 

pediatric epilepsy, but there were several that discussed social supports in families with 

chronically ill children. One of these studies showed that family social support, defined as active 

involvement of significant others, assisted the family in coping with stress (Thoits, 1986),  

Another study showed that social support improved child care competency and decreased the 

necessity for hospitalization and intercession from health care personnel (Nolan, Grant, & 

Keady, 1996).  The use of emotional and informational social supports was also highly linked 

with family strengths in families with children with disabilities (Judge, 1998). Additionally, Sit 

et al. (2004) asserted that overall family social support, broadly defined, needs to be continued 

throughout the family caregiving process because it is valuable for overall positive parenting 

practices (Whitman, Borkowski, Schellenback, & Nath, 1987). Furthermore, more supportive 
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social networks have been related to parental feelings of well-being and positive parenting 

perspectives (Whitman et al., 1987) and practices (Jennings, Stagg, & Connors, 1991). Mutual 

reciprocity between parent and child also has been reported, with coping and social support 

influencing each other (Gannoni & Shute, 2009). Chambers, Ryan, and Connor (2001) found that 

worry and concern related to unreliable overall social support and lack of information were the 

main sources of anxiety for the family caregivers in their study. Inadequate extended familial 

social support has also been associated with child behavior problems in families with pediatric 

epilepsy (Austin, Risinger, & Beckett, 1992), whereas satisfactory social support has been linked 

with positive parental coping in these families (Austin & McDermott, 1988; Hauser-Cram, 

Warfield, Shonkoff, & Krauss, 2001).  As a result, studies show that parents of children with 

epilepsy should be encouraged to obtain maximal information about epilepsy and their child’s 

treatment plan and to become members of parent support groups (Santilli & Hernandez, 1992) 

since this aids in their adjustment (Rodenburg et al., 2007).  

Family Needs 

 A core question guiding this research is how family needs are related to parental 

perceptions of social support.  The following section will clarify the definition of family needs as 

these needs are individualized (Davidson, 2009) and diversified (Osse, Vernooij-Dassen, Schade, 

& Grol, 2006).  

Family Needs Defined 

For the purpose of this study, family needs encompass the need for information, family 

and social support, financial support, help regarding explaining to others, child care, professional 

support, and community services. The overall definition could be considered as “these are my 

needs” (J. Buelow, personal communication, January 19, 2012) as experienced by families of 
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children with epilepsy as they seek to adapt to demands or events either external or internal to 

the family (Bailey, Blasco, & Simeonson, 1992). 

Family Needs for Families with Chronically Ill Children 

When a child has been diagnosed with a chronic illness, the parents can feel besieged 

(Alderfer & Kazak, 2006; Hatton, Canam, Thorne, & Hughes, 1995; Langridge, 2002; Maltby, 

Kristjanson, & Coleman, 2003) because the sense of responsibility may be overwhelming 

(Rabow, Hauser, & Adams, 2004). The parents may feel incompetent to deal with the many 

facets of their child’s care (Maltby et al., 2003).  An open communication process needs to be 

ongoing as the family processes the child’s new diagnosis and subsequent information (Ziegler, 

Erba, Holden, & Dennison, 2000;  Spinetta, Maera, & Jankovic, 2006).  The health care team 

needs to show utmost respect and be sensitive to the fact that each family is unique (Cummings, 

2002; Leske, 2002).  It is also recommended that the health care team be aware of any 

preconceived notions about the diagnosis and treatment so they can educate the family members 

about the truth in these matters (Austin et al., 2002; Spinetta et al., 2002). There is a historical 

social stigma surrounding epilepsy, for example, and family education can help dispel this 

stigma (Jacoby, 2002). Families need to be cognizant that epilepsy can be caused by 

developmental, genetic, and congenital disorders; tumors; head injuries; or central nervous 

system infections (de Boer, Mula, & Sander, 2008). Education can dispense the historical 

untruths that epilepsy originates from evil or demonic control, bad omens, lunacy, or 

communicable diseases (Jacoby & Austin, 2007).  In addition, parents searching the Internet may 

discover innovative therapies they believe might further benefit their child that in reality might 

not be the best treatment (Spinetta, 2002). Open communication with the health care team can 

enhance a family’s awareness that the child is receiving optimal health care (Spinetta, 2002). 
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Families should also be encouraged to seek another opinion for their child’s health care if they 

have concerns about the suitability of the treatment regimen being offered (Spinetta, 2002). 

Studies of Family Needs in Families with Pediatric Epilepsy 

 Too few studies have explored parental psychosocial care needs in families with 

epileptic children compared to other types of chronically ill children (Austin et al., 1998). A 

study of parents with children with newly diagnosed epilepsy discovered that parental needs for 

support and information should be evaluated every time the family meets with a member of the 

health care system during the initial six months of diagnosis in order to decrease the family’s 

concerns and worries (Austin et al., 1998). Information may play an important part in coping 

with the pediatric epilepsy diagnosis, routine management, and care (Beech, 1992). However, 

many families report that they are presented with scant advice and guidance at the preliminary 

pediatric epilepsy diagnosis and have to search on their own for most of the information (Ellis, 

2000).  Parents manage their child’s chronic illness better if they are well informed about the 

condition (Ziegler et al., 2000; Lu, Wirrell, & Blackman, 2004).  A more recent study of parents 

of pediatric epilepsy found that parental needs for information and support were not being met in 

these families’ lives, and that these needs did not diminish significantly over time (Shore, 

Buelow, Austin, & Johnson, 2009).  These results point to the need for health care personnel to 

assess family psychosocial care needs at every health care appointment (Shore et al., 2009).  

Family Empowerment 

 A second major research focus of this study is how family empowerment is related to 

parental perceptions of social support. Family empowerment as it relates to this study will be 

described in the following section. 

Family Empowerment Defined  
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Empowerment has been defined in slightly varying ways, (Koren, DeChillo, & Friesen, 

1992), including the diminution of powerlessness (Solomon, 1976); achieving, evolving, 

grasping, supporting, or gaining control (Staples, 1990); the capability to impact others, 

establishments, and the surroundings affecting one’s life (Hasenfeld, 1987; Vanderslice, 1984); 

and achieving control over one’s life and egalitarian involvement in the life of one’s community 

(Berger & Neuhaus, 1977; Rappaport, 1981; Rappaport, Swift, & Hess, 1984).  These definitions 

incorporate a progression toward increasing enablement (Gutierrez & Ortega, 1991; Parsons, 

1991) and describe both a personal and group occurrence (Staples, 1990). 

 Gutierrez and Ortega (1991) and Dodd and Gutierrez (1990) differentiated three types of 

empowerment: personal, interpersonal, and political. The personal level entails the person’s 

emotional state of individual control and self-efficacy; the interpersonal level encompasses a 

person’s capability to affect others; and political empowerment involves social achievement and 

social alteration with the added goal being the transference of control between groups in society 

(Gutierrez and Ortega (1991).  Solomon’s (1976) three causes of powerlessness—negative self-

evaluations, negative experiences, and larger environmental systems—are similar to Gutierrez 

and Ortega’s (1991) descriptions.   Solomon (1976) described negative self-evaluations as the 

outlooks of beleaguered individuals; negative experiences as the dealings between the sufferers 

of repression and the external structures that impose upon them; and the larger environmental 

systems as constantly stopping and rejecting operative achievement by defenseless groups. This 

repression may be due to an uneasy balance of empowerment and disempowerment between the 

client/family and the health care system or the personnel who work within it. Boszormenyi-

Nagy, a founder of the field of family therapy, developed an all-inclusive contextual model that 

incorporates facts, individual mindsets, systematic relationships, and relational ethics to promote 
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client empowerment in the health care system (Le Goff, 2001). This model emphasizes trust 

between the client and the health care delivery system (Goff, 2001). Boszormenyi-Nagy 

examined how educating the health care worker (in this case, the family therapist) in the use of 

this model can promote support and empowerment of the client/family through multidimensional 

therapeutic ethical interventions leading to shared accountability (Le Goff, 2001).  This shared 

accountability empowers the client/family by encouraging collaboration between the 

client/family and the health care system. Nurses have a role in this relational ethics by being 

advocates for clients in the health care system and creating an environment of caring and 

compassion (MacDonald, 2007). In discussing the stages during which support occurs, Friesen 

(1989) similarly recommends an outline that includes the circumstance, the provision, and the 

civic levels.  Caspary (1980) stated that an individual sense of helplessness may be one of the 

main hindrances to governmental participation, inferring that individual empowerment precedes 

governmental empowerment.  These two concluding authors suggested that there may be a 

progressive order from an incident or individual focus to achievement encompassing larger 

systems (Caspary, 1980; Friesen, 1989). 

