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ABSTRACT 

EVELYN ANDERSSON 

OCCUPATIONAL ADAPTATION: 
ASSESSING FAMILIES' ADAPTIVE CAP A CITY 

AUGUST2004 

Families with children diagnosed with autism spectrum disorders (ASD), 

experience many challenges and often adapt their whole life style around their child's 

needs. This line of research describes the results of three studies aimed at: 1) Exploring 

the needs for occupational services for families with children diagnosed with ASD; 2) 

Developing an assessment instrument serving as the initial step in the occupational 

therapy evaluation; and 3) Establishing initial content validity of the assessment. Five 

major themes emerged from the analysis of the results from the explorative study using 

phenomenological methods: Family Occupations, Psychosocial Aspects, Assessments, 

Treatments and Overall Reflections. For family occupations the concepts of routines, 

focusing on the child with autism, implementing own home programs and typical 

occupations are discussed. Concepts within the psychosocial theme were stress and 

worry, guilt, disappointment and need for early information. Concepts from assessments 

and therapy were inappropriate tests, minimal parent involvement, making the best 

choices and occupational therapy. The results from the explorative study indicated the 
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necessity to carefully assess: The entire family's needs and the child's needs, families' 

present and preferred engagement in occupations and factors that decrease the family's 

stress level. A literature review of assessments in the fields of family sciences and 

occupational therapy resulted in an analysis of two family centered assessments and three 

occupation based assessments. The development of a family focused occupation based 

assessment "The Family Occupational Needs Assessment" (FONA) is described. The 

FONA measures a family's adaptive response to specific occupational challenges in 

present time together with occupations the family would like to participate in for the 

future. The FONA presents a systematic approach for facilitating and documenting 

treatment planning, treatment implementation and treatment outcome measures based on 

the theory of occupational adaptation. Finally, results from a pilot testing of the FONA 

are presented. An analysis ofthe FONA's effectiveness and efficiency in obtaining 

valuable information is compared with the open-ended interview procedure performed in 

study 1. Implications for evidence-based practice following the framework of the theory 

of occupational adaptation are discussed together with the use of the FONA in education 

of occupational therapists. The FONA's potential for future research and application with 

other populations is suggested. 
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CHAPTER I 

INTRODUCTION 

Families with children diagnosed with autism spectrum disorders (ASD), may 

benefit the most from occupational therapy services that are provided in their homes. It is 

hypothesized that a child with a severe disability such as ASD significantly impacts the 

occupations ofthe·whole family. Therefore, the ability to successfully design 

home/corniD.unit)r based occupational therapy services strongly depends on the therapist's 

ability to efficiently identify the service needs as perceived by the family. At this point in 

time no such cbmprehensive instruments exists in the profession's literature. This line of 

research aims to: 

a) Identify the needs for services for children diagnosed with ASD and their families 

as perceived by parents; 

b) Develop an assessment instrument with the proposed use being the initial 

assessment in the occupational therapy evaluation process. It is assumed that the 

assessment instrument will include the child's needs and the needs of the family 

as a whole. Face validity will be established via literature review and expert, peer 

and participant review; 

c) Pilot testing and revision of the assessment instrument. Content validity will be 

established via expert review and participant interviews. 
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Background and Significance 

Parenting a child with disabilities requires considerably more time and energy 

from the parent than for a typical child (Crow, 1993; Harris & McHale, 1989, Johnson & 

Dietz, 1985). The experience of parenting a child with autism spectrum disorders (ASD) 

may be even more stressful for the parents due to the pervasive nature of the disorder 

with risk of adverse family adaptation (Beckman, 1991; Milgram & Atzil, 1998). 

Occupational therapy is one of many therapeutic services provided for children with 

ASD. The focus of occupational therapy is to facilitate individuals' ability to engage in 

occupations. The occupational therapy profession makes a distinction between the terms 

occupations and activity. Occupations are used in occupational therapy "to describe 

participation in daily life pursuits ... Occupations are generally viewed as activities 

having unique meaning and purpose in a person's life ... and they influence how one 

spends time and makes decisions" (American Occupational Therapy Association, p. 610). 

Activities are not as broadly defined. Activities are goal directed but do not assume a 

place of central importance or meaning for the person. Hence engagement in occupations 

are both means and ends of occupational therapy interventions. 

The profession beliefs that the engagement in occupation will lead to successful 

participation in all contexts of life. The World Health Organization (WHO) has 

recognized that health can be affected by the inability to carry out activities and 

participate in life situations (WHO, 2001). The occupations of the family should be the 

focus of occupational therapy interventions for children with ASD (Werner, 2000) 

Therefore, it is fundamentally important for the health of the family unit and each of its 
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members that the therapist, upon evaluating a child with autism for occupational therapy 

services, carefully considers the whole family's desires, choices, and needs. 

Children diagnosed with ASD, often experience severe sensory processing 

difficulties. These problems may manifest themselves as difficulties tolerating auditory, 

visual, olfactory, gustatory, tactile, proprioceptive and vestibular stimulation from the 

environment, or seeking out excessive amounts of any of these listed sensory stimuli 

(Dunn, 1997). Sensory seeking and avoiding behaviors may influence the whole aspect of 

a child's daily activities across his/her environments. As most children spend a majority 

of their time with their families, these behaviors also influence, and in some cases may 

control, the whole family's daily occupations. 

Traditionally, sensory processing difficulties have been addressed by occupational 

therapists in sensory integration clinics isolated from the children's natural environments 

(homes, classrooms, and playgrounds). Trends in occupational therapy practice indicate 

that the future occupational therapy practice environment should be the client's real life 

environment (Hinojosa, Anderson, & Strauch, 1988). Focusing on functional skills in a 

clinic environment "may actually limit the contribution of occupational therapy and may 

deny patients the opportunity to make vital changes in their occupational adaptation 

process until they are discharged from the treatment setting" (Schultz & Schkade, 1992, 

p. 918). 

Additionally, access to clinical sensory integration treatment is limited due to 

economical and geographical factors. Sensory integration treatment is often not being 
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reimbursed by third party payers (Koomar, 1999) and the number of clinics is often 

concentrated to larger metropolitan areas (Sensory Integration International, 1999). 

It is concluded that the provision of community based occupational therapy 

services in the homes of the children may provide the most optimal benefits for the child 

and the whole family. Therapists who work with children must adopt a family centered 

approach seeing the child and his/her needs within the context of the whole family. In 

family centered care the family identifies the issues and needs of their child (Bailey, 

1987; Cunningham & Davis, 1985; Dunst & Paget, 1991; Dunst, Trivette, & Deal, 1994; 

Pearl, 1993; Rosenbaum, King; Law, King & Evans, 1998). Therefore, the specific 

service needs as perceived by caregivers must match the goals identified by the family. 

Assessing these service needs should be the first step in the occupational therapy 

evaluation process. 

Furthermore, as the occupational therapy profession aims toward evidence based 

practice it is imperative that appropriate assessments be developed. Evidence based 

practice can only be developed with clearly defined variables which can be 

operationalized and measured. Assessment instruments which aim to define those critical 

variables are the first step in building an evidence based practice. 

As the investigator has experienced working for a home-based therapy agency, 

the challenging task of meeting a family with a child diagnosed with ASD who has been 

referred to occupational therapy is to be able to determine "where to start" the assessment 

process. There are a few assessments measuring performance skills and client factors for 
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a child with ASD but a comprehensive instrument guiding in the selection of such 

assessments does not exist. 

Theoretical Framework 

The Model of Occupational Adaptation (Schkade & Schultz, 1992; Schultz & 

Schkade, 1992) was chosen as the most appropriate theoretical framework in addressing 

the occupational therapy needs of families with children with autism. This model 

provides an explanation of the interaction between the person, or in this case the family, 

and the occupational environment. Occupational adaptation is an internal process 

assumed to be present in all human beings (Schkade & McClung, 2001). 

The Occupational Adaptation process consists of a series of actions 

and events that unfolds as an individual is faced with an occupational 

challenge that occurs as the result of person/environment interactions 

within an occupational role. This process exists to enable the individual 

to respond adaptively and masterfully, that is, to meet both self-produced 

(internal) role expectations and environmentally produced (external) 

role expectations (Schkade & Schultz, 2003, p. 185). 

As an occupational challenge is being presented to an individual, internal and external 

expectations of occupational roles, sensorimotor, cognitive, and psychosocial capabilities 

together with environmental physical, social and cultural aspects will be perceived by the 

individual. An example of an occupational challenge for a family would be going grocery 

shopping. This is an occupation mostly done by one parent, in many cases the "stay at 

home Mom" who usually brings the children with her to the grocery store. The mother 
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will have internal expectations of herself as being a good caretaker of her children, 

making sure that all the nutritional needs for her family are being cared for. External 

expectations may be that she as the mother should be able to bring her children to the 

grocery store and make sure that they are behaving appropriately in that environment. 

Grocery shopping requires the use of sensorimotor skills such as navigating the store, 

finding the needed items and lift and put a child into the grocery cart. Some of the 

cognitive skills required are remembering what to buy, comparing prices and paying at 

the check out register. Psychosocial skills may be to know how to ask for help and 

interacting with the children to make sure that they are following the "rules" of shopping 

such as not touching merchandise and.staying close to their parent. The grocery store 

environment in the culture of the United states usually requires the shopper to understand 

English, being able to navigate the store, know how the store is organized and where to 

find the different categories of groceries, and know how to do the check out procedures. 

If the mother has a child with ASD, this scenario becomes increasingly challenging. Her 

child may have difficulties tolerating the many sensory stimuli in the store environment. 

The child may have difficulties with change and transitions making both entering and 

leaving the store traumatic. The child may react by throwing a temper tantrum, try to run 

away or simply refusing to move. Now the mother has a much more complex 

occupational challenge to respond to: 

This mix of expectations ... prompts the Person to create an 

occupational response, perform it, assess its efficacy, and integrate 

the information surrounding this occupational event into the person 
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for subsequent use (Schkade & Schultz, 2003, p. 191). 

One of the internal mechanisms that are available to the individual in this process is 

called the 'adaptive response generation subprocess'. 

The adaptive response generation subprocess consists of the adaptive response 

mechanism and the adaptation gestalt. "This is the portion of the process where the 

therapist ultimately hopes to have an impact if the client's adaptive capacity is to be 

enhanced" (Schkade & Schultz, 2003, p. 192). The adaptive response mechanism consists 

of three constructs: Adaptation energy, adaptive response modes and adaptive response 

behaviors. 

Adaptation energy is a finite amount of energy available at two levels of 

awareness: primary with a high level of energy use and secondary with a low level of 

energy use. The adaptation energy fuels the adaptive process and should last a lifetime. 

Secondary energy is assumed to be more efficient, more sophisticated, and more creative 

than the primary level of energy (Schkade & Schultz, 2003). The mother with the child 

throwing a tantrum in the grocery store may use a lot of primary energy trying to deal 

with the situation. She may try to physically lift and carry her child with her. She may try 

to talk to her child. These strategies are usually not effective with a child with ASD. 

