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ABSTRACT 

STACY SUE ROSELLO 

RE-TEST RELIABILITY OF FAMILY L.I.F .E. 

AUGUST2010 

Family L.LF.E. (Looking into Family Experiences) is an occupation-based semi

structured interview that provides direction toward family centered care. While validity 

of the tool was explored, reliability was not established. The goal of this study was to 

determine test-retest reliability of Family L.LF.E. with two occupational therapists and 

fifteen families with a child on the autism spectrum. Family L.LF.E. was administered 

per protocol. Each participant identified and rated five family occupations on efficiency, 

effectiveness, and satisfaction. One week later, each participant re-identified and rated 

the original family occupations on the same parameters. A mean percentage of 92% was 

calculated for the occupations re-identified in the entire item pool. Mean score 

differences for effectiveness, efficiency and satisfaction were analyzed using the 

Wilcoxon Sign Ranks Test. Significant differences were found on the satisfaction 

parameter. The Spearman Rho Correlation Coefficient revealed positive relationships on 

all parameters. Results indicate that Family L.LF.E. 's re-test reliability is good. 
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CHAPTER I 

INTRODUCTION 

As pediatric occupational therapists intervene in treatment, it is critical that they 

acknowledge that the child is part of a much broader entity-the family system. The child 

is integrated into the family unit and cannot be separated from the day to day occupations 

that occur. Family occupations are important and include routines which give rise to 

rituals (Segal, 2004 ). Engaging in family occupations develops a sense of cohesion, and 

meaningful ritualistic family occupations develop a sense of "being" (DeGrace, p. 348, 

2003) As a result, a unique identity is gained from togetherness during these occupations. 

Often times this sense of cohesion is absent in families with a child with special needs 

while the family focuses merely on routines (Degrace, 2003; Humphrey & Corcoran, 

2004). Routines can be altered around a child with a disability (Segal, 2004 ). Changes in 

these routines which may typically evolve into rituals, affect the identity of the family 

(Segal, 2004 ). By focusing on family occupations that are either missing or in need of 

intervention, occupational therapists intervene not only with the child, but also the whole 

family system. When professionals eagerly engage the family, they have a far reaching 

impact (Dundst, 2002). Family centered care and family occupations go hand in hand. 

For evaluation and intervention, the focus should not be solely the child, but also the 

family. Critical to family centered practice are effective reliable evaluation tools to 

measure family occupations. Family L.I.F.E. (Looking into Family Experiences) is a 
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newly developed occupation-based evaluation that may provide direction for therapists to 

collaborate with the family, evaluate and intervene in family occupations, and measure 

perceived success in these occupations. While it's face validity, content validity 

(Honaker, 2007; Honaker, Rowe & Davis, 2008), construct validity (Honaker, Santore & 

Unger, 2006; Honaker, Rowe & Davis, 2008; Honaker, Huttel & Horton, 2009), and 

concurrent validity (DeLizzio & Lane.,2008) have been explored, reliability of the 

instrument has not been established. To further the body of research and potentially add 

credibility as an effective tool, the goal of this study was to determine and test-retest 

reliability of Family L.I.F.E. with fifteen families who have a child with autism and two 

occupational therapists. 

Purpose of the Study 

The purpose of this study is to determine the test-retest reliability of the Family 

L.I.F .E. instrument. 

Research Question: 

What is the test-retest reliability of Family L.I.F.E. tool? 

These questions will help to answer the research question: 

1. Do clients identify the same family occupations when assessed two times by the 

same therapist? 

2. What is the relationship between the mean effectiveness, mean efficiency, and 

mean satisfaction scores of the originally identified family occupations when 

assessed two times by the same therapist? 
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Definitions and Terms 

Family Centered Care is defined as the professional providing the family with education, 

giving them control in decision making, and establishing a collaborative joint venture in 

order to achieve best success for the child and the family 

Family is a unit in society which partakes in day to day living that develops into routines 

and rituals to establish its unique identity. Family includes a nuclear family, adoptive 

family, extended family, single-parent family, blended family, and/or non-traditional 

(homosexual, bisexual) 

Primary Caregivers are those who provide day to day care and are responsible for the 

child. They can be the traditional mother and father, but also legal guardian, step-parent, 

grandparent, aunt, uncle, or homosexual couple or any other individual of the family who 

cares for the child on a daily basis. 

Limitations and Assumptions 

This study was completed with a convenience sample in a regional location as 

well as by two experienced therapists. These limitations impact the ability to generalize 

test results to the whole population of families of children with autism and to its utility 

among therapists with varying degrees of experience. Also, it is assumed that those 

individuals who were part of support groups for children with autism will have a child on 

the autism spectrum. It should be assumed that children of the participants received 

services during the interval between the two administrations of Family L.I.F .E. and the 

parent may have discussed issues with the service-provider which could influence the 

results and scoring on the second administration. Because one rater collecting data in this 
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study has a high degree of familiarity with Family L.I.F.E. as well as family centered 

care, results may have differed. This addressed in the methodology section of the paper. 

In addition, since the assessment was given in different arena's (home, clinic, or private 

place) responses may differ. 
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CHAPTER II 

REVIEW OF THE LITERATURE 

The Significance of Family Occupations, Routines and Rituals 

Families typically engage in family occupations via routines and rituals. Routines 

organize behaviors (Segal, 2004). Routines can be defined as" ... established sequences 

of occupations or activities that provide structure for daily life (American Occupational 

Therapy Association, 2008, p. 641 ). Rituals are more meaningful and symbolic and give 

the family identity (Evans & Rodger, 2008; Fiese, Tomocho, Douglas, Josephs, Poltrock, 

& Baker, 2002; Segal, 2004) Rituals can be explained as" ... symbolic actions with 

spiritual, cultural, or social meaning that contribute to .. .identity and reinforce ... values 

and beliefs (American Occupational Therapy Association, 2008, p. 642). Expanding on 

these concepts, Fiese et al. defined routines as, "This is what needs to be done" whereas 

rituals are explained as, "This is who we are." (2002, p. 382). An example of a family 

routine may be setting the table and eating dinner whereas an example of a family ritual 

may be engaging the whole family together in conversation around the dinner table. 