 Another aspect of empowerment revealed in the literature is the way in which 

empowerment is articulated (Koren, DeChillo, & Friesen, 1992).  Staples (1990) emphasized 

that, besides alterations in mindfulness, opinions, and outlooks, empowerment requires real-

world information, firm evidence, factual capabilities, tangible skills, physical resources, sincere 

prospects, and concrete results.  Kieffer (1981) commented on the findings of interviews with 

persons who had become local leaders. This researcher designated four situations needed for 

empowerment to occur: a personal sense of self-efficacy that encourages active social 

participation; an awareness of, or capability for, critical examination of the societal and 
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governmental systems that delineate one’s surroundings; an aptitude to create action plans and 

kindle resources for accomplishment of one’s goals; and a skill to work in concert with others to 

outline and reach communal goals (Kieffer, 1981).   

   In summary, the concept of empowerment is generally associated with the notion of 

self-efficacy or a sense of control of self and situation (Bandura, 1986, Gibson, 1995).  

Empowerment can be thought of as an iterative and interactive social process of identifying, 

encouraging, and improving people’s abilities to meet their own needs, resolve their own 

difficulties, and activate the needed resources to exercise control over their particular situations 

(Gibson, 1995, Ozer & Bandura, 1990).  The factors that affect the process of empowerment can 

be categorized as intrapersonal (values, beliefs, determination, and experience) and interpersonal 

(social support), with an important consideration being the interconnectedness of the person and 

the environment (Gibson, 1995). A person’s self-beliefs of efficacy play a significant part in the 

beneficial perceptive, emotional, and behavioral outcomes of one’s own sense of empowerment 

(Ozer & Bandura, 1990). 

 For this study, the overall definition of empowerment is related to self-efficacy concerns 

of the family with a child with epilepsy (J. Buelow, personal communication, January 19, 2012). 

Family Empowerment for Families with Chronically Ill Children   

Family empowerment has been recognized as an important objective when developing 

services for families whose children have disabilities (Gibson, 1995), although no studies in this 

area for families of pediatric epilepsy were located. In a qualitative study of mothers with 

chronically ill children, Gibson discovered four pieces of empowerment progression that 

emerged: discerning realism, critical thinking, taking control, and maintaining power (1995). 

Gibson found in the first stage of empowerment development, “discovering reality,” that the 
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mothers reacted emotionally (experiencing a range of feelings from highs to lows), cognitively 

(pursuit of information), and behaviorally (doing everything they could to manage the situation) 

upon hearing of their child’s diagnosis of a chronic neurological condition.  The second stage, 

called “critical reflection,” involved taking charge of their frustrations (with the health care 

system and with self) and turning that negative energy into a positive through problem-solving 

ideas. The third stage, “taking charge,” entailed becoming a child advocate, learning the system 

in order to interact effectively with the health care team, being persistent in obtaining the best 

health care possible for their child, negotiating successfully with health care personnel, and 

establishing an equal partnership with the health care team. The last stage of empowerment was 

“holding on”. The mothers were able to sustain a sense of power even through adversity.  Gibson 

realized that advancement through the empowerment progression was indeed an educational 

process (1995).  

Intervention programs designed to promote competence development have been shown to 

be helpful to parents of chronically ill children (Dellve et al., 2005).  Parents’ feelings of the lack 

of empowerment have been associated with stress, anxiety, and depression (Mouton & Tuma, 

1988; Patterson, 1982; Teti & Gelfand, 1991).  These psychological conditions tend to reflect a 

lack of control of not only the child’s condition but also of the parent’s own emotional state of 

well-being (Scheel & Rieckmann, 1998).  

To reiterate, throughout the health care experience, the ideal situation is for the health 

care team to partner equally with the family of the chronically ill child (Masera et al., 1998). The 

family should also be involved in decision making with the health care team (Spinetta et al., 

2002). This partnership facilitates family compliance with recommendations for the child’s 
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health care as open communication assists in clearing up any misconceptions regarding 

the child’s treatment plan and appropriate medication management (Spinetta et al., 2002). 

Quality of Life 

Finally, the last research question centers on how parent perceptions of quality of life are 

related to parental perceptions of social support.  To understand this question, a definition of 

quality of life will be discussed in the following section. 

Quality of Life Defined 

Though descriptions of health-related quality of life in the literature vary (Rapley, 2003), 

there is overall agreement that quality of life denotes a patient’s (and from time to time his or her 

caregiver’s) perceptions of the patient’s state of functioning and well-being and that it 

encompasses many areas of concern (Koot, 2001; Wallander, 2001).  Quality of life can be 

further defined as persons’ appraisal of the quality of their lives as it relates to their specific 

personal expectations (Andelman, 2000). For this study, quality of life basically refers to the 

worries, concerns, or limitations that having a child with epilepsy may bring to the family (J. 

Buelow, personal communication, January 19, 2012).  

Quality of Life in Families with Pediatric Epilepsy  

 Epilepsy, similar to many other chronic conditions, is characterized by uncertainty 

(Baker, Jacoby, Buck, Stalgis, & Monnet, 1997) and vulnerability (de Boer et al., 2008).  

Epilepsy’s severity and prognosis are variable, and seizures, its noticeable indicator, are 

capricious (Baker et al., 1997). Persons with medically uncontrolled seizures are in continual 

danger of becoming insentient (de Boer et al., 2008). They are also predisposed to falling and 

becoming injured, thus experiencing social humiliation (de Boer et al., 2008). Several chronic 
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disorders are similarly stigmatizing; and epilepsy, for reasons entrenched profoundly in 

antiquity, is a stigmatizing disorder par excellence (Baker et al., 1997).  

 Epilepsy has had various names for the past 2,000 to 3,000 years, such as the “shameful 

disease”, the “drowning and burning” disease, or merely “it”, but throughout the world this 

neurological disorder has been a “secreted” condition (de Boer, 2010).  The stigmatization 

towards people with epilepsy has led to discrimination and prejudicial treatment throughout 

numerous cultures for countless centuries (de Boer, 2010; Pahl & de Boer, 2005) due to the 

unfortunate belief that epilepsy is caused by sin, unclean spirits, demonic possession, or 

witchcraft (de Boer, 2010). This stigmatization continues on today (Pahl & de Boer, 2005). To 

illustrate, in a 1996 German survey, 20% of the people questioned believed epilepsy to be a 

mental illness and a comparable percentage opposed marriage of one of their children to a person 

with epilepsy (Thorbecke & Rating, 1996, as cited in Kale, 1997, p. 3). Until 1956, 17 states in 

the United States forbade people with epilepsy from getting married (Kale, 1997). Until the 

1970s it was also legal to prohibit people with epilepsy from being present at community places 

such as eateries and civic theatres in the United States (Kale, 1997). Developing countries exhibit 

even more flagrant acts of discrimination (Kale, 1997).  For example, currently in India, a girl 

with epilepsy has almost no chance to be married, and in Turkey, a survey showed 71% of those 

interviewed believed that epilepsy had supernatural origins (Aziz, Guvenar, Akhtar, & Hassan, 

1997). Throughout the past century the progression of advanced diagnostic methods and 

treatments has led to rapid changes in understandings of epilepsy, but societal perceptions of 

epilepsy have trailed behind medical knowledge (de Boer, 2010).  As Kale (1997) stated, “The 

history of epilepsy can be summarised as 4000 years of ignorance, superstition and stigma, 

followed by 100 years of knowledge, superstition and stigma” (p. 2).  
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 Because of its unpredictability and its social stigma, the impact of epilepsy on a child’s 

quality of life can be substantial (Baker et al., 1997).  Pediatric epilepsy can also have a negative 

effect on the psychosocial health of family members (Ferrari, Matthews, & Barabas, 1983). Thus 

far, there has been little study of the effects of the family’s views of pediatric epilepsy on its 

quality of life (Hoare & Russell, 1995) or of how the specifics of childhood epilepsy affect the 

family members and family operations (Ellis et al., 2000). 