Adaptive response modes are a repertoire of person system response patterns used 

in responding to an occupational challenge. This repertoire develops as the result of 

maturation, the challenges presented, and the outcomes experienced. Adaptive response 

modes are existing, modified or new (Schkade & Schultz, 2003). Adaptive response 

behaviors exist within the person systems and contribute to the generation of an adaptive 
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response. There are three classes of adaptive response behaviors: primitive, transitional, 

and mature. A person moves around these three classes of behaviors depending on the 

occupational challenge presented. Our mother in the grocery store example may at first 

use existing response modes such as trying to talk to her child or carry her child. Upon 

realizing that these responses are not successful with her child, the mother will have to 

modify her responses or try completely new responses. Some of the new responses may 

be to prepare her child for the grocery store experience by provide a sensory diet with her 

child or use social picture stories. A modified response may be that the family decides to 

not bring their child to the grocery store. The family may reorganize their schedule so 

that shopping and other errands will be done while one parent stays at home with their 

child while the other parent performs the errands. Primitive, transitional and mature 

response behaviors could be exemplified with the mother trying to deal with her 

tantruming child in the store. A primitive response is a state of being stuck. The mother 

will have no idea of what to do with her child. A transitional response would be that the 

mother tries anything that comes up in her mind to get her child to stop screaming, 

offering candy, offering a movie when they get home or trying to hug her child. A mature 

response behavior could be that the mother is applying sensory calming strategies 

(learned from her child's occupational therapist) or using a behavior modification 

strategy. 

The internal assessment of relative mastery leads to possible modification ofthe 

adaptive response. This evaluation may be conscious or subconscious. The occupational 
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therapist can bring this evaluation to the conscious level as a way to facilitate the 

adaptive process. 

Once the occupational response has been completed ... 

the Person evaluates the response in terms of efficiency 

(how much were personal time, energy, and available resources 

used?; effectiveness (to what extent were the performance 

expectations met?); and satisfaction to self and society (to what 

extent did the Person experience personal gratification and to 

what extent did society regard the response as adaptive and 

masterful?) (Schkade & Schultz, 2003, pp. 203-204). 

If the results from the evaluation of the adaptive response are favorable, this particular 

occupational event will be incorporated in to the Person's adaptive response mechanisms 

and will contribute the Person's overall adaptive capacity. The mother will evaluate her 

responses to her tantruming child in the grocery store. If the sensory or behavior 

modification approaches are being evaluated as being successful, they will be 

incorporated in to the family's adaptive response mechanism. The strategies may be used 

by all family members in different situations. Using these strategies in a variety of 

situations will increase the number of occupations the family could participate in. That 

would represent an increase the family's adaptive capacity. 

Outline 

This line of research involves a series of three studies. Chapter two," Parents' 

Perspectives on the Need for Community Based Occupational Therapy Interventions", 
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presents the results from an explorative study intended to obtain an understanding of 

parents' perceptions of their needs and how those needs could be effectively identified 

during an evaluation. Chapter three, "Development of the Family Occupational Needs 

Assessment" (FONA), presents a review of family focused and occupation based 

assessments which were used for the development of an assessment instrument 

addressing the purpose ofthis line of research. Chapter four, "Pilot Testing of the FONA" 

presents the results from a pilot testing aiming to establish initial construct validity of the 

FONA. 
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CHAPTER II 

PARENT'S PERSPECTIVES ON THE NEED FOR COMMUNITY BASED 

OCCUPATIONAL THERAPY FOR CHILDREN DIAGNOSED WITH AUTISM 

A phenomenological perspective was used as a theoretical framework to guide the 

interview process of exploring the phenomenon of parents, perceptions about how their 

needs are effectively assessed for designing occupational therapy interventions. A 

phenomenological research tradition is "based on the premise that human experience 

makes sense to those who live it, prior to all interpretations and theorizing" according to 

Creswell (1998, p. 86). 

Method 

This study aimed to answer the question: What are the needs for occupational 

therapy services for children diagnosed with ASD and their families? In-depth open

ended interviews with parents were used to answer this question. 

Participants 

Five English speaking parents with children diagnosed with ASD and having 

experience of receiving services for their children (age 3 to 8.11) agreed to participate in 

this study. Since autism most often is diagnosed between 2 to 3 years of age, it was 

determined unlikely to be able to recruit families with children younger than 3 years. The 

families were recruited at a parent support group meeting in a suburban area in north 

Texas. During the support group meeting the investigator explained the line of research 

and distributed a brochure describing the procedures and purpose of the planned research 
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(Appendices E and F). Each parent was also given a form where they could submit 

contact information if they were interested in participating in the study. In order to 

maintain anonymity during the recruitment process, all forms whether indicating interest 

or not were collected at the end of the session. Six parents had indicated interest in 

participating and were contacted by the researcher by phone and e-mail. Five of the six 

parents were able to schedule appointments with the researcher. One parent was unable to 

participate due to a demanding schedule. The researcher met with each one of the parents 

at locations convenient for them. The purpose of these first meetings was to explain the 

informed consent procedures and answer any questions the parents had. The parents were 

informed about their rights to withdraw from the study at any point in time and that the 

signed consent was for their participation in both study one and the planned study three 

(pilot testing of the assessment instrument). The five parents decided that they wanted to 

participate and informed consent was obtained (Appendix D). Upon the parents' 

approval, the investigator then proceeded to perform the first interview with each parent. 

Data collection procedures 

The interviews were conducted by the investigator and transcribed verbatim. 

Parents were asked to describe the daily activities they are involved in and their 

experience from evaluations and services that have been beneficial for them and their 

children. Probing questions were used when necessary, please see Appendix G for 

interview questions. 
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Data analysis 

The transcribed interviews were coded into categories from which themes were 

developed in the following manner: statements were extracted from each parent's 

perceptions of needs; meanings were formulated by reflection on the statements; the 

meanings were clustered into "specific need area themes" that were common to all the 

participants' descriptions. 

Trustworthiness ·techniques 

An audit trail was established by referring the themes emerging from the data 

analysis back to the original descriptions in order to validate them. A second validation 

process was achieved by peer review: an occupational therapy colleague performed the 

coding, categorization and reflection as stated above. The derived meanings were 

compared. A third validation process was achieved by member check: returning to the 

participants and asking them if the description formulated validated the original 

experience. Additionally, a fourth validation process was a reflective journal kept by the 

investigator throughout the whole data analysis process. 

Results 

The following section will provide demographics and specific descriptions of 

each participating family's unique characteristics. The emerging themes and concepts are 

described in detail and illustrated by citations from the participants' interviews. 

Description of the Recruited Families 

All of the families lived in suburban middle to upper middle class suburban areas 

in the Dallas Fort Worth area. Four ofthe five children diagnosed with autism spectrum 
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disorder attended a well-managed progressive public school district, which had started a 

pilot program for children within the higher functioning spectrum of autism. Several of 

the parents attended parent support meetings organized by the school district in addition 

to a second parent initiated support group from which they were recruited for this study. 

All of the parents were very well informed about resources available in their communities 

related to autism and good advocates for their children's needs. In an attempt to make 

these families' stories more vivid for the reader and give credit to the five recruited 

families' unique characteristics, each family was given a descriptive code name to 

illustrate their specific capabilities and strengths. 

Family one was named the "We Do It Ourselves" due to their excellent adaptive 

abilities to develop and single handedly implement their own extensive and very 

successful home program for their child. The We Do I Ourselves consisted of two 

parents, one boy with the diagnoses of Pervasive Developmental Disorder (PDD) and 

Asperger's Disorder age 8.11 and a daughter age 5.8. The mother used to work outside of 

the home but had chosen to be a stay at home Mom to be able to attend to their son's 

needs. Their son attended a full day of school five days per week. He did not participate 

in any private therapy at present time but had gone to an outpatient occupational therapy 

clinic in the past and had also participated in an intensive speech therapy program which 

had been very successful. He did not receive any school based occupational therapy 

services at the time of the study. 

Family two was named the "Timers" due to their strong adaptive abilities to 

organize their very structured day with printed schedules and palm pilot alarms to meet 
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the requirements of an extensive supplementation and medication regimen. The Timers 

had the youngest children of the five recruited families consisting oftwo parents, one boy 

with the diagnosis of autism age 3.6 and a girl age 1.2. The mother had decided to be a 

stay at home Mom when she had her son. Their son did not attend a preschool program. 

He participated in a daily Adaptive Behavior Analysis program (ABA) carried out at 

home for two hours in the morning and afternoon. He also participated in occupational, 

physical, speech and cranio-sacral therapy at an outpatient private therapy clinic. Their 

son was on a strict diet and supplementation regimen requiring the distribution of 

medicines and supplements on exact time intervals throughout the day and at night. 

Family three was named the "Harmonys" due to their intuitive sense of just 

wanting to be together after long days of school and Dad working out of town. The 

Harmonys consisted of two parents and one boy age 5.0 with the diagnosis of autism. The 

mother was a stay at home Mom and the father worked out of town 4 days every week. 

Their son attended a full day of school and also received in home training from the school 

district two times per week. He received school based occupational, speech and music 

therapy. He also participated in ABA therapy at home on Sundays and every other 

Saturday. 

Family four was named the "Outward Bounds" due to their early successful 

initiatives to go on various outings during the weekends together, traveling and enjoying 

being a family. The Outward Bounds consisted of two parents, one boy diagnosed with 

Pervasive Developmental Disorder Not Otherwise Specified (PDDNOS) age 6.0 and a 

daughter age 5.0. The mother was a stay at home Mom and the father worked out of town 
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during the week as a temporary arrangement. The son attended a full day of school with 

school based occupational, speech and music therapy. He participated in ABA therapy at 

home three times per week for two hours and a weekly speech group. He used to 

participate in private occupational therapy at a clinic, horseback riding, gymnastics and 

swimming. He was also on a special diet. 

Family five was named the "Buddies" for being able to make friends with other 

families with children with autism to do activities together. The Buddies' consisted of 

two parents, one boy diagnosed with Asperger's Disorder age 6.8 and a daughter age 

14.0. The son went to a full day school program. He received school-based occupational 

therapy, in home training from the school district and gymnastics on Saturdays. 

Themes 

Five major themes emerged from the coding and reflection process. The four-step 

validation process as described above supported the original themes. The parents' 

feedback given after the interviews and upon reviewing the results were very supportive 

of the research and the direction taken. Some comments from the parents were: 

This is valuable and important research; we are very happy to be able to 

participate; the questions were very good; everything looked good; a good 

summary of my ramblings. 

The themes emerging from the data analysis were: Family Occupations, 

Psychosocial Aspects, Assessments, Treatments and Overall Reflections. Each of these 

will be discussed and supported with examples from the interviews. 
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Family occupations/activities. The major overall concept emerging among all the 

five families was their need of strongly developed routines throughout their day. Their 

children needed routines in order to be able to perform their daily tasks and learn. All the 

children needed strict bedtime routines and when this schedule was temporarily changed 

over holidays it took a long time for the children to get back to "normal." As one parent 

put it "we don't like him to go too long without structure." Mornings were especially 

focused on structured routines since the parents had to get the child ready for school. 

Several parents had adjusted their routines to make sure that they could accomplish 

everything in the mornings such as having the children take their baths at night and wait 

to dress a younger sibling until the older child had left for school. All of the families used 

regular household chores and self care activities as opportunities to teach and train their 

children. This required a constant presence of the parent to always "be there to cue for the 

next thing to happen." When the children came back home from school in the afternoon, 

a majority of the parents spent extensive time helping them to do their homework or if 

they did not have any, setting up their own training or learning programs for their 

children. In addition, three of the five children in this study were on strict biomedical 

supplementation regimens requiring the adherence to a schedule for medicine and 

supplementation distribution. In order to be able to remember all this, the Timers family 

had developed a very well organized schedule routine with printed schedules for every 

day of the week. The Timers also used alarms on a palm pilot to alert them to the next 

intervention of the day. Most of the parents also had their child participate in services 

provided by professionals after school. These services were either provided in the home, 
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such as applied behavior analysis, in-home training from the school district, or at therapy 

clinics and other activity centers in the community. 