There is a continuum between both the ritual and the routine, when the mundane routine 

shows takes on more meaning or emotional relevance, it becomes ritual (Evans & 

Rodger, 2008). 

Family occupations create routines and rituals. The importance of family 

occupations and engaging in them develops sense of cohesion. In particular, family 
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rituals, characterize family "being" (DeGrace, p.348, 2003) or engagement in meaningful 

family occupations. Family occupations are a significant part of a child's life. An 

illustration of the significance of bonding that family occupations elicit can be seen in the 

results of an interview with 25 families with children with diagnoses including attention 

deficit hyperactivity disorder, spina bifida and muscular dystrophy. The findings 

indicated that the families chose occupations to enjoy one another and have fun as a 

family entity, to share with one another or meaningfully communicate, and to teach the 

about religion, ethnicity, or family (Segal, 1999). Knowing when family routines and 

rituals are hindered or absent, therefore can potentially provide occupational therapists a 

relevant starting point for intervention. 

The Response of Family to a Child with a Disability 

Family occupations are affected when the family includes a child with a 

disability. Sometimes the response to a child with a disability can be positive and 

strengthen the family unit while other times the response can be negative (Case Smith, 

2004 ). The sense of cohesion developed by family occupations can be absent in families 

with a child with special needs and the family may focus merely on routines (Degrace, 

2004). Families with a child that has special needs must cope with increased demands 

which may produce stress that impacts the family's ability to participate in family 

occupations (Case-Smith, 2004; DeGrace, 2004; Fiese et al., 2002). Family stress can 

destroy the typical routines and rituals which are the organizers of family life (Fiese et 

al., 2002). DeGrace (2004) explains that by focusing therapeutic interventions on the 

occupations of the family, not solely the child, occupational therapists may better 
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facilitate both family goals and child development. She found for families of children 

with autism that much of family life was dedicated to caring or managing for the child. 

The families felt a loss of the typical family occupations, the sense of family 

belongingness and contentment. On the other hand, this negative effect is not inevitable. 

Case-Smith (2004) researched family identities and occupations via 60 hours of 

interviews and observation in the natural environment with eight families of pre

schoolers with a chronic medical condition. She concluded that despite the extra effort 

needed for caring for the child, and the concessions made by family, the families were 

more appreciative of life and accepting of those with differences. 

Enfolding a child with disabilities into family life is a process. The place that the 

family is in that process may affect responses and must be considered. The continuum 

may range from complete denial on one end to acceptance on the other. The family may 

fall in different places on the continuum throughout the process. If a family is in a state 

of acceptance and is empowered, they may view their experiences as positive. When 

confronted by loss or unexpected challenges, more negative perspectives may arise. 

Regardless of the response, it is evident that the typical family routines and rituals 

experienced by the family can be altered or some become non-existent because of the 

strong demands of caring for the child with special needs. An evaluation geared to the 

family, may help occupational therapists assist the child and his or her family to 

participate in important activities, and also broadly help to provide them with a sense of 

accomplishment, cohesion, and acceptance. 
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The Hierarchy toward Family Centered Care 

Engaging the family in therapy via family centered care is the ideal goal of 

treating the child within the family system. By focusing on the family unit, results are 

farther reaching for both the child and the family, and family involvement yields better 

effects (Dundst, 2002; Ozdemir 2008). Family centered care can be simply explained as 

the professional providing the family with education, giving them control in decision 

making, and establishing a collaborative joint venture in order to achieve best success for 

the child and the family. 

Professional - family relationships based on active participation in evaluation and 

intervention define whether or not family centered therapy is being conducted (Dundst, 

2002). To start, it is important to realize that there are varying degrees of how therapists 

interact with the family. Brown, Humphry, and Taylor (1997) analyzed an open-ended 

survey question to develop a hierarchy of the amount of involvement between the 

therapist and the family. The researchers used participants from Humphry, Gonzalez, and 

Taylor's study (1993) of 361 occupational therapists from a stratified random sample 

from different venues (physical disabilities, developmental disabilities, and mental health 

special interest sections of the American Occupational Therapy Association). 

Specifically, Brown et al. analyzed the survey's open-ended question "What do 

you see as the most important outcome of your contact with the family?" Based on the 

responses, the authors coded and categorized their results to create a seven-level 

hierarchy of family-therapist involvement. They identify the levels as 1) family not being 

involved, 2) family as provider of information, 3) family learns about the condition and 
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carries out home programs, 4) family psychodynamics are addressed, 5) family is 

consulted on goals and treatment, 6) family is extensively collaborated with on 

evaluation, goals and treatment, and last, 7) family is in charge of services. The degree to 

which occupational therapists and families engaged in each level was not indicated, and it 

is not documented exactly how, when, or if they move toward more family centered care. 

Hanna and Rodger (2002) reviewed the literature and concluded that changing to 

a family centered focus can be difficult for therapists because the client-centered model is 

so readily used. Positively, as a profession occupational therapy is moving in the right 

direction, Hinojosa, Sproat, Supawadee, Mankhetwit, and Anderson (2002) conducted a 

survey of 327 pediatric occupational therapists from 46 states. The responses indicate 

72.5% occupational therapists felt that the entry level education prepared them to work 

with families with a special needs child in comparison to a previous survey in 1988 

which indicated only 15% were prepared (Hinojosa, Anderson, & Ranum, 1988). Mayer, 

White, Ward, and Barnaby's (2002) research indicates that occupational therapists 

reported that as they gained more experience, they became more comfortable about 

engaging with the family. 

Despite lack of formal education on the family and unclear delineations of the 

extent and how or when therapists move up the family-therapist hierarchy, based on 

survey and report, occupational therapists are aware of the magnitude of the relationship 

with the family (Hinojosa et al., 2002; Mayer et al.,2002). In Hinojosa et al.' s survey 

(2002), seventy-six percent of therapists agreed that the time spent with a parent has the 

greatest effect on the child; thus supporting the need for family involvement. In another 
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study with 10 occupational therapists, all of the occupational therapists interviewed 

indicated that the family knew the needs of the child best; and working with the family 

was the most important key to unlocking the child's potential for development (Mayer et 

al., 2002). 