Studies of Quality of Life in Families with Pediatric Epilepsy 

 The diagnosis of pediatric epilepsy brings with it a sequence of concerns for the family. 

Parents may mourn the loss of their perfect child (Taylor, 1989).  They might recognize that their 

child may always be different from his or her peers (Sheeran, Marvin, & Painta, 1997).  This 

feeling of loss often results in the parents and families feeling extremely stressed (Austin & 

McDermott, 1988) and filled with sadness, worry, anger, and/or guilt (Voeller & Rothenberg, 

1973). As parents look for a reason or explanation for the epilepsy, there may be the feeling that 

the family is to blame, leading to an overwhelming “family spiral of blame and guilt” (Austin & 

McDermott, 1988).  Moreover, parents may attach the notion of stigmatization to their epileptic 

child because they perceive that others might feel negatively toward this child (Carlton-Ford, 

Miller, Nealeigh, & Sanchez, 1997).  Often this stigma from outsiders may go further than the 

child and involve others in the household (West, 1986).  From this brief synopsis one can see 

that the family may have a number of matters to cope with upon the diagnosis of pediatric 

epilepsy (Ellis et al., 2000).   

 However, it is not only at the onset of epilepsy that families may experience difficulties 

(Ellis et al., 2000).  Several studies have shown that these problems may linger with progression 

of the disorder (Ellis et al., 2000).  For instance, in a study of families with established pediatric 
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epilepsy, Thomas and Bindu (1999) discovered that family members conveyed high levels of 

anger, guilt, depression, powerlessness, and frustration.  Austin (1988) reported that families 

with pediatric epilepsy had lower levels of self-esteem, communication, mastery over health, 

extended family social support, financial well-being, and adaptation in comparison with families 

of childhood asthma.  The Rutter, Graham, and Yule (1970) study found that more than 20% of 

mothers of children with pediatric epilepsy had histories of psychiatric illnesses, greater than the 

percentage in other chronic disorder groups.  Correspondingly, Ferrari (1989) found that mothers 

of children with epilepsy were in jeopardy of psychological imbalances. Austin, McBride, and 

Davis (1984) reported that parental perceptions of adequate seizure control were a positive 

predictor of parental adjustment. However, other research studies (Hoare & Kerley, 1991; Hoare, 

1993) found that parents did not show increased rates of psychological illness or marital 

adjustment problems compared with the overall populace.  

 Most of the research studies cited so far have focused on the mothers’ feedback, and 

others have disregarded any mother-father differences and dealt only with the “primary 

caregiver” (Thompson & Upton, 1992; Thompson & Upton, 1994).  Very few research studies 

have examined epilepsy and father-child relationships (Ellis et al., 2000).  Kitamoto et al. (1988), 

for instance, reported that fathers of children with pediatric epilepsy excluded, mistreated, and 

acted inconsistently toward their children more often than fathers of the control group children.  

In contrast, Hoare and Kerley (1991) did not report any emotional difficulties in fathers of 

children with pediatric epilepsy; the fathers’ scores on the General Health Questionnaire (GHQ-

31) (Tarnolpoloski, Hand, & Maclean, 1979) were similar to normal controls and lower than the 

scores obtained from the mothers.  Therefore, it is not possible to form any conclusions based on 

the few research studies that have been conducted with fathers (Ellis et al., 2000).                                                                                                                                                                                                                                                                                                                                
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 Siblings of children with pediatric epilepsy have also been found to be vulnerable to 

psychosocial difficulties (Ferrari, 1989; Hoare & Kerley, 1991; Hoare, 1993), with some 

research studies finding that one fourth of siblings had scores suggesting behavioral disorders 

(Hoare & Kerley, 1991).  These psychosocial difficulties may be due to the feelings of jealousy 

triggered by the parents’ attention toward the child with epilepsy (Devinsky, 1997; Ward & 

Bower, 1978).   It is interesting that Hoare and Kerley (1991) found the parents’ ratings of 

disturbance in siblings were lower than teachers’ ratings.  These findings may also suggest the 

increased parental focus on the child with epilepsy rather than on the siblings, supporting the 

argument that siblings’ vulnerability may be a result of the parental focus on the child with 

epilepsy (Ward & Bower, 1978). Interestingly, Hoare (1984) found that siblings of individuals 

with newly diagnosed epilepsy did not have increased rates of behavioral disorders. It may be 

that the adverse impact on siblings of children with epilepsy is associated with later issues such 

as the prognosis and treatment regimen of the epilepsy diagnosis, social stigma, amplified focus 

on the child with epilepsy during management of the condition, and a subsequent change in 

family dynamics (Ellis et al., 2000).  

 Research studies thus far generally have found that the diagnosis of pediatric epilepsy has 

a pervasive adverse influence on child and family quality of life and overall adjustment (Hoare, 

1993).  This is reflected by parental worries in several areas:  seizure medication management 

and the side effects of seizure medication; the negative effects on the epileptic child’s adjustment 

and development; and the constraints on family life and activities (Hoare, 1993). 

Conclusion 

 In closing, research into the effects of pediatric epilepsy on the family has increased, but 

it is vital that upcoming research studies use valid and reliable measures to study these effects 
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(Ellis et al., 2000).   All existing research studies have found that the effects of pediatric epilepsy 

on the family are extensive and the condition may have adverse consequences for all persons 

involved (Camfield et al., 2000; Ellis et al., 2000). Children with intractable epilepsy have more 

emotional and behavioral problems (depression, low self-image, and increased incidence of 

behavior problems at home and at school) than other children (Carlton-Ford et al., 1997). Crnic, 

Friedrich, and Greenberg (1983) asserted that social support may play a vital role when parents 

are confronted with raising a handicapped child. Research is needed to understand parental 

perceptions of family social supports in families with pediatric epilepsy so health care personnel 

can assist these families to maximize their resources and therefore maximize the family potential 

in the wake of this difficult diagnosis. 

 Given the documented stress of pediatric epilepsy, family needs and quality of life may 

change drastically, and some families may find themselves losing their sense of empowerment. 

All of these factors may affect their perceptions of social support. As such, the purpose of this 

study was to identify the specific factors that are related to parental perceptions of social 

supports in families who have children with epilepsy.  The research questions for the study are: 

1) Are family needs (for information, family and social support, financial support, help 

related to explaining to others, child care, professional support, and community services) related 

to parental perceptions of social support? 

2) Is family empowerment related to parental perceptions of social support? 

3) Are parent perceptions of quality of life (worries, concerns, or limitations) related to 

parental perceptions of social support?       
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Chapter Two: Method 

 This chapter defines the participants, design, measures, and analysis of this study entitled, 

“Parental Perceptions of Family Social Supports in Families with Children with Epilepsy”. 