There was some variability between the families regarding weekend activities and 

more "unstructured" family activities. The Harmonys really wanted to have time to just 

be together and had their weekends much less structured than the weekdays. This was 

partially due to the father working out of town 4 days per week. When he came home 

over the weekends his son really liked to play "rough-housing" with his Dad. The 

Outward Bounds prioritized family outings in the community over the weekends and 

were very happy that their children were able to enjoy participating in these activities. 

The parents attributed themselves for this success by having started very early to take 

their children out on activities. This family also traveled with their children and stayed in 

hotels. 

The second concept related to family occupations/activities were that almost all 

occupations/activities the families were engaged in were focused on the child with 

autism. The Buddies said: 

Our whole life used to circle around his life ... from the time he woke 

up to the time we went to bed. It was so difficult ... he did not want to leave 

the house .... I'd have to wait for my husband to get home from work before 

I could go out .... It was just a nightmare. 

The Timers said: 

It's just doesn't feel like there are many moments where we canjust go 

and not have to think about okay we have 30 minutes to meet the playgroup 
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in the park before I have to leave for therapy. 

Four of the five families had two children but very little time was available for the 

sibling. In one of the families the one year younger sister had taken on a big sister role for 

her brother: "she is a little therapist of her own" as her mother stated. The parents 

indicated that their roles were often more of being a therapist or trainer for their child 

than a parent together with the necessity of having one parent being the financial provider 

for their family. 

All of the families spent a lot of time implementing their own home programs, 

providing treatments and training at home with their children to promote self-care and 

academic skill development. Little time was spent or even mentioned on typical family 

occupations. Some typical family occupations common for all the families in this study 

were eating dinner, going for a walk and playing together. 

Psychosocial reflections. Having a child with autism cases a significant amount of 

stress and worry. The Timers mother stated: It's too much; I'm getting worn out; I'm 

feeling drained." The Buddies stated: "It's putting a strain on your marriage, it's putting a 

strain on the siblings, it's putting a strain on everything." 

All the parents expressed a sense of guilt of not doing enough for their child: 

When you have a child and you want him to succeed and you want him 

to make something out of himself, I don't care how much you do, 

it's never gonna feel like you're doing enough; I should do more but 

it is just draining. 
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The families explained the worries they had before they were able to get a diagnosis for 

their children and how they now worry about thei~hild getting older and facing other 

issues they need to master in the community. 

There were some expressions of disappointment, strongest with the Timers parent: 

Before he was born I had all these visions ... that's being taken away 

from me .. : this is really robbing us of a really special once in a lifetime 

opportunity. 

Ittook a long time for all of the parents to get a diagnosis for their children. Most 

of the parents had a strong intuitive sense that something wasn't right with their child 

during the first year but the diagnosis of autism took several years to be confirmed for 

most of them. All of them expressed a strong needfor early useful information. Most of 

the parents did their own research on the internet or networked with friends, neighbors 

and school personnel. They had found out a lot of information about autism before they 

were able to find a professional who could set an appropriate diagnosis. They also all 

expressed the need to get information about sensory processing difficulties early on 

which they, as they learned about them later on, felt would have helped them and their 

child to cope during the first year of life. 

Experience from assessments. The parents reported experiences from different 

types of assessments such as clinical psychology evaluations, school evaluations and 

specific therapy evaluations for ABA and occupational therapy. The We Do It Ourselves 

family had an experience with a school district using an inappropriate test for a child 

with autism. This resulted in classifying the child with mental retardation which the 
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family found devastating. Many assessments required none or minimal parent 

involvement rather than questionnaires given to the parent to fill out to inform the 

professionals. Assessments liked by the parents were the ones where they were able to 

provide a multitude of specific information. The Harmony parent described an interactive 

assessment she had participated in for her son's ABA treatment. She expressed a strong 

preference for that assessment because the questions were open ended and she really had 

an opportunity to elaborate on the questions: "I felt like she [the evaluator] understood 

the answers." 

Experience from treatment. Most of the families described a struggle to make the 

best choices of all treatments available. There appeared to be a limitation in awareness or 

knowledge on how to make educated choices based on empirically validated treatment 

options. The parents tended to engage in treatments that were readily available and 

accessible for them rather than basing their choices on effectiveness of the treatments. 

This sometimes resulted in confusion: "Do we just quit eating food?" Financial issues 

also weighted the decisions between different therapies: 

You have to weigh your options; It was expensive but worth every 

penny; We would have had to moved out of our house and into an apartment 

to be able to afford putting him in a specialized school. 

Most of the parents did, however, express a strong satisfaction with therapies that they 

had chosen to engage in. They were strongly motivated to participate in chosen therapy 

sessions and special treatment intensives. The Outward Bounds mother was looking 

forward to enrolling her son in a Tomatis treatment intensive (an auditory treatment 
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approach) that would take much of their time for the weeks of its duration. The parent 

stated in relation to the time commitment: "as far as I am concerned, everything else can 

wait." 

Occupational therapy interventions that were family focused were appreciated by 

the Timers. This family had recently graduated from early childhood intervention 

services (ECI), which used a home-based service delivery model, to a clinic based model. 

They expressed a great deal of dissatisfaction with the clinic based services and were in 

the process of finding other therapists for their child: 

ECI has a heavy emphasis on educating the parents ... ECI empowers the 

parents to do it on their own ... [clinical occupational therapy] don't go farther, 

I don't talk to the therapist, they are the experts. 

All of the parents considered occupational therapy and specifically sensory 

integration to be important for children with autism. They appeared to understand sensory 

integration therapy as an intervention to assist the child in being able to better modulate 

sensory input. Sensory integration therapy does however also serve as an intervention for 

increasing foundational skills needed for higher skill development such as fine motor 

skills and speech. This was not an understanding that was readily expressed by the 

parents. 

The Timers family wanted occupational therapy to be more integrated in the home 

with extensive parent education so that the program could be implemented by the parents 

seven days a week. There was also a strong need among several of the parents to have the 

occupational therapist assisting in increasing their children's self help skills such as 
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managing clothing fasteners. The Outward Bounds parent would like to see the 

occupational therapist working on having skills be generalized and carried over from 

other therapies such as ABA: 

Generalizing is hard ... [he] has learned to perform for certain people. The 

idea of putting the two together ... sounds really appealing. 

Overall reflection. During the progression of the interviews and upon concluding 

their interviews.all the parents repeatedly expressed a sense ofbeing thankful for 

progress made and how far their children had come with all treatments and therapies 

provided. There was a need for getting confirmation for doing the right thing for their 

child which the parents gave to themselves as they reflected over their children's progress 

as well as looking· for confirmation from the interviewer. 

Discussion 

The initial hypothesis that having a child with ASD is going to significantly 

impact the family occupations was supported in this study. Furthermore, the families 

were very focused on the here and now situation dealing with the issues at hand and 

unable to look in to the future anticipating and planning for issues that might arise. The 

families described all their activities from the perspective of attending to the needs of the 

child with ASD even when specifically prompted by the researcher to tell about family 

activities. The needs of the child with ASD had become so ingrained with what the 

family felt that they wanted to do that there was no distinction between desired family 

occupation and their perceived necessary ASD related occupations. It took a lot of time 
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and energy from the parents to implement training/therapy for their children with very 

little time left for other typical family occupations. 

The theory of occupational adaptation by Schkade and Schultz (1992), describes 

individuals as having a definite amount of adaptive energy when responding to 

challenges. Adaptation energy is described as being either primary or secondary. 

"Primary energy is a focused, higher awareness level. Excessive use of primary level 

adaptation energy will deplete the supply more than use of secondary level energy" 

(Schkade & Schultz, 1992, p. 834). Applying the concept of adaptation energy to the 

reported experience from the parents in this study may suggest that one focus of the 

occupational therapy intervention should be to assist the families in developing more 

efficient occupations to attend to their children's needs requiring the use of secondary 

rather than primary adaptation energy. 

All of the families described adhering to a strict routine throughout their day. 

Routines are considered part of the habit construct in occupational therapy (Clark, 2000; 

Dunn, 2000). The construct ofhabit can be conceptualized on a continuum. On one end 

of the continuum is habit impoverishment where there is a need to develop useful 

routines. At the other end is the habit domination where habits are becoming so 

demanding that they interfere with daily life (Dunn, 2000). In the center is habit utility 

which is where habits or routines support daily life activities. This habit construct can be 

applied to the routines described by the parents implying that the situations described 

falls under the habit domination definition. Another goal of intervention would then be to 

facilitate a change from habit domination to habit utility for these families. 
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The roles of the parents became more of being therapy providers rather than 

parents for their children which also has been documented in the literature by Allen and 

Hudd (1987) and Odom and Chandler (1990) describing parents as becoming 

"developmental therapists." This carried over to the siblings as well for two of the 

families in this study where the sisters took on the role of being "therapists" for their 

brothers. The parents were constantly under a lot of stress and constricted by their child's 

behaviors, special diet needs and tight schedules and routines. The guilt the parents 

expressed for the perception of not doing enough for their children also contributed to 

their stress level together with the knowledge that early treatment is important for 

children in this population to make progress. 

It is important that practitioners believe in and make a significant effort to fully 

understand the whole family situation when designing interventions. The parents really 

want the professional to understand their specific situation and their child's specific 

needs. This may take a significant amount of time during the initial evaluation process. 

Lieberman, Wieder and Fenckel (1997) suggest that therapists may need a number of 

sessions, taking history and using direct observations of family dynamics and hands on 

assessments, to fully understand the specific needs of the child and his/her family. 

All the families described at some point being under stress related to their child's 

special needs. Therapists may be instrumental in helping families reduce their stress by 

assisting them in identifying issues that are the most important to them (Galvin, 2001). 

Two of the families in this study were able to express a need for adequately 

assessing the needs in the home situation for the generalization of skills and optimal 
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response from their child to different caregivers and trainers/therapists. Therapists 

working in the home have excellent opportunities to get a broad picture of what programs 

the child is involved in and how to promote generalization of skills. 

There were several limitations with this study. First, the small number of 

participants from a limited socioeconomic and geographical area resulted in the unique 

experiences from these specific families and cannot be generalized to a larger population. 

Second, the children in this study were diagnosed with high functioning ASD. Families 

with children diagnosed with ASD on the other end of the spectrum may have needs that 

are completely different from these parents. 
' : 

Further research is needed with families from a variety of socioeconomic, ethnic 

and cultural backgrounds to fully understand the phenomenon of being a family with a 

child with ASD and its impact on family occupations. 
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CHAPTER III 

DEVELOPMENT OF THE FAMILY OCCUPATIONAL NEEDS ASSESSMENT 

This chapter will describe the development of, and present, the Family 

Occupational Needs Assessment (FONA). The chapter is concluded with a discussion of 

completed and recommended validity studies. Results from study 1 (Chapter II) indicated 

the necessity to carefully assess: 

a) the entire family's needs together with the child's needs; 

b) families' present and preferred engagement in occupations; 

c) factors that decrease the family's stress level 

Additionally, assessments highly valued by the parents in the above study were ones that 

gave the parent an opportunity to elaborate on his/her answers giving the professional 

individualized information about the family and the child. These results guided the 

literature review of existing assessments together with an analysis for application of the 

theory of Occupational Adaptation (OA) in the assessment process. 

Method 

This section describes the development of the Family Occupational Needs 

Assessment (FONA). It includes a review of related literature to identify family focused 

and occupation based assessments together with an analysis of applied constructs in OA. 