The results of these studies suggest that a hierarchy exists of therapist-family 

involvement and the reported trend is toward increased comfort with working with the 

family, despite limited training in family systems. Most importantly, occupational 

therapists are cognizant of the importance of the family's influence on a child. 

The Implementation of Family Centered Practice 

While occupational therapists report family involvement as critical, no 

comprehensive studies were found in the occupational therapy literature that focused on 

specifically observing or quantifying the therapist-family relationship or implementation 

of family centered care. Other professional literature provides the basis for understanding 

how well, and if family centered care is implemented. 

Despite its foreseen potential benefits, family centered practice, true to its 

definition, is practiced minimally (Dundst, 2002). Because many practitioners are viewed 

as kind and friendly, the relationships with the family are often acknowledged as family 

centered, yet in reality, it is not true family centered intervention (Dundst, 2002). 

Furthermore, the practice of family centered care is dependent on the age of the child 

served. Dundst (2002) reviewed the special education literature on family intervention 

practice, and found a trend that as the child moved out of the early intervention arena, 

family centered care declined. In preschool the focus shifted more toward kindliness to 
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the family, in elementary school family centered care was almost nonexistent, and in 

middle and high school it was typically not practiced. Most significantly, even those who 

seemed to engage in family centered care in the early intervention setting were not 

applying the principles correctly (Dundst, 2002). They were focusing on a positive 

relationship between the professional and the caregiver, but were not truly depicting the 

essence of family centered therapy (i.e. teamwork, family as director). 

Further in support of this finding, McBride and Peterson (1997) explored family 

centered intervention in the community and found it to be more focused on the child than 

the family related issues. Using purposive sampling of 15 early intervention teachers and 

28 children/families, they trained observers, with an estimated 85% mean inter-rater 

reliability, who identified child/parent/interventionist interactions. The results 

determined that the child's skill development was the focus of the session a striking 89% 

of the time. 

Conversely, when this collaborative family-lead model is used correctly in 

treatment, research shows positive outcomes (Chao, Bryan, Burstein, & Ergul, 2006). In a 

randomized control trial of 40 three to five-year-olds with the potential for developing 

language and behavior issues, research staff put family centered care into practice. Chao 

et al. reported extensive collaboration with the families including discussion of the 

parent's problems, success/failure of intervention, and alteration of the plan accordingly. 

Their results showed significant differences between the treatment and control groups 

indicating success with family centered practice. 
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Measuring Family Occupations 

Evaluations with standardized measurements of family life are critical (Fiese et 

al., 2002). Yet, while standardized measures hold value, there is a lack of instruments to 

focus on qualitative aspects such family occupations. When a qualitative instrument is 

used, it establishes more depth and meaningful, holistic intervention, and helps to 

establish a family centered approach (Honaker, Rowe & Davis, 2007). In addition, 

qualitative assessment produces dedication from the family toward both the evaluation 

and intervention process (Deacon & Piercy, 2001). Four current instruments of family 

functioning are used in family centered practice. 

The Family Adaptability and Cohesion Evaluation Scale (FACES 11) is a five 

point-self-report-questionnaire consisting of 30 statements related to relationships and 

beliefs about family living. It helps to determine and provide an illustration for 

understanding the family on two parameters, cohesion and adaptability. Its benefit is for 

descriptive purposes to depict family functioning (Place, Hulsmeir, Brownrigg, & 

Soulsby, 2005). For a family centered approach, it appears most useful as a reference to 

understand the pattern in which a family is operating. 

Another instrument useful for understanding family functioning is the Family 

Environment Scale (FES). This tool is a true/false 90 items questionnaire for families and 

contains 3 areas of assessment: relationships, maintenance ( organization of family life), 

and personal growth (includes family goals and activities). This scale shows how the 

family relates and adjusts to one another (Cohn & Cermak 1998) and recognizes within 

its structured questionnaire, in part, the individuality of the family. It has the potential to 
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begin to guide family centered practice by revealing aspects of family's social realm and 

functioning to professionals for discovering needs and assessing change. 

The Family Assessment Measure (FAM) provides information on the family from 

different perspectives. It is a standardized self report questionnaire provided to family 

members 10-12 years of age and above. Its three scales focus on the psychological 

aspects of family functioning, dyadic relationships and perceived individual views of his 

or her functioning within the family unit (Skinner, Steinhaur, & Sitarenios, 2000). It 

provides a visual mapping or line graph of how each individual is functioning within the 

family unit. The FAM is particularly useful in conjunction with a comprehensive clinical 

evaluation. For family centered intervention it helps to highlight controversial issues, 

increase awareness of variances in viewpoints about the family, encourage 

communication, establish goals and intervention, and provide a measurable resource for 

reevaluation of change and effectiveness of intervention. 

The Darling Family Assessment System (DF AS) is a semi-structured interview 

accompanied by the Darling Family Rating Scale (DFRS). It has a focus on identifying 

problems within the family system via four viewpoints (parent, child, parent-child, and 

whole family unit). This comprehensive assessment recognizes problems in the context of 

health, development, emotional, behavioral, life events, contextual issues to name a few 

which give the evaluator sources for intervention (Wilkinson, 2000). Its utility in family 

centered practice is that it regards a wide range of areas for treatment, and also 

accommodates each individual's perspectives within the family which helps to direct 

psychologically based treatment to individual as well as dyadic and the whole family. 
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In reviewing the above tools each show a unique purpose and use for family 

centered intervention. Family routines and rituals however are also not explicitly 

addressed or the primary focus. Most importantly, while some look broadly at 

psychological aspects of family functioning, and others also regard identification of 

family characteristics, they do not focus on the inherent individuality that make the 

family occupations unique or relevant to the family unit and the child. As occupational 

therapists the concentration on doing is crucial in treatment of the child and the family, 

and a valid and reliable evaluation tool with a focus on family occupations may be the 

first step to guide family centered intervention which in turn will facilitate family 

cohesion as well as child progression. 

Family L.I.F .E. 