Participants 

 Participants were primary caregivers who belonged to an epilepsy foundation in a major 

Midwestern city region and had a child between seven and sixteen years of age with the 

diagnosis of epilepsy (Buelow, 2010). According to Buelow (2010), the definition of epilepsy for 

the study included children who had had two seizures within the past year and who were also 

currently taking at least one anti-epileptic medication. (For the purposes of the primary research, 

the child also had either been diagnosed with a mild learning disability or severe learning 

difficulties—defined as at least two grades behind the same-age peers in school or in a special 

education class—but that factor was not a consideration in this study.) The child also needed to 

read and speak English (Buelow, 2010). 

A total of 31 participants completed the study in the Chicago area (Buelow, 2010).  The 

mean age of the children was 12.9 years (SD = 3.0). The caregivers consisted of 31 mothers who 

had a mean age of 46.3 years (SD = 7.0). In the child sample, 64.5% were Caucasian and 45.2 % 

were female. Of the caregivers, 71% were married and 41.9% had a comfortable income 

(Buelow, 2010). 
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Table 1 

Summary of Demographic Variables 

 

 n Mean Median SD Min Max 

Age of Child in Years 31 12.9 13.5 3.0 6 17 

Age of Caregiver in Years 31 46.3 45.6 7.0 32 62 

       

 n %     

Gender       

    Male 14 45.2%     

    Female 17 54.8%     

Race  of Child       

    African American 7 22.6%     

    Caucasian 20 64.5%     

    Asian 3 9.7%     

    Missing 1 3.2%     

Ethnicity of Child       

    Hispanic or Latino 2 6.5%     

    Not Hispanic or Latino 29 93.5%     

Income       

    Comfortable 13 41.9%     

    Just able to make ends meet 8 25.8%     

    Unable to make ends meet 7 22.6%     

    Decline to answer  2 6.5%     

    Missing 1 3.2%     

Marital Status of Caregiver       

    Never Married 2 6.5%     

    Married 22 71.0%     

    Divorced 4 12.9%     

    Separated 2 6.5%     

    Other 1 3.2%     

 

Design 

 The study was correlational in design and involved a secondary analysis of data from an 

intervention pilot study entitled, “Creating Avenues for Parent Advocacy: An Intervention for 

Parents of Children with Epilepsy and Significant Learning Problems (CAPP)”, NIH Grant 

Number NR010124 (Buelow, 2010). CAPP was a randomized controlled pilot study that tested 

an intervention. For purposes of this study, only the baseline data (prior to the intervention) of 

CAPP were utilized. This enabled the researcher to study the largest sample size since there were 



 

25 

 

no dropouts at the initial data entry and also to analyze the data without the intervention so one 

could view the subjects “at their worst”.  

The CAPP pilot study utilized survey instruments as the method of obtaining data. The 

survey instruments that pertained to this secondary analysis were the initial surveys (at baseline) 

of the Social Support Index, Family Needs Survey, Family Empowerment Scale, and the Child 

Health Questionnaire (assessing quality of life) before the intervention was instituted. The survey 

data were strictly confidential. After the participants agreed to take part in the study, the research 

assistants contacted them by phone, read the consent form, and answered questions. The 

caregivers were then asked to mail the completed consent form.  Once the consent form was 

received, the research assistant called the caregiver to obtain the baseline data utilized in this 

study (Buelow, 2010).  

Measures 

 Data for all surveys were collected from the same participant at the initial data collection 

meeting by a research assistant (Buelow, 2010).  One month before the intervention was to take 

place the survey questionnaires were mailed to the participants. One week before the scheduled 

intervention, a “blinded” research assistant called each participant to complete the baseline 

surveys by phone. Measures collected were social and community support, family needs, family 

empowerment, and family quality of life (Buelow, 2010).  

Social Support Index   

According to McCubbin, Thompson, and McCubbin (1996), the Social Support Index 

was created in 1982 by McCubbin, Patterson, and Glynn and was utilized to measure social and 

community support. The Social Support Index is an instrument with 17 items that assesses the 

degree of acknowledged social support. This survey uses a 5-point Likert response scale, with 0 
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meaning Strongly disagree and 4 meaning Strongly agree.  The survey questions focus on 

perceived support from family, close friends, and community, ranging from everyday activities 

to crisis situations (McCubbin, Thompson, & McCubbin, 1996). 

Analyzing the Social Support Index for reliability, McCubbin, Thompson, and McCubbin 

(1996) found a Cronbach’s alpha (internal consistency) of .82 in one study.  Other studies, 

according to McCubbin, Thompson, and McCubbin (1996), have found the internal consistency 

to range from .64 to .82. In addition, the test-retest reliability was .83.  This survey was also 

determined to have a .40 validity coefficient with the measure of family well-being and, when 

utilized to measure families with diverse ethnic backgrounds, social/community support was 

negatively related to family distress.  No other validity statistics were presented (McCubbin, 

Thompson, & McCubbin, 1996).   

Family Needs Survey 

 The Family Needs Survey was developed by Bailey and Simeonsson (1988b) to assess 

needs of families with handicapped children.  The Family Needs Survey utilized in this study had 

been revised from the original survey but contains the same questions arranged in slightly 

different categories (Bailey & Simeonsson, 1988a; Bailey & Simeonsson, 1988b).  The initial 

Family Needs Survey was comprised of 35 items arranged into six subscales: needs for 

information, support, help regarding explaining to others, community services, financial needs, 

and family functioning (Bailey & Simeonsson, 1988a; Bailey & Simeonsson, 1988b). The first 

subscale measures parents’ needs for information related to child growth and development; their 

child’s condition, disability or conduct; how to communicate, teach, or play with their child; or 

information about existing or forthcoming services (Bailey & Simeonsson, 1988a). The next 

subscale evaluates parents’ needs for support from their spouse or other family members, friends, 
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other parents with handicapped children, the child’s teacher or therapist, or from the parents’ 

own counselor or minister (Bailey & Simeonsson, 1988a). This section also inquires if parents 

would like reading material about other parents who have similar children or more time for 

themselves (Bailey & Simeonsson, 1988a). The third subscale considers parents’ needs for help 

in explaining about their child to their spouse, child’s siblings, grandparents, friends, neighbors, 

strangers, or other children (Bailey & Simeonsson, 1988a). The fourth subscale determines needs 

related to obtaining community services, such as babysitter/respite care, day care, 

church/synagogue nursery, or a doctor or dentist (Bailey & Simeonsson, 1988a). The fifth 

subscale addresses family needs for aid in daily living expenditures and for services or special 

equipment appropriate for their child (Bailey & Simeonsson, 1988a).  The final subscale gauges 

the extent to which families need assistance in family functioning, such as decision 

making/problem solving, supporting one another, task delegation, and recreational endeavors 

(Bailey & Simeonsson, 1988a). This original survey had a 3-part response scale: I definitely do 

not need help with this, Not sure, and I definitely need help with this (Bailey & Simeonsson, 

1988a).  

The revised Family Needs Survey has seven categories (Bailey & Simeonsson, 1990). 

This instrument renamed “need for social support”’ to “family and social support”, removed the 

grouping category “family functioning”, and added the categories “child care” and “professional 

support”. The family functioning questions were placed under the newly named category, 

“family and social support”. The “child care” category had two items pertaining to 

babysitter/respite and day care needs that were formerly under “community service” and one 

item pertaining to the caregiver need for free time taken from the old subscale “needs for 

support”. The new “professional support” category has three items taken from the original 
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“needs for support” that respectively relate to meeting with spiritual counselors, health care 

counselors, or the child’s teachers and/or therapists. The revised questionnaire has a 3-part 

response scale of No, Not sure, and Yes when respondents are asked if they are concerned or 

worried about a particular topic (Baily & Simeonsson, 1990).  