Steps involved in this process included: 

1) Review of related literature 

2) Review of recommended assessment tools aimed at families and adaptation 
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3) Design of a new instrument to assess the occupational adaptation of 

families who have a child with special needs (specifically autism) 

4) Establishing face validity of the instrument 

5) Development of a manual to accompany the instrument 

Literature Review 

A literature review was conducted with the purpose to identify family focused 

occupation based assessments. The search was performed in the areas of family science, 

early childhood education, and occupational therapy. 

Assessments 

A review of developed assessments in the above mentioned areas, resulted in the 

identification of several assessments useful for guiding the design of the desired 

assessment for the purpose of this study. The reviewed assessments include: Family 

Environment Scale (FES), Parenting Stress Index (PSI), Canadian Occupational 

Performance Measure (COPM), Activity Card Sort (ACS), and Activities Health 

Assessment (AHA). 

Family Environment Scale. The Family Environment Scale (PES) was developed 

to measure social and environmental characteristics of families: relationship (cohesion, 

expressiveness, and conflict) personal growth independence, achievement orientation, 

intellectual-cultural orientation, active-recreational orientation, and moral-religious 

emphasis. Three separate forms assess the present, ideal and expected family experience 

on the above characteristics (Moos & Moos, 1989). Subsections in the personal growth 
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section of this assessment would be useful for assessing present and preferred 

engagement in family occupations. 

Parenting Stress Index. The Parenting Stress Index (PSI) was developed to assess 

stressful parent-child systems. It assesses three sources of stress: child characteristics, 

parent characteristics and situational/demographic life stress (Abidin, 1995). A few test 

items from this index were found to be applicable towards assessing the family of a child 

with autism such as opportunities to spend time together with spouse and friends, sense 

of physical well being, things that are bothersome in parents' life, opportunity to do 

favorite activities, and finding time to be alone. 

Canadian Occupational Performance Measure. The Canadian Occupational 

Performance Measure (COPM) was developed as a measurement tool of a client's self

perception in occupational performance. It is aimed to be used as an initial assessment to 

identify the underlying factors limiting occupational performance. The problems 

identified can be used for the development of goals and objectives for treatment. The 

evaluator will ask the client to identify performance problems, concerns and issues in the 

areas of self-care, productivity and leisure. The client is then asked to rate, on a scale 

from 1 to 10, the importance of each activity (Law, Baptiste, Carswell, McColl, Polatajko 

& Pollock, 1994). Although this assessment is not family focused, its outline would be 

useful as a framework for the assessment needed to establish a family focused 

intervention for a family with a child with autism. The rating of importance of each 

activity would help the therapist and parent prioritize which occupations to focus on in 
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the intervention planning. Another advantage of the COPM is its possibility to be used to 

measure progress and outcome of treatment. 

Activity Card Sort. The Activity Card Sort (Baum, 2001) has been developed for 

adults and children (C. Baum, personal communication, May 13,2004 & A. Mandich, 

personal communication, May 14, 2004 ). The client is asked to sort photographs of 

activities in several categories related to level of present participation. The use of pictured 

activities appears to be a useful strategy to facilitate the parent's thinking strategy in the 

assessment process. At this point in time a version for families has not been developed. 

Activities Health Assessment. The Activities Health Assessment (AHA) is an 

individual self-reported instrument aiming at assessing the state of"activities health," 

dysfunction that interferes with activities health and needs of the individual to change to a 

functional state of activities health (Cynkin & Robinson, 1990). Activities health is 

defined as the ability of an "individual to participate in socio-culturally regulated 

activities with satisfaction and comfort" (Cynkin & Robinson, 1990, p. 67). The 

individual is asked to write down all the activities he/she engages in 24 hours per day for 

a week. The individual is then asked to color code activities participated in, classifying 

them as sleep, work, chores, leisure and self-care. The therapist will initiate an interview 

with the individual based on the color coded activities and ask the individual to rate 

his/her feelings about specific activities on a scale from 1-9. Cynkin and Robinson (1990) 

continue by giving suggestions for further in-depth interviewing regarding the rated 

activities, such as how the activities were learned and engagement in those activities in 

the past. The individual is then asked to rate on scales from 1 to 9, the balance between 
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work and leisure and chores versus desired activities. The sense of overall satisfaction 
' 

comfort and socio-cultural fit are also rated on scales from 1 to 9. The AHA presents a 

comprehensive overview of activities an individual is engaged in. The use of a schedule 

may assist in facilitating the individual to remember everything he/she actually does 

during a week. 

Analysis of the Application ofOAfor the Assessment 

.. There are several constructs within the theory of Occupational Adaptation (OA) 

that would be useful to include in a family needs assessment. The constructs within the 

adaptive response generation subprocess and the adaptive response evaluation subprocess 

will be reviewed below with application to the families who participated in study 1 and 

their adaptive capacities . 

. ·Adaptive response generation subprocess. As described in Chapter 1, the adaptive 

response generation subprocess consists of adaptation energy, adaptive response modes 

and adaptive response behaviors. Since these concepts are considered to be the ones 

where a therapist can have an impact in order to enhance the family's adaptive capacity 

(Schkade & Schultz, 2003), they need to be included in an assessment of adaptive 

capacity. 

Results from study 1 indicate that the families often operated on a primary energy 

level instead of secondary. One example was that the parents explained that self-care 

activities took a long time every day for their children. In order for the We Do It 

Ourselves son to get ready for school the mother had to constantly be present and cue him 

to continue with the next step in toileting or tooth brushing. 
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Most of the families from study 1 illustrated situations where their adaptive 

response mode was either new or modified. The Buddies struggled every day to motivate 

their son to do his homework "he will not sit down with us and do it ... he fights us tooth 

and nail ... some nights its not pretty trying to sit down and getting it done ... those are the 

nights that we kind of bump heads." We Do It Ourselves gave an example of having 

increased their adaptive capacity by being able to incorporate a new response mode into 

their existing modes: 

I know how to break down tasks into small steps. I realized that's how 

he learned. . . also he had a very strong interest in [specific] stuff. So we 

just tookthat ... we were doing ABA without knowing it. 

We Do It Ourselves also gave an example having a primitive adaptive response 

behavior. One of their present needs is to increase their son's socialization skills but they 

do notknow how to do it "that's something that we're gonna have to deal with." 

Adaptive response evaluation subprocess. This process is a self-evaluation of the 

outcome from a response to an occupational challenge. The Person evaluates his/her 

degree of relative mastery that can be either positive or negative. Schkade and Schultz 

(2003) recommend that the concepts of efficiency, effectiveness and satisfaction be 

conceptualized on a continuum that ranges from negative to positive. The midpoint of the 

continuum is a point of homeostasis. That is not a desirable state since it does not affect 

the Person's adaptive capacity. The Harmonys parent expressed a relatively high level of 

both efficiency and effectiveness when talking about their home activities making sure 

that they had time to play together. Whereas, the Outward Bounds mother felt that the 
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mornings were a struggle and that she always "kind ofbreathe a heavy sigh of relief after 

he gets on the bus ... I did it. I got his lunch made ... everything's signed." The Outward 

Bounds were feeling a great deal of satisfaction with going on outings on the weekends: 

"The kids just love that kind of stuff." 

Results 

Simultaneous with the development of the FONA, a manual was developed 

describing the assumptions, background, administration and use of the results of the 

FONA Since the manual is a comprehensive description of the FONA it was determined 

that it would serve as the most optimal description of the results. The manual is submitted 

below in its entity. The assessment forms of the FONA are submitted in Appendix A. 

Manual 

The Family Occupational Needs Assessment was developed using the theory 

of occupational adaptation (OA) (Schkade & Schultz, 2003) as a framework with the 

following assumptions: 

• Addressing the needs of the whole family based on occupational 

challenges, occupational role expectations and occupational responses 

experienced by the family. 

• Increasing the report between the family and the therapist 

, • · Increasing the focus on family participation in intervention planning, 

treatment and outcome assessment 

• Facilitating an interactive dialog between the parent and the occupational 

therapist during the assessment 
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• 

Background 

Allowing for the parents to provide specific information about their unique 

situation and needs 

The assessment form consists of 3 sections. Section 1 and 2 are two schedules 
' 

"List" and "Wish", where the family is asked to write down the activities that they do. 

These represent occupational challenges, occupational role expectations and occupational 

responses during one week in present time (List) and future (Wish). The concept of 

assessing present and future occupations was derived from Moos and Moos' Family 

Environmenf Scale (FES), (1989). FES measures social and environmental characteristics 

of families on three separate forms as present, ideal and expected. For the development of 

occupational therapy interventions that are truly family based, it was determined as very 

useful to assess both present and preferred engagement in family occupations. 

The schedule format was developed from Cynkin and Robinson's Activities 

Health Assessment (AHA), (1990). A family's organization of its activities vary. Some 

families are very structured, using written weekly schedules in order to both organize and 

remember a week's activities. Other families are less structured and may not use written 

schedules, with the exclusion of school schedules and some other extracurricular 

activities. The schedule format was chosen to facilitate the parent to remember all the 

occupations that occur during a day, including occupations that might otherwise easily be 

overseen. 

Section 3, the "Rate", is the results section of the assessment. The parent is asked 

to write down occupations identified from both List and Wish schedules and rate their 
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experience in carrying out these activities. These experiences represent their adaptive 

response generation subprocess and their adaptive response evaluation subprocess in the 

listed occupations. 

Many occupation based assessments use a rating scale in one form or another. The 

Canadian Occupational Performance Measure (COPM) by Law et al (1994), asks the 

client to rate the importance of each occupation on a scale from 1 to 10. The AHA asks 

the clientto classify occupations by color-coding them as sleep, work, chores, leisure and 

self-care. The individual is then asked to rate his/her feelings on a scale from 1-9 about 

those activities. The "Rate" form is not asking the parent to rate each occupation in 

hierarchical order. It is assumed that the occupations listed by the parent are those that the 

parent has difficulties with, wants to modify or wants to add to their family occupations. 

Since this assessment is based on the OA framework the family is asked to rate their 

capacity to engage in the listed occupations. A scale from one to three was chosen due to 

the three levels of adaptive response modes and adaptive response behaviors described in 

OA. It was determined that all the components in the assessment be rated on a 3-point 

scale to provide a consistent response format and possibly enable statistical calculations 

of the results in the future. 

The Rate sections should be the results of a facilitated discussion between the 

parent and the therapist. One of the main concepts in OA is that occupational adaptation 

is a state and a process that occurs internally within the Person, or in this case, the family. 

The therapist is part of the occupational environment and can act as a facilitator in the 

occupational adaptation process, therefore the emphasis in an OA based assessment as 
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this one must be on the parent's perceptions. The OA trained occupational therapist is the 

expert in OA theory and will assist the parent in this detailed rating process. 

Outcome measures 

The purpose of this assessment is to be used to establish a baseline for initial 

therapy intervention and for the measurement of outcome. The List schedule could be re

administrated and compared to the initial List and Wish forms. The Rate form could be 

re-administrated rating the occupations from the initial assessment to compare changes in 

the family's adaptive capacity. 

Administration 

Page 1. This is a short introduction about the assessment for the parent. There are 

also some short instructions for the parent on how to fill out the assessment. It is strongly 

recommended that the therapist also verbally explain the purpose of the assessment for 

the parent together with giving instructions about how to fill out the forms. 

Page 2. The "List" is a blank schedule page. It is recommended that the therapist 

give this page to the parent a week before the evaluation appointment. The parent is 

asked to list all the activities the family is involved in during a week. It is preferred that 

the parent is doing this during or at the end of each day so that no activities are forgotten. 