Family L.IFE. is a new semi-structured qualitative interview and rating scale 

developed to identify family occupations in need and provide a perceived measure for 

them. Embedded in its content is a goal and treatment planning protocol to steer 

therapists for intervention of family centered care and directly address family occupations 

(Honaker, 2007). This tool provides a framework for the mutually active process of 

family centered care in practice while identifying unique and relevant family occupations 

for intervention. Ultimately, Family L.lFE. shows the potential to guide occupational 

therapists to fully embrace the family in practice and yield promising outcomes. 

The therapist begins to engage the family from the start via the semi-structured 

interview. The interview includes a demographic section identifying family members, the 

child's diagnosis, and special needs. It also includes a time diary of a typical day and 
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typical weekend day to help to identify routines and rituals. Within those two sections, 

eight interview questions under three categories (Family Togetherness, Child Rearing, 

Impact on Family Occupations) are posed. The therapist helps the family to identify up to 

five key family occupations and limiting factors, though the family is responsible for the 

ultimate choices. The family then rates the occupation on effectiveness, satisfaction, and 

efficiency using a Likert Scale at the initial meeting. The sum of the scores are tallied for 

each factor and divided by the number of occupations (up to five) to achieve a separate 

final score on effectiveness, efficiency, and satisfaction. Typically, the limiting factors 

which include client factors, performance skills, performance patterns, context, and 

activity demands (American Occupational Therapy Association, 2008) may need further 

assessment via other standardized evaluations (i.e. norm referenced or criterion 

referenced) to provide more in-depth understanding of their contributions. Next, goals 

and an intervention plan are established with the family, respecting their needs and 

allowing the process to help them "be" a family (Honaker, 2007). All the information is 

extensively documented in the scoring booklet. At a designated progress point, after 

intervention appears successful or unsuccessful, or at discharge, the five occupations are 

reassessed on the same scale by the family and scores are recalculated to determine if 

there is a change. 

To support the need for an assessment tool for family occupations Honaker, 

Santore and Unger (2006) found a significant difference between professionals and 

families who had a child with a disability when identifying frequency of some family 

occupations. The authors report that these discrepancies produce evidence for much 
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needed collaboration between professionals and families. The goal of Family L.IF.E. is 

to identify five meaningful family occupations that are in need of intervention and to 

measure perceived change in efficiency, effectiveness and satisfaction of family 

occupations. 

Currently, there are not any intra-rater reliability or test-retest studies completed 

for this evaluation. When the family and the child are stable, their identification of 

occupations, ratings and scores on three constructs should remain consistent over a short 

period of time. As a result, upon reassement of the test, Family L.IF.E. should reveal 

reproduction of consistent occupations and of score ratings to establish test-retest 

reliability to be used dependably in practice. 
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CHAPTER III 

METHODOLOGY 

Design 

To support test development, a methodological research design was used. The 

purpose of methodological research is to determine the reliability or validity of a test 

instrument and no intervention is conducted or analyzed for effect. The characteristic of 

the study is to simply examine the methods of the research (Portney & Watkins, 2009). 

Specifically for this study, test-retest reliability was observed for Family L.JF.E.. Test

retest reliability is used to determine a tool's consistency of measurement at two different 

times while keeping situations the same (Portney & Watkins, 2009) 

Instrument 

Family L.JF.E. is a semi-structured interview completed with the family 

member(s) to identify up to five prioritized family occupations in need. Family L.JF.E. 

provides a framework for goal and intervention planning as well as a perceived 

measurement scale for the identified occupations in the areas of efficiency, effectiveness, 

and satisfaction. 

In order for a tool to be useful in practice it must demonstrate validity and 

reliability. Face, content, and construct validity have been established (Honaker, Rowe & 

Davis, 2008). Both face and content validity were endorsed together with pilot studies, 

and presentation and agreement among professionals held in high regard in the field at 

the American Occupational Therapy Foundation's Habits and Rehabilitation Conference 
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in 2007 (Honaker, 2007). Also, construct validity was also explored by Honaker, Rowe 

and Davis (2008) via a content-analysis from which indicated that Family L.IF.E. was 

determined to be in alignment with terminology of other disciplines. In addition, this 

study demonstrated strong relationship and coincided with the occupational therapy 

process as defined by the Occupational Therapy Practice Framework (Honaker, Rowe & 

Davis, 2008). 

A series of thematic analyses were conducted to explore construct validity of 

Family L.IF.E.. Honaker and colleagues found content-rich similarities that illustrate 

valid measurement of family occupations across diverse families, diagnoses, and cultures. 

Key themes emerged among families with a child with a disability: " ... The child's 

occupations become the family's occupations" (Honaker, Santore & Unger, p. 2, 2006; 

Honaker, Ogden, & Smit, p.11, 2008) and the family's occupations affect the child's 

occupations (Honaker, Huttel & Thornton, 2009). These common themes reveal the 

influential nature of family and the child. (Honaker, Huttel et al., 2009). In addition, four 

consistent supporting themes surfaced. The "desire for normalcy, Family L.I.F.E. style 

changes, resource modifications and building bonds ... " (Honaker, Huttel et al., p.9, 

2009) which again explain likenesses that collectively help to establish construct validity. 

The Family L.I.F.E. tool demonstrated concurrent validity via strong correlation 

with the Preschool Activity Card Sort (PACS) and the Childhood Autism Rating Scale. 

Lane and Delizzio (2008) explored relationships between children's social participation 

and family occupations with children on the autism spectrum and found that as P ACS 

scores decreased, scores on efficiency, effectiveness, and satisfaction from Family 
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L.IF.E. decreased (correlations ranging from .54-.76). Also, lower means on the Family 

L.IF.E. ratings correlated with higher scores on the CARS (correlations ranging from -

.70-- -.92) indicating that as the severity of autism increased, Family L.IF.E. ratings of 

family occupations decreased. 