Bailey and Simeonsson (1988b) tested the reliability of the original Family Needs Survey 

in 20 families. These 20 families repeated the survey again within six months. Bailey and 

Simeonsson separated the mothers’ from the fathers’ findings and found the test-retest 

correlations to be moderate for mothers (r=.67) and high for fathers (r =.81). Greater reliability 

was seen on some subscales than others. For example, needs for support (r =.71), help related to 

explaining to others (r = .53), finances, (r = .65), and help with family functioning (r = .62) were 

most reliable for mothers, whereas needs for support (r = .79), financial help (r = .78), and 

community services (r = .54) were the most reliable subscales for fathers (Bailey & Simeonsson, 

1988b).  

 Henderson, Aydlett, and Bailey (1993) pointed out that the validity of the Family Needs 

Survey is difficult to measure through conventional means. While analyzing this survey’s 

validity, these researchers found that no questionnaire of reasonable length can sample 

sufficiently the complete array of likely family needs (Henderson, Aydlett, & Bailey, 1993). 

Bailey and Simeonsson (1988b) came to the conclusion that the best way to ensure content 

validity was to include an open-ended format after the 35 items. This open-ended format 

included questions asking the participant to list any other topics/information he or she would like 

to discuss and/or to list a particular person the participant would like to meet (Bailey & 

Simeonsson, 1990). Bailey and Simeonsson (1988b) found that the addition of the open-ended 
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format questions provided significant supplementary information about family needs that would 

not have been obtained if the survey had only contained the 35 set items.   

Family Empowerment Survey 

The Family Empowerment Survey was designed by Koren, DeChillo, and Friesen (1992) to 

measure empowerment in parents (and caretakers) of children with emotional disabilities.  This 

research team defined the word empowerment to include parental self-efficacy (parents’ beliefs 

in their own capability to intercede for their children) as well as a community change focus 

outside of the parental and parent-child context. This questionnaire is a 34-item measure 

intended to evaluate parents’ self-confidence on two dimensions: (a) their level of empowerment 

and (b) the manner that empowerment is communicated (Koren, DeChillo, & Friesen, 1992).   

For the first dimension, empowerment can occur in three areas: family, service system, 

and community/political (Koren, DeChillo, & Friesen, 1992). The 12 survey items for the family 

are concerned with parents’/caretakers’ day-to-day management at home, and they focus on the 

ability to problem solve, obtain information, understand their child’s disorder, and feelings of 

confidence and control. The 12 service system items focus on assessing the relationship of the 

parent with the various child health agencies and professionals and also parents’ ability to 

investigate and initiate services for their child when needed.  Lastly, the 10 community/political 

items focus on involvement with governmental agencies, legislators, and bills to improve 

services for all children with emotional disabilities as well as helping other families with needed 

services (Koren, DeChillo, & Friesen, 1992).  

Regarding the second dimension, empowerment can be articulated in three ways: a) 

attitudes, what a parent/caretaker believes or senses (feels); b) information (knowledge), what a 
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parent knows and can possibly do; and c) actions (behaviors), what a parent actually does 

(Koren, DeChillo, & Friesen, 1992). 

In the initial survey construction, parents rated each item on a 5-point scale from 1=Not 

true at all to 5 = Very true (Koren, DeChillo, & Friesen, 1992). For the survey utilized in this 

study the response scale was adjusted to a 5-point scale from 1=Never to 5=Very often, with 

survey items remaining the same as in the original measurement (Koren, DeChillo, & Friesen, 

1992).  

In development, the Cronbach’s alpha (internal consistency) of the Family Empowerment 

subscales—Family, Service System, and Community/Political—ranged from .87 to .88 (Koren, 

DeChillo, & Friesen, 1992). For the original survey, the test-retest reliabilities for the subscales 

were: Family=.83, Service System=.77, and Community/Political=.85.  Koren, DeChillo, and 

Friesen (1992) believed these fluctuations reflected the mood of the parent at the moment of 

taking the survey since a frustrating circumstance with a health care provider or an extremely 

positive parenting experience could affect a score at a particular time.   

While testing the initial survey instrument, factor analysis revealed four factors: 

organizational advocacy, knowledge, competency, and self-efficacy (Koren, DeChillo, & 

Friesen, 1992).  This factor analysis showed correspondence to the conceptual framework.  

Parents who scored high on the Family Empowerment Scale also had behavioral indicators of 

self-efficacy or empowerment (Koren, DeChillo, & Friesen, 1992).  

Family Quality of Life 

 Family quality of life was measured using the Child Health Questionnaire-Parent Report 

created by Landgraf, Abetz, and Ware (1999).  This is a 20-item scale measuring parental worry, 

concern, time limitations, and interruptions of activities related to their child’s well-being, 
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education, and behavior conditions. The first five items correlate to emotions such as worry and 

concern, and parents rate them from None at all to A lot. The second five items are concerned 

with time restraints, and responses are from Yes, limited a lot to No, not limited at all. The last 10 

questions relate to activity limitations and interruptions and are rated from Very often to Never 

(Landgraf, Abetz, & Ware, 1999).  

Analysis of data from the Child Health Questionnaire’s total normative sample by 

Landgraf, Abetz, and Ware (1999) revealed internal consistency estimates for five of the eight 

scales of over 0.74. These scales were labeled by this research team as physical functioning, 

general health perceptions, limitations in family activities, parental impact-time, parental impact-

emotional, self-esteem, mental health, and behavior. Alpha coefficients for the two scales, 

physical functioning and limitations in family activities, were both 0.89. The range for the eight 

scales was 0.54 to 0.89.  The medium coefficient for the eight scales was 0.75 (Landgraf, Abetz 

& Ware, 1999).  

Landgraf, Abetz, and Ware (1999) described the validity testing of this instrument as 

rigorous. The survey items and constructs were found to be comparable to those in other 

documented child and adolescent health assessment methods. Additionally, the definitions and 

integrity of single items and their location in the survey were comprehensively assessed by 

several experts representing 11 countries and languages.  Consequently, the Child Health 

Questionnaire has been extensively utilized to measure child and parent quality of life in 

numerous child health conditions including epilepsy as well as across ethnic groups (Landgraf, 

Abetz, & Ware, 1999).  
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Analyses 

 Descriptive statistics, correlation, and simple linear regression were utilized for the 

analysis of data (Howell, 2007). Descriptive statistics included the means and standard 

deviations of scores on the dependent variable (Social Support Index) and independent variables 

(Family Needs Scale, Family Empowerment Scale, and Child Health Questionnaire) (Howell, 

2007). For the correlation calculation, the scores from the Social Support Index, Family Needs 

Survey, Family Empowerment Scale, and Child Health Questionnaire were analyzed (Howell, 

2007). For each of the linear regression calculations, the Social Support Index scores were 

entered as the dependent variable (Howell, 2007). The scores from the Family Needs Survey, 

Family Empowerment Scale, and Child Health Questionnaire were entered as the independent 

variables in separate linear regression analyses (Howell, 2007). After reviewing the literature, 

this researcher postulated that each of the independent variables—family needs, family 

empowerment, and family quality of life—would correlate with and be a significant predictor of 

the dependent variable, family and community social support.   

 

 

 

 

 

 

 

 

 



 

33 

 

Chapter Three: Results 

The means, standard deviations, and Pearson bivariate correlations for all the variables 

utilized in the analysis are shown in Table 2. There were 31 participants overall in the baseline 

data set of this pilot study sample, but only 29 had full data for all constructs. There were no 

significant differences between the data sets on means, standard deviations, and Pearson 

bivariate correlations. The regression analyses are shown below in Tables 3-6. Alpha scores were 

unable to be analyzed due to the small sample size. 

Means 

Means relative to the range will now be described. For the Social Support Index the mean 

was 44.79 with a range of 16-62. The possible range was 0-68, with the midpoint being 34. The 

Total Family Need Survey mean was 17.52 with a range of 8-33. The possible range was 0-70. 

And finally for the Family Empowerment Scale, the mean was 3.75 with the current range of 

2.85-4.32, with the possible range being 1-5. The Child Health Questionnaire, due to the nature 

of the 3 different subscales did not have an average mean tallied. 