Page 3. The "Wish" is a blank schedule page. It is preferred that the therapist 

gives this page to the parent a week before the evaluation appointment. The parent is 

asked to list activities that the family wishes that they could be involved in. The therapist 

may have to facilitate a discussion with the parent on the Wish list to identify more 

activities that the family could be involved in. 
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Page 4. The "Rate" is a parent rating of the family's capacity to engage in 

identified activities from both the List and the Wish pages. This part of the assessment is 

to be done during an interactive discussion between the parent and the therapist. The 

therapist may have to assist the parent to first identify activities from the List and the 

Wish pages. The occupations will be listed in the column titled "Activity". Although the 

occupational therapy profession makes a distinction between "occupations" and 

"activity", it was determined that the word activity was a more understandable term for 

parents. The term "activity' in this assessment is used as a descriptive term for 

occupations. · 

Columns 2-4 are ratings of the family's Adaptive Response Generation 

Subprocess: Adaptation Energy (2); Adaptive Response Modes (3); Adaptive Response 

Behaviors (4). Columns 5-7 are ratings of the family's Adaptive Response Evaluation 

Subprocess: Efficiency (5); Effectiveness (6); Satisfaction (7). 

Column 8 is the parent's rating of priority of needs. This will ultimately determine 

which occupations to be addressed first in the occupational therapy intervention. 

Use of the Results for Intervention Planning 

The results should be analyzed and discussed with the parent at the end of the 

assessment session or shortly after. It is assumed that the activities that the parent has 

rated as "need help with immediately" are the ones that would be the initial focus for the 

occupational therapy intervention. It is however important to continue to apply a family 

focused approach when determining the next phase of the intervention to again assure 

that the actions planned are truly what the family desires. 
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Conclusion 

This chapter describes the initial development of the FONA. Future studies of the 

validity and reliability of this instrument are needed. Initial face validity has been 

established and the results from a pilot study are described in Chapter 4. 

Content Validity 

Three processes were used to establish face validity of the Family Occupational 

Needs Assessment. A draft of the initial assessment was reviewed by: 

a) Four parents with children with autism. 

b) One faculty member with expertise in occupational adaptation theory and 

instrument development, and 

c) One occupational therapy practitioner and scholar with expertise in 

occupational adaptation theory and assessments for pediatric occupational 

therapy. 

The assessment was revised based on the feedback from the reviewers and it was 

determined that initial face validity has been established. A pilot testing of the instrument 

is described in Chapter 4 as a step toward further establishment of content validity. 

The next step in the process of further establishing validity will be to use a 

method such as the multitrait-multimethod matrix described by Campbell and Fiske 

(1959) to determine the degree of construct validation. The PES and the AHA 

instruments would be appropriate for use in this inter-correlation process. 
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CHAPTER IV 

PILOT TESTING OF THE FAMILY OCCUPATIONAL NEEDS ASSESSMENT 

This third study in this line of research will describe the results from a pilot 

testing ofthe Family Occupational Needs Assessment (FONA), Appendix B. Five 

parents participated in the pilot testing and were asked to contribute to content validation 

of the instrument. 

Method 

The same five parents who participated in the explorative study described in 

chapter 2 participated in the pilot testing. These five parents were asked to participate in 

the pilot testing due to the assumption that they would have an interest in the outcome of 

this research. Additionally, this group of parents would be able to validate if the issues 

that they brought up during the initial interviews were reflected in the assessment 

instrument. 

Data Collection Procedure 

The 4 pages of the assessment were sent to each of the participants by e-mail 2-5 days 

before the scheduled interview date. The participants were asked to fill out page 2, List, if 

possible before the interview meeting. Upon meeting with the investigator, the 

parents had chosen to not fill out the List form stating that they needed more clarification 

as to what to write there. Hence the investigator was present to facilitate each parent 

filling out all three forms. After the completion of the assessment the investigator asked 

open-ended questions about the participants' opinions about the assessment and whether 
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the assessment addressed concerns that would be important to families. More in depth 

information was gathered using prompting questions as the participants mentioned certain 

areas of the assessment such as specific terminology used, outline and format, length of 

forms and guidance from the therapist. The interviews were transcribed verbatim. 

Data Analysis 

Transcribed interviews. The transcribed interviews were coded into categories 

from which themes were developed in the following manner: statements were extracted 

from each parent's perceptions; meanings were formulated by reflection on the 

statements; the meanings were clustered into themes that were common to all the 

participants' descriptions. 

Assessment outcomes. The assessment forms were reviewed by the investigator 

and analyzed in relation to each family's outcome indicating their state of adaptation and 

adaptive capacity for the occupations listed. The results from the assessments were 

compared with the results from the initial interviews to determine the degree of matching 

information. Furthermore, the investigator reflected on the effectiveness of the FONA in 

creating a viable treatment plan. 

Trustworthiness Techniques 

An audit trail was established by referring the themes emerging from the data 

analysis back to the original descriptions in order to validate them. A second validation 

process was achieved by an interactive discussion and reflection of the parents' 

statements with a faculty member. A third validation process was achieved by member 

check: returning to the participants and asking them if the description formulated 
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validated the original experience. Additionally, a fourth validation process was a 

reflective journal kept by the investigator throughout the whole data analysis process. 

Results 

This section will describe the results from the analysis of the interviews. 

Following the qualitative analysis a description ofthe outcome on each of the 

assessments·administered will be presented. 

Qualitative Analysis 

Two categories "What would it do for us" and "Specifics about the forms" 

emerged from the.data analysis. The themes identified within each of the categories will 

be discussed and supported with examples from the interviews. 

What Would It Do for Us? 

The participants commented on the importance of involving them, the family, in 

the assessmentprocess. They pointed out that identifying their biggest areas of needs 

would be very helpful. The Timers and the Buddies stated that it would have been 

extremely beneficial for them to have had this done in the beginning when their child was 

first diagnosed. The Harmonys parent commented that the instrument would facilitate the 

parent and the therapist to work together to accomplish goals and that: "if the parent is 

doing the same thing, the likelihood for success is going to be greater." Also, the 

importance of using the instrument for review to re-evaluate progress was pointed out by 

this parent. 

All of the parents expressed that the assessment would assist in increasing 

families' awareness of what they are doing during a day. Some comments were: 
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It's good. to break it down; identify the most difficult tasks; where is 

my energy going; what can I change; what activities give me satisfaction 

or a sense of accomplishment; what activities are going well and which 

ones do we want to increase or eliminate 

A third theme was that the assessment would assist in increasing the awareness of 

occupational therapy. The We Do It Ourselves and the Timers parents said that in the 

beginning when their child was first diagnosed, they did not know or had a limited 

understanding about what occupational therapy could help them with. Putting every 

activity on the· schedule would assist the therapist in identifying occupations that the 

parent otherwise may not have thought about or remembered to report to the therapist. 

An additional reflection emerged from comments from the Timers regarding the 

need for help to set boundaries as to what would be within the realm of occupational 

therapy. Parenting a child with ASD may at times be overwhelming for the parent 

resulting in a state ofhyperstability. This parent was in a state of high stress due to 

having to deal with multiple issues simultaneously. At the time of this second interview 

health insurance reimbursement issues had become an overwhelming task for her to 

manage while also focusing and providing for her son's treatment needs. This mother was 

in great need of a caseworker or respite care. This situation suggests another potential use 

of the FONA, to assist a family to refocus in two possible scenarios. If the family is 

hyperstabilized over having a too narrow view of a problem it may help them get a 

broader picture of their situation. If they are hypermobile due to an overwhelming big 

picture it may assist them to focus on a doable goal. Reflecting on the results of the 
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FONA with input from an experienced occupational therapist may help the family to 

prioritize the issues that would be the most urgent to address. This process may transfer 

the family's perceived energy state from primary to secondary and give them a sense of 

relative mastery of the situation. That realization may in itself increase the family's 

ability to reach a more functional state of adaptation. 

Specifics About the Forms 

The List and Wish schedules were designed to be filled out from 6:00 A.M. until 

midnight in 3 hour segments for 7 days a week. However the We Do It Ourselves and the 

Buddies parents suggested that the schedules ought to be designated for 24 hours a day, 7 

days a week in 1 hour segments. They explained that although their children were not that 

involved, other families with children with more issues may even need to document what 

they are doing during the night. The Harmonys parent did express a concern that the 

forms may be too long whereas the We Do It Ourselves parent said that it would be 

beneficial to document every hour to really be able to identify where the problem areas 

were. The Harmonys parent suggested to shorten the forms by making the "Wish" list 

into a listing instead of a schedule and add space for comments for behaviors that may 

occur all day long. The We Do It Ourselves parent suggested that the schedule could be 

done over 3 days instead of 7 days with the assumption that a family with a very involved 

child would be doing the same activities every day. All the parents agreed that the "Rate" 

portion needed to be done together with the evaluating therapist. They expressed a need 

for guidance on how to rate the activities and what activities to include on the "Rate" 

sheet. The Outward Bounds parent said: "I think ifl had sat down and done this without 
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you here I probably would have been more confused ... how detailed you wanted us to 

be ... nice to have you here to answer that." 

Assessment Outcomes 

This section describes the outcomes on the administered FONA assessments. The 

assessment took between 15 to 30 minutes to administer including a discussion of the 

results with the parent. Each participant's results will be reported with a focus on the 

family's state of adaptation and adaptive capacity. 

We Do It Ourselves 

This family reported the same routines as in the earlier interview for study 1. 

Their mornings were very structured getting their son ready for school. Afternoons were 

busy scheduled with completing homework and attending community activities such as 

religious education, swimming and girl scouts. One activity came up on the wish list: 

play dates for their son to increase social interaction with friends. On the rate sheet this 

parent chose to rate getting ready for school and more social interaction. 

Getting ready for school continued to be a struggle for this family. The parent 

rated adaptation energy used as a 2 (some energy), adaptive response mode as a 2 

(modified) and adaptive response behavior as a 1 (primitive). On the adaptive response 

evaluation the parent rated efficiency as a 1 (negative) but effectiveness as a 3 (positive). 

Satisfaction was rated as a 2 (neutral). The parent would need help with this activity 

soon. It appears as this family was in need of increasing their adaptive capacity for this 

occupational challenge. They didn't feel like they had a good adaptive response behavior 
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for this occupation and they were minimally efficient in doing it although the end result 

came out correct. 

More social interaction was rated as a 1 on adaptation energy (primary), adaptive 

response mode (new) and adaptive response behavior (primitive). There was no outcome 

evaluation since the family was unable to make this occupation happen for their son but 

the mother rated satisfaction as a 3 (positive) should they succeed with it. She felt that 

they needed help'i:rnnlediately with social interaction. This family's adaptive capacity 

was very low for this occupational challenge. 

Both of these occupations were mentioned by this parent in the initial interview 

for study one with a heavier focus on the getting ready for school occupation. 

Administering the FONA as an initial assessment with the We Do It Ourselves would be 

a more effiCient method for obtaining this information than performing a lengthy 

interview. 

Timers 

This family reported the same routines as in the earlier interview for study 1. 

Their days were very structured attending to their son's dietary, medical supplement and 

therapy regimens; Much of the mother's time was spent on constant cuing and monitoring 

ofselfhelp skills, implementing therapy programs at home, researching treatment options 

and filing and following up on insurance claims. The Timers mother wished for none of 

the occupations that they are forced to be involved in now. She wished they would have 

time for going to the park, sleeping in, having no therapists coming to their home, 

attending mother's day out program and going to lunch. She chose the occupations diet, 
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medicine administration, therapy, support group, self-care and insurance claims to be 

rated. Of these 6 activities she needed immediate help with self-care and insurance 

claims. 