Participants 

Family participants were a convenience sample of fifteen families/primary 

caregiver(s) 18 years and older from three venues: an outpatient private practice clinic, 

Coordinated Movements, Inc. in Charlotte Hall, Maryland; parent support groups from 

ABOARD (Advisory Board on Autism and Related Disorder) in Pittsburgh, Pennsylvania 

and clients/contacts from Autism Services by Klaw in Pittsburgh, Pennsylvania. Inclusion 

criterion was a family of any structure or culture with English as the primary language 

with a child between the ages of 3 and 12 with the diagnosis on the autism spectrum 

(including autism, PDD, PDD-NOS, or Asperger's Syndrome) and in which the child had 

at least one other sibling. Another sibling(s) was part of the inclusion criteria as families 

with children with autism have a different dynamic than a typical family. Often times 

families spend more time with the child with autism than the typically developing 

child(ren), and place more responsibility on the sibling (s) (Elder & D' Alessandro, 2009). 

Verification of the diagnosis was provided by the Maryland clinic only. It was assumed 

that children from Pennsylvania whose parents participate in a support group for children 

on the spectrum indeed have the relevant diagnosis. Exclusion criteria were those 

families unable to agree to the commitment of interviewing within a week interval. If the 

child had more than one caregiver, all primary caregivers were invited to participate in 
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the interview. However, in all the interviews only the mothers were the respondents. 

Informed consent was obtained from each participant. 

One family was selected from the Pennsylvania sample and one from the 

Maryland sample based on convenience to be videotaped. They were the first respondents 

who met the inclusion and exclusion criteria and met alternate criteria of attending only 

one interview and being videotaped for the one-hour session. The 1st and 2nd families' 

videotapes were used for teaching purposes between the author of Family L.IFE., Dr. 

DeLana Honaker and the raters. Results of Family L.IF.E. from the 1st and the 2nd 

families were not used for test-retest reliability data collection, but were used in 

descriptive statistics. 

Procedures 

Recruitment 

Each family was recruited and invited to participate via an invitational flyer 

presented either personally by the rater or sent via email. Families contacted were also 

recruited with a scripted invitation prior to presentation of the flyer or in the text of the 

email. Families who met the inclusion were confirmed as participants by phone call via 

the raters. The Pennsylvania sample included eight families and the Maryland sample 

included seven families 

Researchers 

The first researcher was the principal investigator of this study who has a high 

degree of familiarity with Family L.IF.E. and family centered practice. She is a qualified 

registered licensed occupational therapist of 16 years who has worked with children for 
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15 out of the 16 years. The second researcher was a licensed registered experienced 

occupational therapist who has worked with children for 13 out of 16 years. One month 

prior to data collection, researcher two was provided with a copy of the manual, 

evaluation, and scoring sheets and she was expected to read and understand the protocol 

for administration, scoring and interpretation of the evaluation, and the basis of family 

centered care. She was also presented with a detailed time line for completion of the 

study, Institutional Review Board Guidelines and the Family L.lF.E. test-retest reliability 

study proposal. Since the Family L.lF.E. evaluation is not published, three weeks prior to 

data collection, direct contact via phone conversation was provided to each rater with the 

author, DeLana Honaker PhD. This conversation occurred to ensure the opportunity for 

questions and answers regarding administration, documentation, scoring or family 

centered care. 

To ensure accuracy in administration of Family L.lF.E.-two weeks prior to data 

collection, each researcher completed the interview with the first family who met the 

inclusion/exclusion criteria in each state. The video recorder was placed so as to view 

both the participant's responses and the therapist's administration. Only the semi

structured interview (including the demographics, time diary, and interview questions) 

and the rating scale were completed. The videotape, results, and scoring were sent via 

U.S. mail to the author of Family L.lF.E. as she is seen as the expert in administration. 

She viewed, evaluated, and then, critiqued the researchers' administration and scoring. 

She shared her results with each rater via a phone conversation one week prior to data 

collection and provided consultation as necessary. A result of the phone conversation was 
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the addition of the definition of routine and ritual prior to the time diary portion of the 

interview for clarification for the respondent. The addition used by both raters was as 

follows: "Routines are the things that we do, often everyday, as we go through our days 

but we usually don't think much about them. For instance, we rarely think about the 

things we do before going to bed like turning off all the lights, brushing our teeth, putting 

on our P.J.'s, etc. and if we forget to do one of those things, we don't give it much 

thought. Rituals are sometimes routines too but they have additional meaning to the 

people involved; for instance, the bedtime routine may include reading to your kid(s) 

every night but it is a ritual if you treasure that time and miss it if you don't get to do it. 

Rituals also include things like 'Family Game Night' or the special things we do around 

the holidays. Routines are "things that need to be done" and rituals explain "This is who 

we are," and they give your family "identity". 

Identifying five family occupations and rating five family occupations. The test 

was introduced to each family by showing them the Family L.IF.E. manual. Using the 

Family L.IF.E. tool, each researcher interviewed each family on two occasions one week 

apart. The families were interviewed face to face at their homes, clinic, or in private 

place such as a library or an office. Demographic information was collected. Only the 

semi-structured interview (including the demographics, time diary, and interview 

questions) and the rating scale of Family L.IF.E. were administered. The evaluation 

summary, and intervention planning sections were not completed. 

From the results of the interview, the limiting factors were identified by the 

family as per protocol of the Family L.IF.E. tool. Collaboration and guidance occurred 
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with the occupational therapist as needed. Those factors that were identified that most 

impact the family/child helped to determine the five family occupations. Thus, the five 

occupations were unique to each of the families and were ultimately decided upon by the 

families. For purposes of this study, five family occupations were identified. This 

requirement parts from protocol of Family L.JF.E. which allows up to five family 

occupations. Family members rated the occupations from the first test administration on 

efficiency, effectiveness, and satisfaction and the therapist recorded the scoring. One 

week later, the therapist re-interviewed the same family members in the same context, 

who identified five family occupations, and they again rated the occupations on the same 

parameters and the scores were documented and calculated by the researcher. To 

determine consistency on the retest, the researchers used a yellow highlighter to mark 

areas that had not changed per parent report and to identify change: new information was 

written in red. Upon completion of the study, results from the Maryland sample were sent 

to the principal investigator via U.S. postal services. 
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CHAPTER IV 

RESULTS 

Demographics and Study Related Information 

The participants in the study included 15 mothers as the respondents. The 

diagnoses of the children on the spectrum included 4 with autism, 5 with Asperger's 

syndrome, and 6 with PDD-NOS. Six children had accompanying diagnoses in addition 

to that on the autism spectrum. The ages of the children ranged from 4 years O months to 

11 years 2 months. Four children were female and eleven were male. All of the families 

were of Caucasian race, and all of the children were living within a traditional family 

except one which was experiencing a separation. The average number of siblings was 

1.16. The sample included seven families from Maryland and eight from Pennsylvania. 

Sixty percent of the sample was receiving OT services and of that number, six were from 

MD and only two were from PA. Forty percent of the interviews took place in the 

family's home, 40% took place in the clinic, 13% took place in a private room in a local 

library, and 6% took place in a private office location. The average length of time 

between interviews was 7.08 days (see Appendix A). 