Pearson Correlation Analysis 

Within the Family Needs Survey, the scores for family need for information, family need 

for family/social support, family need for child care, and family need for community services 

showed no association with the Social Support Index. Four associations were revealed in the 

Family Needs Survey/Social Support Index correlation analysis. Family need for financial 

support showed an association with the Social Support Index, r = -.44. Family need for help 

regarding explaining to others was also associated with the Social Support Index, r = -.39. The 

family need for professional support was associated with the Social Support Index, r = -.44. And 

the overall family needs total score was associated with the Social Support Index, r = -.46.  
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Overall, this analysis revealed that, as parental perceptions of family needs increased, 

perceptions of familial social supports decreased.  

Family empowerment and quality of life (emotional, time, and activity) had no 

associations with the Social Support Index. 

However, looking at the individual Family Needs Survey measures, the measures appear 

interrelated to one another in many areas. For example, family need for child care is associated 

with family need for information, r =.57, and with family need for financial support, r = .59. 

Family need for help related to explaining to others is associated with family need for 

family/social support, r = .61. Furthermore, family need for professional support is associated 

with the family need for help regarding explaining to others, r = .57, and to family need for 

community services, r = .64. 

 When considering the Family Needs Survey in relation to the Family Empowerment 

Survey, as families perceive they have lower empowerment, they may perceive an increased 

need for family/social support, r = -32, and an increased need for help related to explaining to 

others, r = -.38. 

 Evaluating the Family Needs Survey in regard to the Child Health Questionnaire  (family 

quality of life), the higher the family needs total score, the lower the family’s perception of their 

quality of life, r = -.48 to -.52. Individual Family Needs Survey scores of family need for 

information, family/social support, financial support, and child care generally supported this 

relationship, r = -.32 to -.62. Individual Family Needs Survey scores of family need for help 

regarding explaining to others, professional support, or community services didn’t associate as 

strongly, -.07 to -.30. 
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 Lastly, the family quality of life scores from the Child Health Questionnaire showed an 

interrelationship between emotional, time, and activity impacts, from r = .49 to .66, but no 

association with the Family Empowerment Scale. 
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Table 2 

Descriptive Statistics and Pearson Correlations for All Variables Used in the Analysis 

Measure n M  SD  1 2 3 4 5 6 7 

1. Social Support Index 29 44.79 9.53 -       

2. Family Need for Information   29 5.41 1.57 -.26 -      

3. Family Need for Family/Social Support 29 3.83 2.39 -.26  .41* -     

4. Family Need for Financial Support 29 3.07 1.83 -.44**  .38* .39* -    

5. Family Need for Explaining to Others  29 2.00 1.36 -.39*  .42* .61** .34* -   

6. Family Need for Child Care 29 1.62 1.02 -.30  57** .40* .59** .39* -  

7. Family Need for Professional Support 29 .59 .78 -.44**  .23 .57** .42* .57** .29 - 

8. Family Need for Community Services 29 1.00 1.00 -.29  .14 .42* .41* .45** .18 .64** 

9. Family Needs Total Score 29 17.52 7.16 -.46** .66** .82** .72** .75** .68** .70** 

10. Family Empowerment 29 3.75 .44 .07 .02 -.32* .29 -.38* .06 -.14 

11. Quality of Life-Emotional 29 30.86 21.36 -.01 -.50** -.43* -.25 -.17 -.46** -.29 

12. Quality of Life-Time 29 48.51 26.60 .06 -.37* -.44** .48** -.10 -.62** -.20 

13. Quality of Life-Activity   29 43.28     22.55 .14 -.32* -.54** -.32* -.20 -.62** -.15 

Note. *p < .05; **p < .01. 
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Table 2 (continued) 

Descriptive Statistics and Pearson Correlations for All Variables Used in the Analysis 

Measure 8 9  10  11 12      

1. Social Support Index           

2. Family Need for Information            

3. Family Need for Family/Social Support            

4. Family Need for Financial Support            

5. Family Need for Explaining to Others            

6. Family Need for Child Care            

7. Family Need for Professional Support            

8. Family Need for Community Services -           

9. Family Needs Total Score .59** -          

10. Family Empowerment -.00 -.11 -        

11. Quality of Life-Emotional -.27 -.48** -.16 -       

12. Quality of Life-Time -.30 -.52** -.19 .65** -      

13. Quality of Life-Activity   -.07 -.48**     -.01 .49** -.66**      

Note. *p < .05; **p < .01. 
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Linear Regression Analysis 

The researcher analyzed the data using several regression models, but no significant 

results were found with any of them. The regression analyses are shown below in Tables 3-6.  

 

Table 3   

FNS, FES, & CHQ Predicting Social Support 

Variables  B SE B Β Adjusted R² R² 

    -.022 .379 

Information -1.23 1.66 -.20   

Family/Social Support  .92 1.43 .23   

Financial Support -2.00 1.60 -.39   

Explaining to Others -.53 2.20 -.08   

Child Care .36 3.33 .04   

Professional Support -4.27 3.68 -.40   

Community Services -.31 2.67 -.03   

Empowerment 2.67 5.72 .12   

Emotional -.09 .13 -.20   

Time -.06 .13 -.17   

Activity .10 .14 .25   

Note. * p < .05; ** p < .01. 
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Table 4   

Family Needs Sub Scales Predicting Social Support 

Variables  B SE B Β Adjusted R² R² 

    .085 .313 

Information -.39 1.41 -.07   

Family/Social Support  .67 1.01 .17   

Financial Support -1.70 1.28 -.33   

Explaining to Others -1.58 1.78 -.23   

Child Care .30 2.43 .03   

Professional Support -3.91 3.33 -.32   

Community Services .83 2.35 .09   

Note. * p < .05; ** p < .01. 

Table 5   

Empowerment Predicting Social Support 

Variable  B SE B Β Adjusted R² R² 

    -.032 .002 

Empowerment 1.02 4.21 .05   

Note. * p < .05; ** p < .01. 

Table 6   

Quality of Life Subscales Predicting Social Support 

Variables  B SE B Β Adjusted R² R² 

    -.047 .058 

Emotional -.04 .19 -.08   

Time .02 .11 .05   

Activity .11 .11 .24   

Note. * p < .05; ** p < .01. 
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Chapter Four: Discussion 

 This study specifically looked at parental perceptions of social supports in families with 

children with epilepsy in relation to the parental perceptions of family needs, family 

empowerment, and family quality of life. The analyses revealed that, as parental perceptions of 

family needs increased, the overall perception of familial social supports decreased. There were 

no associations found between family social supports and, respectively, family empowerment or 

quality of life. When looking at families’ needs, a cluster of needs was investigated since many 

of these needs were connected with each other. It makes sense that empowerment and quality of 

life may be linked with each other in relation to family functioning. The following is a discussion 

of the study’s findings. 

These Families 

 To summarize, the families in the study were doing “pretty well”.  Looking at the Social 

Support Index, these families agree that they feel socially supported as out of a possible 68, the 

mean was 44.79. These families were in the high range of the mean, the upper two thirds. 

Related to the Family Needs Score, these families agree that they don’t have many needs, due to 

the average answer being a 0.50 out of a possible 0-2 with 0 scored as “No” and 1 scored as “Not 

Sure”. And lastly for the Family Empowerment Scale, these families feel empowered as the 

mean was 3.75 out of a possible 5. In general when looking at the overall means, these families 

felt highly supported, with low needs and high perceptions of empowerment. 

Family Social Support 

Overall, the analysis revealed that, as parental perceptions of family needs increased, 

overall perception of familial social supports decreased. Even after the initial onset of childhood 

epilepsy, parents and children continue to express needs for information about epilepsy 
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management and social support (Austin et al., 1998; McNelis, Musick, Austin, Dunn, & Creasy, 

1998) since many of these needs do not diminish significantly over time (Shore et al., 2009). 