For self care the parent rated adaptation energy used as a 1 (primary), adaptive 

response mode as a 3 (existing) and adaptive response behavior as a 3 (mature). On the 

adaptive response evaluation the parent rated efficiency and effectiveness as a 2 (neutral) 

Satisfaction was rated as a 1 (negative). Although the parent rated their adaptive response 

mode and behaviors high, it appeared as their adaptive capacity was low in this area. It 

took a lot of primary energy for the mother to attend and cue their son and gave her little 

satisfaction in doing this. The family's adaptive capacity appeared to be fair to low in this 

area. A possible occupational therapy intervention would be to find alternative strategies 

for the parents in cueing their son to perform these activities. 

Insurance claims were rated as a 1 on all the constructs. The parent needed 

immediate help with this. The family's adaptive capacity was extremely low in this area. 

Although this is an occupation not normally included in the profession's domain of 

concern, it seems appropriate that a part of the therapy intervention for this family would 

be to assist them in prioritizing what components in the insurance claim process that are 

the most challenging for them such as, for example, tracking results of letters and phone 

calls, filling paperwork and being able to identify and find outside resources to help them 

with parts of the process. 
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Again the FONA revealed the same occupations and needs as the initial interview 

with this family in study one. The FONA took less time to administer than the initial 

interview. 

Harmonys 

The Harmonys mornings were structured with cuing and reminders to get their 

son ready for school. Afternoons consisted of therapy, play time, computer time and 

relaxation time. Their wish list included teaching their son to consistently use a correct 

pencil grasp and eliminate jumping on the bed, mouthing hands and hand flapping. On 

the rate sheet the parent listed the occupations: riding a bike, pencil grasp, playing board 

games, legos and gears, swimming, decreasing hand mouthing, decreasing hand flapping 

and decreasing jumping on the bed. For therapy she needed help with riding a bike, 

pencil grasp and decreasing hand mouthing, hand flapping and jumping on bed. 

For riding a bike she rated adaptation energy used as a 1 (primary), adaptive 

response mode as a 2(modified) and adaptive response behavior as a 1 (primitive). On the 

adaptive response evaluation the parent rated efficiency as a 1 (negative) but 

effectiveness as a 1 (positive). Satisfaction was rated as a 1 (neutral). The parent would 

need help with this activity immediately. It appears as this family is in need of increasing 

their adaptive capacity for participating in the occupation of biking with their son. Biking 

would be an appropriate occupation to address in the occupational therapy program. 

The Harmonys parent rated pencil grasp as a 1 (primary) on adaptation energy 

used, adaptive response mode as a 3 (existing) She did not rate adaptive response 

behavior. On the adaptive response evaluation the parent rated efficiency as a 1 
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(negative). She did not rate effectiveness and satisfaction. The parent would like help 

with this activity. She stated that her son knows how to hold a pencil correctly but he 

needs constant reminders and cannot do it consistently on his own. It appears as this 

family is in need of increasing their adaptive capacity in promoting a mature pencil grasp 

for their son. Development of a mature pencil grasp would be an appropriate activity to 

address in the occupational therapy program. 

The Harmonys rated three activities that they would like to eliminate: hand 

flapping, hand mouthing and jumping on the bed. These occupations were all rated a 1 

(primary) on adaptation energy and 1 (negative) on efficiency. The parent did not rate 

these occupations on the other constructs but would like help with these activities. Her 

verbal comments indicated that their response modes and response behaviors would be 

1 'sand she was not effective in eliminating these behaviors. This indicates that the 

family's adaptation capacity was low on the occupations of eliminating undesired 

behaviors. 

The Harmonys parent stressed in the interview that it was important to include 

positives, occupations that are going well that the family would like to increase. She 

listed playing board games, legos and gears and swimming as such activities. These were 

all activities that they as a family found fun to be doing together. The mother also 

considered these activities to be important and used them to teach her son fine and gross 

motor skills and appropriate behavior such as following rules and interacting with others. 

The family's adaptive capacity on these activities was high and the parent did not need 

help with them. It is important to note however, that including positive activities that give 
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the families a lot of satisfaction may assist them in feeling a satisfying sense of relative 

mastery and may contribute to their overall well being as a family. 

The FONA again revealed a large amount of the same information with regards to 

the family's needs as the initial interview in study one. Additional information that was 

not collected in interview one was the occupations that the family felt a great level of 

relative mastery in as mentioned in the paragraph above. In the Harmonys' case the 

FONA was able to extract more useful information than what the initial interview did. 

Outward Bounds 

The Outward Bounds mornings were filled with routines to get their son ready for 

school. Afternoons were scheduled with therapy appointments, doctor's appointments 

and other community activities such as swimming. The mother wished for more therapy 

either ABA or sensory integration at home in the afternoons before dinnertime. This 

mother chose to rate morning routines, school, swimming, therapies, doctor 's 

appointments, outings, mealtimes and play time. She needed help with therapy (strategies 

for her to do), meals (their son had at times difficulties eating certain foods which were 

on his special diet) and play time. 

On therapy she rated their rated adaptation energy used as a 1 (primary), adaptive 

response mode as a 2 (modified) and adaptive response behavior as a 1 (primitive). On 

the adaptive response evaluation the parent rated efficiency as a 1 (negative) and 

effectiveness as a 1 (negative). Satisfaction was rated as a 2 (neutral). The parent would 

need help with this activity soon. It appears as this family was in need of increasing their 

adaptive capacity in the area of carrying out therapy programs at home. 
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On meals she rated adaptation energy used as a 1 (primary), adaptive response 

mode as a 2(modified) and adaptive response behavior as a 2 (transitional). On the 

adaptive response evaluation the parent rated efficiency as a 1 (negative) and 

effectiveness as a 1 (negative). Satisfaction was rated as a I (negative). The parent 

wanted help with this activity. The Outward Bounds was in need of increasing their 

adaptive capacity in the area of finding good strategies for their son to tolerate his diet 

foods. 

Playtime was rated as a 2 (some energy) on adaptation energy, adaptive response 

mode as a 3 (existing) and adaptive response behavior as a 3 (mature). On the adaptive 

response evaluation the parent rated efficiency as a 2 (neutral) and effectiveness as a 2 

(neutral). Satisfaction was rated as a 2 (some satisfaction). The parent wanted help with 

this activity. Although it appeared as they had a satisfactory level of adaptive capacity in 

playing with their son, it did take some adaptation energy to do it and it would be an 

appropriate occupation to focus on in intervention. 

In the Outward Bounds case the FONA was revealing more areas in need for 

therapy than what the initial interview from study one had done. It is possible that the 

format of the FONA where each occupation has to be evaluated within all the constructs 

of OA contributed to this outcome. 

Buddies 

The Buddies had a significant amount of scheduled activities in the afternoons 

with their son. They liked the weekends to be much less structured to give them some 

downtime and "not be so driven by the clock." They wished that their son would be able 

50 



to take a nap or have some quiet time for a part of the afternoon and that the evening 

shower routine would be less time consuming. They would also like to add a new 

community activity on Friday afternoons. The buddies chose to rate doing schoolwork, 

bedtime/shower time, transitions and sit down for meal times. 

Schoolwork was rated as a 1 (primary) on adaptation energy, adaptive response 

mode as a 2 (modified) and adaptive response behavior as a 2 (transitional). On the 

adaptive response evaluation the parent rated efficiency as a 2 (neutral) and effectiveness 

as a 2 (neutral}. Satisfaction was rated as a 2 (some satisfaction). This activity had 

continued to be a,challenge for both parents and they expressed needing help with this 

occupation. Their level of adaptive capacity was low for this occupation. 

Bedtime/shower time also continued to be challenging for this family. It was rated 

as a 1 (primary) on adaptation energy, adaptive response mode as a 3 (existing) and 

adaptive response behavior as a 2 (transitional). On the adaptive response evaluation the 

parent rated efficiency as a 2 (neutral) and effectiveness as a 1 (negative but as the parent 

commented: "it's getting better"). Satisfaction was rated as a 1 (negative). The Buddies 

needed help with this occupation. Their level of adaptive capacity was perceived to be 

low for this occupation. 

Transitions were rated as a 1 (primary) on adaptation energy, adaptive response 

mode as a 2(modified) and adaptive response behavior as a 1 (primitive). On the adaptive 

response evaluation the parent rated efficiency as a 2 (neutral) and effectiveness as a 2 

(neutral). Satisfaction was rated as a 1 (negative but as the parent commented: "it's 
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getting better"). The Buddies needed help with this occupation. Their level of adaptive 

capacity was perceived to be low for this occupation. 

Ability to sit down for meals was rated as a 1 (primary) on adaptation energy, 

adaptive response mode as a 3 (existing) and adaptive response behavior as a 2 

(transitional). On the adaptive response evaluation the parent rated efficiency as a 2 

(neutral}and effectiveness as a 1 (negative but as the parent commented: "it's getting 

better"). Satisfaction was rated as a 1 (negative). The Buddies needed help with this 

occupation. Their level of adaptive capacity was perceived to be low for this occupation. 

In the Buddies case the FONA was more effective in identifying occupational 

challenges in need-for intervention than the initial interview in study one. The Buddies 

had explained how difficult it was to get their son to do his homework with them but very 

little was mentioned about the shower time at night. Difficulties with transitions and 

mealtimes were not mentioned in study one. The Buddies parent commented on the 

challenge of transitions during the second interview by saying: "I never thought about 

that until I actually sat down with something like this" 

Discussion 

The results from this pilot study served as a beginning establishment of content 

validity. The parents indicated that they understood the assessment and they were also 

able to express an understanding of the intended purposes of the FONA to be family 

focused and facilitate a cooperative process of program design. Interestingly the parents 

were also able to see the potential use of the FONA as an outcome measure which was 

one of the intentions for designing this instrument. 
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The design of the schedule forms, both the "List" and the "Wish" will be revised 

to include 24 hours per day as per the parents' suggestions. Space for comments will also 

be added as per parent recommendation. Since the parents did not fill out the "List" 

before the meeting, it was determined that an expansion of the instructions is needed. 

Additional instruction may include an example on how to fill out the "List". 

It was interesting to confirm that the FONA brought up the same and in some of 

the cases more occupational challenges in need for interventions than the initial 

interviews from study one. The interviews performed in study one revealed a 

comprehensive view of each family's situation and needs. These interviews took one to 

two hours to complete, an additional three to four hours to transcribe and additional time 

for the analysis. That amount of time is unrealistic for a practicing occupational therapist 

to spend on the initial assessment phase. 

Furthermore, the FONA would assist an occupational therapist practicing from 

the OA perspective in more readily being able to explain a family's needs and level of 

adaptive capacity using OA terminology. In the investigator's opinion, the FONA would 

be applicable to use for evaluation of progress and outcome measures by simply asking 

the family to perform the rating on the occupations addressed in occupational therapy 

intervention. 

The overall impression was that the FONA was very well received by the parents 

and was perceived as a useful method to gather information at the beginning of treatment 

as well as for reevaluation and outcome measures. Future studies to further establish 
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content and construct validity are recommended. In addition, the instrument's application 

for measuring outcome should be further studied. 

\. . •' 

', 
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CHAPTERV 

DISCUSSION 

This line of research has been an attempt to add to the body of knowledge 

regarding family focused occupation based assessments and intervention planning using 

the theory' of occupational adaptation as a guiding framework. Since the analysis of the 

res{dts has been' based on a qualitative phenomenological methodology, the logical 

outline of a discussion of those results should follow the same methodology using the 

theory of occupational adaptation as a framework. This section will present reflections 

and discussions,.ofthe results from the investigator's own perspective: 

' " ·, 

• Occupational challenges, role expectations and responses from being an 

occupaii~n~l therapy service provider in a variety of settings 

~·- ,, < ~ ., ~· • ' ' 

• Perceptions from being a researcher instead of service provider 

• Implications for practice 

• Implications for education of occupational therapists 

• Implications for future research 

• Limitations of the line of research 

Occupational Challenges, Role Expectations and Responses as An Occupational Therapy 

Service Provider 

My own perspective and experience influenced the design of this line of research. 