Occupations Identified 

Using the Occupational Therapy Practice Framework (2008) the occupations 

identified by the participants were classified under Areas of Occupation. The resultant 

classifications were as follows: 41 % Social Participation, 23% activities of daily living, 
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16% leisure, 8% instrumental activities of daily living, 5% play, 4% rest and sleep 1 % 

education, and 1 % work (See Figure 1 ). Social participation included occupations such 

as family mealtimes, going to a community outing such as store or restaurant. Activities 

of daily living included ease of completion of morning or bedtime routines or change in 

daily routine, dressing, showering, bowel and bladder management, and hygiene. Leisure 

included vacationing, alone time for couples or with each individual child, bike riding, or 

participation or exploration of extracurricular activities for children. Instrumental 

activities of daily living included childrearing or parent need for more education about 

strategies for taking care of a child with special needs or ability to attend church. 

Education included homework completion impacting the family's evening routine. Work 

included advocacy or volunteer activities to raise awareness of autism. Play included the 

ability to play with other children including siblings or peers, share or play games or 

explore playground equipment. Sleep included the child who had difficulty falling asleep 

or resting well thorough out the night. (See Appendix B) 
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Simple descriptive statistics were used to determine the agreement of the number 

of occupations prioritized at the first interview in comparison to number of occupations 

prioritized at the second interview. The first interview with Family L.JF.E. revealed 65 

prioritized occupations as identified by the mothers. On the second meeting, 60 of the 

same occupations were re-identified. Thus, of the entire pool of occupations that were 

identified on the first assessment, 92% were identified on the second assessment. 

Mean scores, standard deviation and median were calculated on each parameter 

for pre- and post- administration (See Table 1). A Wilcoxon Signed Ranks Test was run 

on each pre- and post- test pair of mean score differences to determine if there were any 

significant differences. There were no significant differences between the scores for 

efficiency and effectiveness (p=.05). However, on the satisfaction parameter the test 
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demonstrated a significant difference between the pre- and post- scores (p=.05). (See 

Table 1.). 

Table 1. 

Descriptive Statistics and Results of Wilcoxon Signed Ranks Test 

N Mean Median Standard Deviation p* post-pre 

Pre-efficient 13 3.7846 3.0 1.94373 

Post-efficient 13 4.2385 3.4 2.55091 .116 

Pre-effectiveness 13 4.6115 3.6 2.38241 

P ost-eff ecti veness 13 4.5500 3.2 2.29909 .645 

Pre-satisfaction 13 4.5769 4.0 2.18180 

Post-satisfaction 13 4.2423 3.6 2.30071 .050 

*The calculated two-tailed p-value is for the Wilcoxon Signed Ranks Test 

Relationships of Scores of Efficiency, Effectiveness, and Satisfaction on the 

Family Occupations 

The non-parametric relationship between the scores on each parameter 

(efficiency, effectiveness, and satisfaction) pre-test and post-test was calculated. The 

correlations were calculated using Spearman's rho. The results are as follows: Efficiency 

showed a positive relationship with r = .485. Effectiveness r =.824, and Satisfaction r 

=.852; both with the significance at the .01 level (See Table 2.) Given the statistical 

results, for the efficiency parameter, there is moderate correlation between the pre- and 

post-test scores. For the effectiveness and satisfaction parameters, the correlation is 

strong between the pre- and post-test scores. 
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Table 2. 

Nonparametric Correlations-Spearman's Rho 

Parameter Pre-Post Test Correlation Coefficient Significance (2-tailed) 

Efficiency .485 .093 

Effectiveness 

Satisfaction 

.824 

.852 
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CHAPTER V 

DISCUSSION 

The aggregate results of this study provide good evidence that Family L.IF.E. is a 

reliable tool for identifying desired of occupations. Family occupations were replicated 

after a one week interval from a homogenous population. An extremely high percentage 

(92%) of family occupations was re-identified from the entire item pool. 

The stability within the identified occupations suggests that even families with a 

child with a disability have routines that remain unaltered even though they are 

challenging. The occupations originally identified by the mothers as a concern were still 

the ones that were most desired for a change a week later. Routines which could be 

characterized as effortful such as shopping while chasing down a runaway child in the 

grocery store, excessive preparation before going out into the community, intensive 

prompting to complete showering and morning hygiene, or limiting family social events 

to stay at home versus going to out to get a hot dog were still valued. Per their reports, in 

some ways the families adapted routines and rituals to make things easier for the child on 

the spectrum, but put other family members at a disadvantage. Other adaptations included 

limiting the number of family occupations. 

The finding of this study that it is likely that family occupational needs will 

remain stable overtime has implications for occupational therapy practice. Occupational 

therapists can intervene by helping the child develop skills to participate in family life, 
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and by working with the family toward achieving their needs for family occupations. 

Family L.lF.E. can be a useful tool in cultivating new meaningful routines and possibly 

even rituals that can lead to family cohesiveness. 

Family L.lF.E. explores effectiveness, efficiency and satisfaction of participation 

in these occupations. Results of the dependent Wilcoxon Signed Ranks Test indicate that 

there were no significant differences between each of the pre-test and post-test mean 

differences of efficiency or effectiveness, but there was a significant difference between 

the satisfaction scores. These results suggest that the parents viewed the occupations as 

consistently effective or efficient over a week interval. Therefore, we can anticipate that 

these scores will remain stable over a week's time. The impact of the stable rating is that 

this allows therapists to anticipate that changes that they will see over time are not a 

result of a test error. 