Austin, Dunn, Johnson, and Perkins (2004) reported in their research study on behavioral issues 

involving children and adolescents with epilepsy that significant social support needs of parents 

were to discuss fears about their child’s future, to be able to address worries about imminent 

seizures, and to obtain support and reassurance from others. Support groups with other parents of 

children with epilepsy were suggested as a venue in which to discuss parental fears and concerns 

about their epileptic children’s future with others who would understand their problems (Austin 

et al, 2004). To support this suggestion, other research showed that positive parenting social 

support was linked to optimal maternal parenting practices and that this relationship was 

mediated by reduced stress in the parenting role (Bonds, Gondoli, Sturge-Apple, & Salem, 

2002). 

Family Needs  

As previously mentioned, the analysis revealed that, as parental perceptions of family 

needs increased, the overall perception of familial social supports decreased, Family needs in 

many areas were also interrelated. For example, family need for child care was associated with 

family need for information and financial support. Family need for help related to explaining to 

others was associated with family need for family/social support. Furthermore, family need for 

professional support was related to the family need for help regarding explaining to others and to 

the need for community services. Comprehensive health care of the family and the child with 

epilepsy necessitates an evaluation of psychosocial care needs at every appointment or meeting 

(Shore et al., 2009), and a health care team approach to psychosocial assessment needs and 

management should be provided and coordinated with neurologic care (Ziegler et al., 2000). 
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Research findings suggest that health care professionals should plan and execute programs aimed 

at helping parents deal with the trials of raising a child with seizures (Austin et al., 2004). It is 

vital for parents to get their own support needs met in order for them to help with the emotional 

needs of their children (Austin et al., 2004). One outcome of this recommendation was an 

intervention program called “Be Seizure Smart”.  This program was tested in a pilot study that 

provided information, addressed individual fears and concerns, and also provided emotional 

support for ten families with epileptic children 7-13 years of age (Austin, McNelis, Shore, Dunn, 

& Musick, 2002). This study indicated that the intervention in “Be Seizure Smart” had the 

predicted positive effects in the families targeted, but also found a need for continued 

interventions that spoke to the psychosocial care needs of these families (Austin et al., 2002).  

Family Empowerment 

 In this study, family empowerment did not show an association with the Social Support 

Index or with the Child Health Questionnaire (quality of life). However, there was an association 

between the family empowerment score and a few of the individual family needs scores. This 

pilot study revealed that families with lower empowerment scores may have had an increased 

need for family/social support and for help regarding explaining to others. Families of children 

with newly diagnosed epilepsy are challenged with dealing with a condition about which they 

may have little knowledge, yet much trepidation (Austin, Dunn, Huster, & Rose, 1998). The 

stress of the onset of pediatric epilepsy in a child at any age causes disequilibrium in the family 

dynamics (Austin & Caplan, 2007). Due to their unpredictable nature, seizures are often linked 

with feelings of loss of control and insecurity resulting from uncertainty about when they will 

occur (Austin & Caplan, 2007). Research shows that epilepsy may cause increased psychosocial 

complications for all family members, including stress, perceptions of stigmatization, mental 
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illness, marital difficulties, low self-esteem, and limitations of social activities (Ellis et al., 2000). 

Even though this study’s data analysis did not reveal an association between feelings of 

empowerment and quality of life, research has shown that positive orientation to epilepsy as a 

chronic illness is related to better self-reported mental and physical health and to better quality of 

life (Pais-Ribeiro, Martins da Silva, Meneses, & Falco, 2007). Research also suggests that 

interventions that improve a child’s self-efficacy for dealing with seizures, stimulate 

communication between the parent and the child, and decrease caregiver stress may also 

encourage more optimistic attitudes toward epilepsy and decrease psychosocial complications 

such as anxiety and depression (Wagner et al., 2010).  

Quality of Life 

Although the Child Health Questionnaire scores (quality of life) were not associated with 

the Social Support Index, the scores did show an inverse association with the Family Needs 

Survey. As the families’ perception of their total needs increased, the perception of the families’ 

quality of life decreased. With the small sample size, a relationship could actually exist between 

quality of life and social support that could not be identified. This supports the idea that 

increasing knowledge, enhancing interpersonal and coping skills, promoting self-efficacy, and 

enriching social support resources promote resilience (Weisz, Sandler, Durlak, & Anton, 2005). 

Similarly, effective communication within the family aids all family members and increases the 

child’s resilience in the event of problematic effects of the seizures, whether emotional, societal, 

or medical (Ziegler et al., 2000). When faced with a diagnosis of pediatric epilepsy, families may 

experience periodic seizure crises that ebb and flow during the course of the illness, upsetting 

normal development patterns and “illness coping” in both the child and family members 

(Wagner & Smith, 2006). Interestingly, in a study of children with newly diagnosed epilepsy 
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(Shore et al., 1998), both parents reported similar needs and worries at three months after seizure 

onset, whereas fathers’ worries had lessened at six months after seizure onset while the mothers’ 

level of worry was more likely to stay constant. Not surprisingly, increased satisfaction with 

family relationships has been linked with a mother’s self-assurance about her capability to 

manage her child’s seizure disorder (Shore, Austin, & Dunn, 2004). A preliminary program 

called the “Seizure and Epilepsy Education (SEE) Program” for families of children with 

epilepsy (Shore, Perkins, & Austin, 2007) revealed an enhancement in quality of life of both the 

child and the parents after the intervention. Parents stated they felt less emotional strain from 

their child’s disorder, fewer worries, and had more knowledge about the epilepsy diagnosis 

(Shore et al., 2007). The recent study called “Creating Avenues for Parent Partnership” (CAPP), 

which was the pilot study providing the data for this research study, displayed potential in 

assisting caregivers in building their knowledge, confidence, and skills in order to effectively 

manage their child’s disorder, thus also improving overall quality of life (Buelow et al., 2013). 

Strengths 

 This study utilized the baseline data set from an existing National Institutes of Health 

pilot study titled, “Creating Avenues for Parent Advocacy: An Intervention for Parents of 

Children with Epilepsy and Significant Learning Problems” (Buelow, 2010). Although the data 

set was limited in size, associations with the Family Needs Survey and the Social Support Index 

were identified. This relationship was not due to these surveys being similar or having 

overlapping question domains as the Family Needs Survey questions and the Social Support 

Index questions were not in the same construct. Therefore using these two distinct questionnaires 

is a strength of the study. Unique findings were also discovered between the Family Needs 
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Survey and both the Family Empowerment Scale and the Child Health Questionnaire (quality of 

life.)  

 Epilepsy is one of the most common and severe chronic childhood neurological disorders 

(Buelow, 2007; Buelow et al., 2013; Hoare & Russel, 1995).  Approximately 300,000 children 

aged 15 and under are affected with epilepsy in the United States (Epilepsy Foundation, 2014). 

Studies have shown that epilepsy may be accompanied by increased anxiety and depression, low 

self-efficacy, decreased sense of control, social stigma, decreased social support, social 

withdrawal, and an overwhelming fear of seizures (Baker, 2002). The social implications in 

childhood epilepsy are often severe, contributing to feelings of isolation and loss of self-esteem 

(Epilepsy Foundation, 2014).  Parents also report high levels of stress (Buelow, 2007), caregiver 

remorse, and struggles specific to parenting a child with epilepsy (Wagner & Smith, 2006). 

Caring for a child with a disability is a huge obligation for the parents, one that can far surpass 

that of usual parental care (Raina, O’Donnell, Schwellnus, Rosenbaum, King, Brehaut, Russell, 

Swinton, King, Wong, Walter, & Wood, 2004).  