The primary goal was to focus on the family's needs not just the child's needs. This idea 

emerged from years of working in the school system isolated from the parents and the 
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home environment and in clinics isolated from the home environment and often even 

from the parent who was sitting in the waiting room. The highest degree of relative 

mastery I experienced was when occupational therapy was provided in the home setting. 

This could be explained from an OA perspective when evaluating the outcome of the 

therapy intervention process: The goals and strategies used for treatment in the home 

were more efficient since strategies practiced were designed around the physical, social 

and cultural home environment. They were more effective since it was possible to 

immediately assess if they "came out right". Since the strategies were both efficient and 

effective, a positive sense of satisfaction was experienced by having my own professional 

abilities being confirmed as successful. Additionally, it provided me with a positive sense 

of having been able to help a family in great need of services (satisfaction to society). 

This sense of adaptive capacity as a service provider is important to consider when the 

focus of the intervention is to facilitate a higher degree of adaptive capacity with the 

client. 

Even though I experienced a high degree of satisfaction working in the home 

environment, the process of obtaining important information to guide the intervention 

plan was often experienced as fragmented resulting in missing much important 

information early in the assessment process. In OA terminology: in responding to the 

occupational challenge of evaluating a family's needs primary energy was spent trying to 

access information in a non-systematic way, using new adaptive response modes for each 

case and primitive or transitional adaptive response behaviors. The evaluation of the 
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adaptive response subprocess followed as being on the negative continuum for efficiency, 

effectiveness and satisfaction in regard to the assessment process. 

Perceptions from Being A Researcher Instead of A Service Provider 

Conducting qualitative research is by definition not an isolated process where the 

researcher is disconnected from the participants. I came into this process with experience 

from being a service provider ready to assist people in need. The challenge of being in 

the role of a researcher instead of a service provider presented a conflict which took a lot 

of primary energy to process. Having spent many years treating children and their 

families had not prepared me for the intensity of interviewing a parent about their whole 

life experience of having a child with ASD. The parents expressed and were able to talk 

about many difficult issues with much more ease in relation to use of adaptation energy 

than the investigator. This may be an indication that the parents had been able to process 

the many difficult phases they had gone through and adapted to their life situation while 

the investigator_,_ although being familiar with most of the issues being brought up, had 

not had the time or developed the ability to process this highly emotional information. 

The We Do It Ourselves mother illustrated her ability to adapt by saying: "I can talk 

about it calmly because we have come a long way ... but if you had talked to me ... five 

years ago ... [we were] so desperate to fix the problem" One conclusion from this 

reflection is to remember that therapists, especially new graduates, may need to use more 

primary energy to process their clients' emotional issues and expect this to occur as a 

natural process in becoming an empathic health care practitioner. 
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Another dilemma was the urge of the investigator to want to intervene with issues 

the parents presented. It was an important experience to be exposed to. It reminded me 

that as a researcher I was not supposed to intervene. Intervention is done by the therapist. 

Although the doctoral program, specifically course discussions and research practice 

assignments, had prepared me for the role as a researcher, this research process presented 

a valuable learning experience for me about different expectations for different 

occupational roles and how one responds to them. The institutional review board 

application process was helpful in changing my mindset toward the role of a researcher 

by requesting me to document possible actions to take in the sections for possible risks 

for the participants. 

Implications for Practice 

The results indicated several implications for the practice of occupational therapy. 

This study confirmed that parents do want practitioners to carefully assess their 

individual needs as a family. The pilot testing of the FONA did confirm that it served as a 

more efficient and effective strategy to assess family occupations in need for 

intervention. One advantage of using an instrument like the FONA is that it provides a 

structure for how to facilitate a dialogue with the parent. The FONA also has great 

potential for increasing the family's awareness ofthe many occupational challenges they 

are exposed to and the quality of their response to these challenges. 

Additionally, a finding that was common for all the participating families in this 

line of research, was that they all had difficulties at some point in their life to prioritize 

which occupational challenges to focus on resulting in feelings of guilt and a sense of 
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never doing enough. The FONA may provide a strategy for the parents to be able to 

organize and prioritize between their challenges and role expectations thereby hopefully 

assist them in increasing their sense of mastery of their situation. 

Related to this notion is the possibility to use the FONA as a "diary" for the 

family. If the FONA is repeated for example every 3 months or 6 months, the family will 

be able to have a-realistic-documentation of progress. This might assist them in 

identifying steps of progress made and give them a sense of direction in their lives. The 

importance of providing clients absorbed with 'day to day challenges with a longer 

perspective is a: vahiable notion especially in cases where they are faced with a life long 

disorder or disabilit)r. ·· 

The FONA also provides a formal avenue for using OA for assessment, 

intervention planning, outcome measures and documentation. OA was first published in 

1992. Since then a great number of occupational therapists have graduated from Texas 

Woman's University with a thorough understanding of the theory. Yet very few, if any, 

therapists are documenting their interventions in OA terminology. Many therapists state 

that they practice from an OA perspective but visible written results of this practice 

approach are rarely seen. 

One· of the initial purposes for this line of research was to create an assessment 

that would be the first step in establishing evidence based practice for home based 

occupational therapy service. The FONA can serve as a baseline for measuring a family's 

adaptive capacity. Measures of progress or outcome of treatment can be obtained by re

administering the FONA. The outcome measure would be a measurement of the family's 
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adaptive capacity with the potential to use descriptors for the progress made in each 

construct of the OA theory. 

Furthermore, the FONA provides a possible strategy to write treatment goals 

which are occupation based instead of focusing on performance components. The design 

of the assessment enables such goals to measure perceived quality of progress instead of 

achieving or not achieving a performance criteria. Since ratings on the FONA are 

numerical with "1" representing low and "3" representing high levels of each construct, it 

is possible to obtain a numeric rating of a family's adaptive capacity by adding the 

numbers. Numeric ratings ofthe constructs of the adaptive response will give detailed 

information about each component in the process of adaptation, not just the outcome. 

Implications for Education of Occupational Therapists 

Understanding of families' uniqueness and needs are being taught at occupational 

therapy programs in the United States. An instrument like the FONA would provide 

students with a structure as they practice applying family focused programs. The FONA 

could be used as a learning tool for practicing with case studies in pediatric occupational 

therapy courses. It could be used in role playing exercises to practice facilitation of 

interactive interviews. It could also assist students completing their fieldwork in giving 

them a structured approach when they are learning to synthesize theory and practice. The 

FONA will assist the student in conducting an initial interview based assessment with a 

parent. 
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Implications for Future Research 

In addition to necessary validity studies, future research on the FONA would be 

applying it with other populations. The FONA was designed for and pilot tested with 

families with children with ASD, it could be used as an occupation based assessment for 

any family with a special needs child. It would be interesting to study other families' 

responses and results.It is reasonable to expect that the outcome of the assessment would 

be different when assessing a family with a child with physical disabilities. Such a family 

will probably be more involved with the physical components of care giving and 

assistance. On a related notion,.comparison studies between groups of families with 

children with various diagnoses might increase the knowledge about possible differences 

in type of occupations those families engage in or wish to engage in. 

A further expansion for research would be to use the FONA with families taking 

care of an adult with a disability or an elderly person with a disability. Although the 

issues may be different with an adult versus a child, the family will still be a group of 

people with needs and wishes for occupations. Also, the maintenance of the physical and 

emotional health of a spouse caring for his or her partner may be more critical 

considering the age factor. 

This study purposefully narrowed in on the age group 3.0 to 8.11 years. The 

decision to focus on this group of families was based on the desire to study a small group 

of parents with similar developmental issues. Even in this small sample there was a 

noticeable difference in the amount of primary adaptation energy and level of stress with 

the Timers family. They had the youngest children ofthe participating families. It is 
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reasonable to assume that a family's adaptive capacity may differ as they experience the 

various developmental levels with their children. The occupational challenges presented 

to family with a teenager or young adult diagnosed with ASD would be different but 

equally important to study. 
'' 

Limitations 

There are several limitations with this line of research. All of the participants 
,, 

came from middle to upper middle class socioeconomic group living in a well developed 

suburb in the Dallas Fort Worth ,area. The participants were all educated and were able to 

express their wants and needs in well descriptive language. It is important to plan further 

studies with families from various socioeconomic and ethnic backgrounds since the 
' . 

challenges facing these parents may be very different. 

It is also important to include a variety of family constellations in future research 

studies. The issues and challenges facing a single parent family or a family in transition 
' ' 

from a divorce may result in a different listing of priorities and levels of adaptive 

capacity. 

Summary 

Although this line of research focused on the experiences from a few families 

with children with ASD, it represents a valuable step in developing client centered 

occupation based assessments. It will contribute toward the evolvement of evidence 

based practice evaluations in families' natural environments. 
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Family Occupational Needs Assessment Page 1 

Dear Parents, 

Having a child with a disability presents a significant challenge for a family. One of the fundamental beliefs in 
occupational therapy is that people need to be occupied in something that feels satisfactory and pleasurable in order to 
maintain physical, psychosocial and spiritual health. 
This assessment aims to give me initial information about you as a family so that a therapy program can be designed that 
will address your specific needs both for you as a family and your child. The information that you give in this assessment 
will serve as a guide to the daily activities that you find necessary or desired to engage in as a family. Once those 
activities are defined and rated, the therapist will be better informed in addressing your specific needs. 

Page 1 asks you to list on a daily schedule the activities that you and your family are engaged in. 

Page 2 asks you to wish on a daily schedule the activities you and your family would like to be engaged in 

Page 3 asks you rate your and your family's capacity and levels of satisfaction in engaging in activities listed. 



-....) 
0 

Time 
6AM 

to9AM 

9AM 
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Noon 
Noon 

To 
3PM 

3PM 
to 
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9PM 

to 
Midnight 

LIST Page2 
Challenges, Roles and Responses: Present 

Monday Tuesday Wednesday Thursday Friday Saturday Sunday 



·'' "'"'"~•,,,..,,;;.,,_ .,;,_~~''" .:- '" 
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Challenges,·Roles and·Responses: Preferred :· _) :, 

' .. - ----· ·-

Time Monday Tuesday- Wednesday Thursday. Friday Saturday Sunday 
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to9AM .-~F; .. }. : ·_;:- .- -. i· ' ! ~ 
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to 

Noon 
Noon 

To 
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to 
9PM 
9PM 

to 
Midnight 



RATE 
Our Capacity to Engage in these Activities as a Family 

Page4 

1. 2. 3. 4. 5. 6. 7. 8. 
Activity This activity When Doing this We feel that We feel that This activity We need help 

takes: preparing to activity makes us the way we do this activity gives us: with this activity: 
1. A lot of do this feel: this activity: usually: l.Little 1. Immediately 
our energy activity we: 1. Being in a state 1. Takes 1. Does not satisfaction 2.Soon 
2. Some l.Never know of "stuck". We forever come out right 2. Some 3. Later 
energy what's going don't have a good 2. We are in the end satisfaction 
3. Nota lot to happen strategy 2. Like constantly 2. Is a struggle 3. A lot of 
of our energy 2. Can usually we use whatever fixing own to make it satisfaction 

modify what strategy we can mistakes come out right 
to do think of to make 3. Usually in the end 
3. Use the day go by goes smoothly 3. Comes out 
strategies that 3. Like we have a right in the end 
are a routine good working 

routine that we 
can change 
somewhat when 
needed 
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EXAS WOMAN'S UNIVERSITY 

DENTON DALLAS HOUSTON 

December 1, 2003 

Ms. Evelyn Andersson 

- .. '"1, 

; ~ . ' . 