On the other hand, the results of the satisfaction scores demonstrated a significant 

difference between pre- and post- test. Therefore, the satisfaction parameter appears to 

have less stability than efficiency and effectiveness. It can be anticipated that therapists 

will see changes between the satisfaction scores. The reason for this result can not be 

answered by this study because of lack of qualitative information. However, the trend 

was for the scores to decrease. It may be that the mothers were more likely to express a 

different level of satisfaction on the second interview, or that perhaps satisfaction simply 

changes considerably over a week, or that even discussing areas that are problematic 

raises awareness and perceptions of dissatisfaction become more apparent. 
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Satisfaction may also show greater variability because it is an emotional state of 

mind versus a measurement of physical effort or success at a task. All in all, in practice a 

large difference would be needed between the scores to reason that something had 

changed significantly in the family's satisfaction outside of inherent test-retest variation. 

While satisfaction showed variability within the scores, it demonstrated a strong 

positive relationship pre- and post-test indicating consistency among high or low scores 

based on the Spearman Rho correlation. This consistency was present among all three 

parameters. Both effectiveness and efficiency also demonstrated positive relationships. In 

particular, results indicate that the relationship between the pre-and post-tests on 

effectiveness and satisfaction was very good. Although efficiency pre- and post- test was 

moderate, the relationship was still meaningful. Again given these correlations, therapists 

can anticipate that the scores that they obtain at any one time would likely be high or 

likely be low; thus, demonstrating consistency in the test. 

For test-retest reliability Family L.JF.E. is a dependable instrument and therapists 

can confidently use the tool in practice because of the stability in scores on the efficiency 

and effectiveness parameters and because of the meaningful positive relationships on all 

three parameters. Overall, Family L.JF.E. can potentially provide occupational therapists 

good guidance in determining whether family routines and rituals are hindered, absent or 

flourishing. Given the Family L.IF.E. protocol which elicits direct engagement and 

collaboration with the family, the tool provides the potential to establish a partnership 

between the therapist and the family from the beginning which may continue throughout 

intervention. The family centered perspective of Family L.IF.E. can inherently guide 
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therapists to provide family centered care and to gain a better understanding of the 

family's influence on the child and his or her life "outside the clinic." 

Limitations 

Some limitations of this research include one diagnostic group, small sample size 

of one race, response by only mothers despite invitation to all caregivers, and use of only 

two regional locations. Because of these limitations, generalization to an entire autism 

spectrum disorder population in world-wide localities, races, ethnicities, cultures, and 

other populations of families who have children with different special needs is limited. If 

more than one caregiver were respondents, results could differ as well. Also, both 

researchers were experienced pediatric occupational therapist, therefore the ability to 

generalize this study's results to raters of varied experience or to different disciplines is 

cautioned. Although the researchers were trained via the author of Family L.IF.E. for 

accuracy of administration, inter-rater reliability has not been established which could 

have affected results. 

Further Research 

Further research is warranted to validate these results in other realms and to 

extend the support for the instrument. Replication with a larger nationwide sample would 

produce more generalized results. A change of the sample population in order to 

determine if results would be consistent across families with children of various 

diagnoses or other single diagnostic categories would broaden its scope. A study with 

more than one caregiver as a requirement may yield different occupations that would be 

identified and/or possible changes in scoring based on more than one opinion. Given the 
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significant differences in the satisfaction scores pre- and post- test more research is 

warranted to determine if the satisfaction scores changes or remains stable. Replication of 

this study with a caveat of including a question such as "This rating has changed since the 

last time you answered it. What would you attribute the cause of that change?" to help to 

better understand changes in the satisfaction score. By delving more into qualitative 

analyses of the family's emotional state or weekly challenges (or lack there of) may 

provide a better understanding of score differences on satisfaction. To add more 

explanation to the scores, giving the test over longer intervals ( e.g. 2 weeks, 1 month, 3 

month) while treatment is occurring would provide answers to how well the family is 

achieving or not achieving improvement in the desired occupations. Thus, looking at all 

the scores longitudinally, particularly satisfaction may yield better realization of what 

happens to the parameter's scores with implementation of treatment. Also, by finding out 

if relationships exist between the scores on the other parameters and the satisfaction score 

may provide more insight into why the satisfaction score may change or remain the same. 

Family LIFE. may be a tool to use for qualitative research purposes to determine 

similarities of needs between families with children of the same diagnosis. Finally, inter

rater reliability was not established for this test. It is recommended to determine if there is 

consistency in administration and acquired information on Family LIFE. between 

practitioners from novice to expert or of different disciplines ( e.g. speech language 

pathologists, physical therapists, psychologists, or social worker). 
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Conclusion 

Given the test-retest results from the current study, and thorough exploration of 

validity from past studies, Family L.lF.E. can be used with relative confidence as a tool 

for occupational therapy practitioners. By nature of its design, Family LIFE. embodies 

family centered care. It can be a guide for occupational therapists to fully embrace the 

family in practice in hopes to yield promising outcomes. 
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APPENDIX A 
Demographic and Study Related Information 
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Table 3. Demographic Information 
Participant Respondent Child's Child's Culture Family Sib- OT 

gender age type ling 

Video A PDD Female 4y0m Caucasian MIN 1 Yes 

1 Autism Male 5y 5m Caucasian MIN 1 Yes 

2 Autism Female 6y9m Caucasian MIN 1 ½* Yes 

3 PDD-NOS Male 10y2m Caucasian MIN 1 Yes 

4 PDD Male 4y9m Caucasian MIN 1 Yes 

5 PDD Male 9y9m Caucasian MIN 1 Yes 

6 Autism Male 8yl lm Caucasian MIN 1 No 

Video B Asperger's Male lOylm Caucasian MIN 1 No 

7 PDD-NOS Male 5y 5m Caucasian MIN 1 Yes 

8 PDD Male 8y7m Caucasian MIN 2 Yes 

9 Autism Male 6y4m Caucasian MIN 1 Yes 

10 Asperger's Female lOy I Im Caucasian SIN 1 Yes 

11 Asperger's Male 5y9m Caucasian MIN 2 No 

12 Asperger's Female 1 ly2m Caucasian MIN 1 No 

13 Asperger's Male 5y Im Caucasian MIN 1 No 

Note. *designates a sibling that does not live in the same household 
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Table 4. Study Related Information 