Nonetheless, although this burden has been identified regarding the family with 

childhood epilepsy, little attention has been paid to the family with epileptic children (and those 

children with learning disabilities) by health care professionals and the research community 

(Buelow et al., 2013). Persevering in the pursuit of research regarding families with pediatric 

epilepsy is definitely a strength of this study since it has been well documented that epilepsy 

affects the entire family and not only the epileptic child (Wagner et al., 2010). Looking at 

specialized assessment strategies can lead to beneficial interventions (Leske, 2002) for children 

with epilepsy and their families.  

Limitations 
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Due to the difficulty finding participants for the original pilot study, the participants were 

recruited from the membership of a major Midwestern City’s Epilepsy Foundation (Buelow et 

al., 2013). These participants were fairly high functioning, and they had fairly good problem-

solving skills and established self-efficacy (J. Buelow, personal communication, April 26, 2013).  

Recruitment barriers of transportation and childcare needs were common reasons for not taking 

part in the study (Buelow et al., 2013). Participants also had comparatively high socioeconomic 

standing, which may have been an obstacle in identifying caregivers with greater needs (Buelow 

et al., 2013). This was a convenience sample and not a random sample due to the logistics of 

locating enough people in this sample population who were willing to participate in a study 

(Lim, Follansbee-Junger, Crawford, & Janicke, 2011). Furthermore, being a pilot study, a small 

sample size was utilized. This can be problematic with data analysis because the effect size or 

power might not be strong enough and a correlation may show when indeed there is none (A. 

Stright, personal communication, April 26, 2013).  Because the data were cross-sectional, one 

cannot make a causal statement, but one can describe an association between the dependent and 

independent variables (A. Stright, personal communication, April 26, 2013). Also, the children in 

the study had learning difficulties in addition to their epilepsy, so this further narrows to who 

may apply and, consequently, even that population cannot be generalized to the larger population 

of children with epilepsy. Finally, because the parents of the children in the study were fairly 

high functioning with comparative high socioeconomic standing, the results may be biased 

somewhat, therefore our findings cannot be generalized to the larger population of families with 

children with epilepsy.  

Also due to this small sample size, the data set could not be analyzed via multiple 

regression because there was not enough power for regression analysis or the ability to control 
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for confounding variables. However, even though the regression analyses showed no 

relationship, theoretically the variables could have been related, with the negative results due to 

the small sample size (D. Estell, personal communication, March 27, 2014).  

There was also not an independent data collection. The same participants filled out the 

data for each survey instrument. Therefore, shared method variance could have been a factor in 

the analysis (A. Stright, personal communication, April 26, 2013).  Furthermore, the design of 

this study was cross-sectional and correlational, not longitudinal over time, so even tentative 

causal statements or predictions cannot be made without subsequent data collection (A. Stright, 

personal communication, April 26, 2013). 

Another problem related to the data collection; the open ended questions/answers found 

at the end of the Family Needs Survey were not collected or analyzed. Therefore, this survey was 

not utilized in its entirety. 

Future Research 

Regarding future research, increasing the number and representativeness of participants 

in a similar study, thus increasing statistical power and generalizability, would be desirable. An 

extension of this pilot study, branching out as multiple comparable studies conducted in different 

areas of the country would be a recommendation. Also, a longitudinal study over time is advised.  

 In respect to avoiding shared method variance, the researcher could divide the 

questionnaires between the two parents in the family, but that would limit the sample to two-

parent households.  The researcher could possibly ask health care workers to fill out one or two 

of the questionnaires, but the answers would be limited to what they know about the family and 

therefore might not be thorough. After much deliberation, we concluded that this is a study 

regarding parental perceptions and the parents are indeed the best reporters available. 
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Conclusion 

Historically speaking, health care workers often underestimate the impact of epilepsy-

caused stressors on the individual and/or family (Devinsky, 2004). One of the greatest challenges 

facing children with recurring seizures and their families may be the unpredictability 

accompanying epilepsy (Wagner & Smith, 2006, Wagner et al, 2010). According to Schmid-

Schonbein (1998), epilepsy ought to be viewed as a process, while also looking at the individual 

trajectories of patients with epilepsy. Considering family systems theory (Friedemann, 1989; 

Cummings, 2002), research should also include looking at the patients’ entire family process of 

coping with epilepsy since families with epilepsy commonly fare worse on the entire scope of 

family dynamics, demonstrating poorer parent-child relationships, increased maternal 

depression, and overall problems with family functioning (Rodenburg, Meijer, Dekovic, & 

Aldenkamp, 2005).  

Implications regarding education for the health care worker abound. For example, health 

care workers need to be aware of the existence of the Epilepsy Foundation, national and state, so 

they can share that valuable resource and access information when working with families of 

pediatric epilepsy. Health care workers also need to be cognizant of family systems theory, so 

they will be mindful of how the potential impact of the diagnosis and treatment of an epileptic 

child can affect all members of the family. Health care workers also must be knowledgeable of 

the level of health literacy of the family with a child with epilepsy, so they can speak at an 

educational level that the child and family can understand. All these topics would be 

advantageous to be presented in the undergraduate and/or graduate education of the health care 

worker before entering the workplace and also communicated in the orientation of the health care 

members who work with families with children with epilepsy. 
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After reviewing the results of this study, families who have a comfortable income may 

not have many health care needs. A future research study could possibly focus on families of 

children with epilepsy without an adequate income, via splitting the sample population between 

“poor” versus “comfortable”. The consequent research question could be “How are family needs 

(for information, family and social support, financial support, help related to explaining to 

others, child care, professional support, and community services), family empowerment, and 

family quality of life related to parental perceptions of social support according to 

socioeconomic status?” By targeting lower socioeconomic families with pediatric epilepsy, one 

could focus on interventions and special programs that are necessary in that client population. 

This study has contributed to the literature through reinforcing the importance of social 

support of families with children with epilepsy and attempting to study it by using data from an 

existing data set.  Continued research into increasing social support for families with pediatric 

epilepsy is advisable. 
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 Summer Curriculum Committee 

 Indiana University School of Nursing 

 

2012 – 2013 Committee Member 

 BSN Evaluation Committee 

 Indiana University School of Nursing 

 

2011 – Pres.  Committee Member 

 Baccalaureate Curriculum Committee 

 Indiana University School of Nursing 

 

2008 – Pres.   Committee Member  

Faculty Curriculum Committee 

    Indiana University School of Nursing 

 

2008 – 2009    Committee Member 

    Space Planning Nursing Programming Committee 

    Indiana University School of Nursing 

 

2007 – Pres. Committee Member 

 Local Council of Women 



 

 

 Indiana University Health Bloomington Hospital 

 

2007 – 2009   Committee Member 

    Admission/Criteria Task Force 

    Indiana University School of Nursing 

 

2007 – 2009   Committee Member  

    Simulation Interest Group 

    Indiana University School of Nursing   

 

2007 – 2009 Committee Member 

 List Serve Group 

 International Nursing Association, 

 Clinical Simulation and Learning 

 Spokane, WA 

 

2007 Panel Participant 

 Pre-Nursing Course 

 Indiana University 

 

2006 – 2008 Committee Member  

    Region 8 Workforce Development Group 

    Bloomington, IN 

 

 

HONORS & AWARDS 

 

2009 – 2011   Stipend Award 

    Human Development  

    (Learning and Developmental Science) 

    Indiana University School of Nursing 

 

2010                 Scholarship Award 

    Indiana League for Nursing 

    Indiana Nurses Foundation 

 

2008 – 2009   Workforce Development Scholarship 

    Workforce Development 

    Region 8, Grant Fund Division 

 

1982    Graduation with Highest Distinction 

    Indiana University – Indianapolis, IN 

 

1978    Graduation with Highest Distinction 

    The Ohio State University – Columbus, OH 

 



 

 

PROFESSIONAL AFFILIATIONS 
 

Alpha Lambda Delta Honors Society 

 

American Public Health Organization 

 

Association of Community Health Nursing Educators 

 

National League for Nursing 

 

Sigma Theta Tau International Honor Society of Nursing 

 

 