Dear Ms. Andersson: 

Institutional Review Board 
Office of ~esearch and Sponsored Programs 
P.O. Box 425619, Denton, TX 76204-5619 
940-898-3378 Fax 940-898-3416 
e-mail: IRB@twu.edu 

Re: Parent's Perspectives on the Need for Community Based Occupational Therapy Interventions 
for Children Diagnosed with Autism Spectrum Disorders 

The above referenced study has been reviewed by the TWU Institutional Review Board (IRB) and 
appears to meet our requirements for the protection of individuals' rights. 

If applicable, agency approval letters must be submitted to the IRB upon receipt PRIOR to any data 
collection at t.~at agency. A copy of the approved consent fonn with the IRB approval stamp and a 
copy of the annual/final report are enclosed. Please use the consent fonn with the most recent approval 
date stamp when obtaining consent from your participants. The signed consent forms and final report 
must be filed with the Institutional Review Board at the completion of the study. 

This approval is valid one year from December 01, 2003. According to regulations from the 
Department of Health and Human Services, another review by the IRB is required if your project 
changes in any way. If you have any questions, feel free to call the TWU Institutional Review Board. 

Sincerely, 

~~ 
Institutional Review Board -Denton 

en c. 

cc. Dr. Sally Schultz, School of Occupational Therapy 
Dr. Cynthia Reid, School of Occupational Therapy 

Graduate School 
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TEXAS WOMAN'S 
.UNIVERSITY 

1901-2001 CENTENNIAL 

The Graduate School 
P.O. Box 425649, Denton, TX 76204-5649 
T 940-898-3400 F 940-898-3412 

Ms. Evelyn Andersson 
. "1;6' 

Dear Ms. Andersson: 

April6, 2004 

I have received and approved the prospectus entitled "Parents' Perspectives on the Need for 
Community Based Occupational Therapy Interventions for Children Diagnosed with 
Autism Spectrum Disorders" for your Dissertation research project. 

Best wishes to you in the research and writing of your project. 

~:~Jjdl_. 
Onnifer L. Martin, Ph.D. 

Dean of the Graduate School 

ekd 

cc: Dr. Cynthia Reid, Doctoral Program Coordinator, School of Occupational Therapy 
Dr. Sally Schultz, Director, School of Occupational Therapy 
Dr. Jean Pyfer, Dean, College of Health Sciences 
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TEXAS WOMAN'S UNIVERSITY 
CONSENT TO PARTICIPATE IN RESEARCH 

Page 1 of 3 

Title: Parents' Perspectives on the Need for Community Based Occupational 
Therapy Interventions for Children Diagnosed with Autism Spectrum 
Disorders 

Investigator: Evelyn Andersson, M.S., OTR, BCP ......... Phone: 817/854-0097 
E-mail: evelynandersson@sbcglobal.net 

xn 

Advisor:- Cynthia Reid, Ph.D., OTR ....................... Phone: 940/898-2002 

Explanation and Purpose of the Research 

You are being asked to participate in two research studies for Ms. Andersson's 
dissertation at Texas Woman's University, School of Occupational Therapy. The 
purposes of this line of research is to: 

a) Identify the needs for occupational therapy services for children diagnosed 
with autism spectrum disorders and their families as perceived by parents; 

b)_ Develop an assessment instrument with the proposed use as the initial 
assessment in the occupational therapy evaluation process. It is assumed 
that the assessment instrument will include the child's needs, each 
individual family member's needs and the needs of the family as a whole; 

·c) Pilot testing and revision of the assessment instrument. · 
,..- ·. ~ 

••• I 

Research· Procedures 

For these two studies you are being asked to participate in two face-to-face 
interviews with the investigator and fill out one assessment instrument. Interview 
1 will occur in the near future. Based on the results from the interviews the 
investigator will develop an assessment instrument. The investigator will then 
return to you and ask you to fill out the assessment instrument and ask you to 
participate in interview 2. The interviews will be done at a private and convenient 
location agreed upon by you and the investigator. Both interviews will be audio 
taped. The purpose of the audio taping is to provide a transcription of the 
information discussed in the interviews and to assure the accuracy of that 
information. Your maximum total time commitment for interview 1 is estimated to 
tWo hours and for filling out the assessment instrument and participate in 
interview 2 also two hours, resulting in a total maximum time commitment 
estimated to be 4 hours. 

Approved by the 
Texas Woman's University 
Institutional Review Board 

December 1, 2003 78 

Participant Initials 



XIV 

Page 3 of 3 

- - -

} If you have any questions about this line of research you may ask the 
-- investigator or her advisor. Their phone numbers and e-mail addresses are at the 

top of this form. If you have questions about your rights as a participant in this 
_- line of resea·rch or the way this study has been conducted, you may contact the 
· . Texas Woman's University Office of Research and Grants at 940/898-3375 or via 
·,e-mail at IRB@twu.edu. You will be given a copy of this signed and dated 
-eon sent form to keep. 

;~(Signature of Participant Date 

---~1The above consent form was read, discussed, and signed in my presence. In my 
-·};opinion, the person signing said consent form did so freely and with full 
-. ~--knowledg~ of its contents. 

- .,~~~~'":,..,_\:_ · .. ·.-:.. .. 
•-7.o-• > • 

:~;S_i~~ature of Investigator Date 
.{ - ~.-. 

__ If you would like to receive a summary of the results of this study, please 
provide an address to which this summary should be sent: 

Approved by the 
Texas Woman's University 
Institutional Review Board 

December 1, 2003 80 
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·,'/Script on what will be said during the recruitment while giving out the recruitment 
brochure 

,· 

" Good morning/afternoon/evening, I am Evelyn Andersson, a licensed occupational 
therapist with an interest in families with children diagnosed with Autism spectrum 

· Disorders, abbreviated as ASD. I am also a doctoral student at the School of Occupational 
Therapy at Texas Woman's University. I am currently working on my dissertation and I am 
recruiting parents who might be interested in participating in my research. Please be 

··assured that your participation is strictly voluntary. I would like to develop an assessment 
which truly assesses the needs of families with children with ASD so that family focused 

· occupational therapy programs can be developed with the aim to help the whole family 
with the many challenges involved in having a child with ASD. Your participation would 
be in two interviews that each would take two hours maximum. For the first interview I 

.. would like to ask you to tell me about a regular day in your family, activities you 
participate in, evaluations that have been useful and your experience from occupational 

. therapy. For the second interview I would like for you to fill out an assessment that I have 
; developed after the results from your comments in interview one. After that you have filled 

out the assessment. I would like to ask you about your opinion about the assessment. Both 
· interviews will be tape recorded and later transcribed. You will be assigned a code number 
' and your name will never be used in relation to the transcribed interviews. If you are 

interested in participating I would like for you to write your contact information on the last 
page. I Will then contact you to set up a time to meet so that I can explain the procedures 
more in detail and answer any questions you may have. If you decide at that time that you 
would like to participate, I will ask you to sign a consent form." 
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·•~~· ;. • ~. ~ j 'r :! • c.' \ '~. ~ • ~,_. I • ' :,. • , • '. ~ •, •• ~, I • . , , . • 

Par~nfs)>erspectives on the._Need (or- Occupafio~al J'herapy Services for 
-: · .. , .: > -·. : ~. Child~¢~· i)i~gno_sed with Autism · . · 

, :· • ' • • ,..'r. ' • • ' • ~ 

. . - . ' . .. . ~ ".~ . : •" : .::. . ~ :~- . ' .. ' . . 

Dear Parent, 

I am recruiting interested parents for my 

research study about families ' needs for 

occupational therapy services for children 

diagnosed with autism spectrum disorders 

(ASD). I am a licensed board certified 

pediatric occupational therapist with ex

tensive knowledge and experience in chil

dren with ASD. I have specialized knowl

edge in sensory integration and am certi

fied in the administration of the Sensory 

Integration and Praxis Test. I am also a 

doctoral student at the School of Occupa

tional Therapy at Texas Woman ' s Univer

sity in Denton. I am currently working on 

my dissertation and I would be very 

pleased if you would consider participat

ing in my research. I would like to de

velop an occupational therapy assessment 

which truly assesses the needs of families 

with children with ASD so that family 

focused occupational therapy programs 

can be implemented. 
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Your Participation 

I am asking you to commit to participate in 

two interview meetings with me. The first 

interview will be scheduled in the near fu-

ture and the second interview will be sched-

uled approximately 3 months from the first 

one. I will ask you to tell me about a regular 

day for your family, activities you partici

pate in, and services and evaluations that 

have been useful for you. For the second 

interview meeting I will ask you to fill out a 

prototype assessment and I will ask about 

your opinion of the assessment. Both inter

views wi ll be audio taped and later tran

scribed. You \vill be assigned a code number 

and your name will never be used in relation 

to the transcribed interviews. It will take a 

maximum of two hours to participate in each 

interview meeting. Your total time.committ

ment is approximately 4 hours. 

Please be assured that your participation m 

this research is strictly voluntary. 

Your Benefits 

There are no direct benefits to you for par-

ticipating in thi s research. I am hoping that 



the results will benefit families and children 

with ASD by increasing the knowledge 

among professionals about which occupa

tional therapy intervention methods are be

ing valued as successful and beneficiary by 

parents. I am also hoping that your contribu

tion to this research will lead to a continued 

line of research in this topic after my gradua

tion. 

Thank you for taking time to consider par

ticipating in this project. 

Phone: . 
Mobil: 
Em oil: ·@sbcglobal.net 

' . 
Occupational Therapy lor Children 
Diagnosed with Autism: · 
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Contact Information 

If you are interested in learning more 

about this research p roject and possi-

bly participating, please contact Evelyn 

Andersson by phone or e-mail. 

I an! truly looking forward to hearing 

from you. 
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Interview Questions for Study 1 

• "Could you please briefly describe your family for me for example: if you are a 

one or two parent household, number and age of your child/children, and type of 

services you have received for your child?" 

• "Tell me about an average week day in the life of your family?" 

Probing questions: "How does your day start? Are there activities that your family 

choose to do or not to do based on your child's abilities? What type of activities do 

you and your family spend the most time on? What activities are the most exhausting 

for you as a family for example: 'drains you of your energy'? What activities give 

you a lot of satisfaction?" 

• Tell me about an average weekend day in the life of your family?" 

Probing questions: "How does your day start? Are there activities that your family 

choose to do or not to do based on your child's abilities? What type of activities do 

you and your family spend the most time on? What activities are the most exhausting 

for you as a family for example: 'drains you of your energy'? What activities give 

you a lot of satisfaction?" 

• "What type of evaluations do you believe have been useful in designing a good 

therapy program for your child?" 

Probing questions: "What type of issues do you think should be included in an 

assessment in order to give a therapist needed information for designing useful 

interventions? 
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• "What type of services do you believe have been useful in designing a good 

therapy program for your child?" 

Probing question: "If therapy would be magic- what would it look like?" 
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Interview Questions for Study 3 

• "Will this assessment be useful as a true evaluation of your needs as a family in 

designing an occupational therapy program for your child?" 

Probing questions: "Which areas of the assessment would be specifically helpful? 

Which areas of the assessment would be less helpful? Does this assessment look 

realistic to you? " 
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