Participant Respondent Context Interval State 

Video Mother Clinic MD 

1 Mother Clinic 7 days MD 

2 Mother Clinic 7 days MD 

3 Mother Clinic 7 days MD 

4 Mother Home 7 days MD 

5 Mother Clinic 7 days MD 

6 Mother Clinic 7 days MD 

Video Mother Library PA 

7 Mother Home 7 days PA 

8 Mother Library 7 days PA 

9 Mother Home 7 days PA 

10 Mother Home 8 days PA 

11 Mother Home 7 days PA 

12 Mother Office 7 days PA 

13 Mother Home 7 days PA 
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APPENDIXB 
Occupations Identified and Categorization in Areas of Occupation 
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Participant 1 Occupation AOC* Changed Changed AOC 
Occupation 

100% Bedtime Routine ADL 
Re-identified 

Morning Routine ADL 
Sunday School and IADL-
Church Religious 

Observance 
Dad Parenting on IADL-
Weekend Childrearing 
Mealimes as Social 
Family on Participation-
Weekend Family 

Participant 2 Occupation AOC Changed Changed AOC 
Occup__ation 

100% Bedtime Ritual Social 
Re-identified Participation-

Family 
Community Social 
Activities Participation-

Community 
Advocacy: Work-
Education of Public Volunteer 

Participation 
1: 1 Activities with Leisure 
Kids and as a 
Couple 
TravelN acation Leisure 

Participant 3 Occupation AOC Changed Changed AOC 
Occupation 

100% Mealtimes Social 
Re-identified Participation-

Family 
Bedtimes ADL 
Bible Social 
Reading/Prayer Participation-
Time Family 
Dad Arriving Social 
Home Participation-

Family 
Morning Ritual Social 

Partici2ation-
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Family 
Participant 4 Occupation AOC Changed Changed AOC 

Occupation 
100% Family Outings Social 
Re-identified Participation-

Community 
Bedtime/Bathtime ADL 
Mealtimes Social 

Participation-
Family 

Playtime Play-
Participation 

TravelN acation Leisure 
Participant 5 Occupation AOC Changed Changed AOC 

OccuP._ation 
40% Mealtimes Social 
Re-identified Participation-

Family 
Socialize with Social 
Friends and Family Participation-

Family and 
Peer 

Attend School School Vacation Leisure 
Play with Play- Community Social 
Neighborhood Participation Outings Participation-
Friends Community 
Following IADL-Safety Bedtime ADL 
Directions (safety) Routine 

Participant 6 Occupation AOC Changed Changed AOC 
Occupation 

80% Mealtimes Social 
Re-identified Participation-

Family 
TravelN acation Leisure 
Mom Time/Child Social 
Independence Participation-

Family 
Extracurricular Leisure 
Activities 
1:1 Time as a Leisure Vacation Leisure 
Cou:ele 

Participant 7 Occupation AOC Changed Changed AOC 
Occupation 
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100% Community Social-
Re-identified Participation Community 

( stores, restaurants) Participation 
Altering Daily ADL 
Routine 
Parent Education IADL-
re: Sensory Childrearing 
Strategies 
Bike Riding Leisure 
Mealtimes Social 

Participation-
Family 

Participant 8 Occupation AOC Changed Changed AOC 
Occupation 

100% Sleep Routine- Sleep 
Re-identified Falling Asleep Preparation 

Community Social 
Participation Participation-

Community 
Family Games Play 

Participation 
Bowel and Bladder AOL 
Managment 
Altering Daily AOL 
Routine 

Participant 9 Occupation AOC Changed Changed AOC 
Occup__ation 

100% Morning ADL 
Re-identified Routine/Dressing 

Community Social 
Participation Participation-
(store) Community 
Family Leisure in Leisure 
Community 
Leisure Leisure 
Extracurricular 
Activities for 
Children 
Evening Education-
Routine/Homework Participation 
Comeletion 

Participant 10 Occupation AOC Changed Changed AOC 
Occupation 
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100% Evening ADL 
Reidentified Routine/Shower 

and Personal 
Hygiene 
Mealtimes Social 

Participation-
Family 

Altering Daily ADL 
Routine 
Morning ADL 
Routine/Dressing 
Socialization with Social 
Friends Participation-

Peer 
Participant 11 Occupation AOC Changed Changed AOC 

Occupation 
80% Re- Mealtimes Social 
identified Participation-

Family 
Attending Church IADL-

Religious 
Observance 

Socialization with Social Bedtime ADL 
Sister (sharing) and Participation- Routine 
Friends Family/Peer 
Parent Education Childrearing 
Re: Sensory 
Strategies 
Community Social 
Particpation (store) Participation-

Community 
Participant 12 Occupation AOC Changed Changed AOC 

Occupation 
100% Morning Routine ADL 
Re-identified 

Family Social 
Socialization Participation-
(other's points of Family 
view) 
Family Leisure Leisure 
Participation 
Family Mealtimes Social 

Participation-
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Family 
Community Social 
Participation Participation-
(store) Community 

Participant 13 Occupation AOC Changed Changed AOC 
Occupation 

100% Mealtimes Social 
Re-identified Participation-

Family 
Sleeping Sleep 

Participation 
Appropriate Social 
Socialization Participation-

Family/Peer 
Playing with Play 
Brother Participation 
Community Play Play 
Exploration Ex:Qloration 

Video Occupation AOC Changed Changed AOC 
Participant A Occupation 

Communication Social-
Participation 

Behaviors on Social 
Community Participation-
Outings Community 
Dinner Social 

Participation-
Family 

Bedtime ADL 
Bathtime ADL 

Video Occupation AOC Changed Changed AOC 
Participant B Occupation 

Morning Routine ADL 
Participation in Leisure-
Sports Participation 
Mealtimes Social 

Participation-
Family 

Evening Sleep 
Routine/Sleep Preparation 
Parent Education Childrearing 
Re: Suppport 
Group/Challenging 
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Behaviors 
Note. * AOC is Area of Occupation 
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