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ABSTRACT
The process of diagnosis delivery of Autism SpeuatDisorders (ASD) is a topic
area that has not been given ample attention bjeacia researchers. Some researchers
have focused on delivering bad news (i.e.Buckm@f21Gordon, 2008; & Myers,
1983). Yet, no communication researcher has atlizommunication theory and/or
method to focus on diagnosis delivery of ASD. Tstisdy expands this area of focus in
academic research using a communication perspdbawerovides an understanding of
the process of diagnosis delivery of ASD at thet@efor Developmental
Disabilities’(CDD) Early Childhood Evaluation Pr@gn (ECEP)—New Mexico’s
number one center for providing a diagnosis of smtiSpectrum Disorders (ASD).
There are two goals that guide the study. Theggmgoal is to investigate how

professionals that are a part of the ECEP at thB @CNew Mexico’s UCEDD at the
UNM can co-construct an effective and efficientqass of delivering diagnosis of ASD
to parent(s), caregiver(s), and/or family member@&)other goal is to modify and utilize
the existing theory of the CMM for an academic agsk setting and provide another

possible methodological approach for other resesitaties.

Vi



To attain the goals, this research utilizes ther@ioated Management of
Meaning (CMM) as a theory and a method. The thealdramework provides the
communication perspective and understanding tleatebearcher is a part of the process
that facilitates the process of understanding.egd\concepts of the theory assist in
making sense of the process, including: logicatdpa communication perspective,
stories, resources and practices, cosmopolitan eonmation, co-construction,
reflexivity, and coordination, coherence, and megniThe method provides several
heuristics to collect and analyze data. The SEAW#del (Storyboarding, Enriching,
Analyzing, Visioning, and Acting) is the main CMMatkel used in this research. Other
CMM heuristics include: the daisy model, the hiengrmodel, the Serpentine model,
and the LUUUTT model. The researcher’s data colaanethods included:
observations, individual interviews, and a grougiview.

Through a reflexive process, the study explains ti@wdiagnostic team creates
meaning by identifying their communication pattemses of symbol use, rules of
meaning and action, strengths and weakness oftite$s, and individual and team

goals.
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CHAPTER 1
INTRODUCTION
In a recent National Health Statistics Report, Bdeng et al. (2013) discussed the
increase in parent-reported prevalence of Autisec8pm Disorders (ASD) amongst
school-aged children. The results indicated 10rs&hool-aged children have ASD, a
considerable increase since the 2007 survey (Bludteal. 2013). ASD are complex
neurological disorders; “these disorders are charaed in varying degrees, by
difficulties in social interaction, verbal and namnkal communication, and repetitive
behaviors” (Autism Speaks, 2013). Many studieshsaught to develop a better
understanding of ASD. As researchers seek to knove about ASD, it becomes clear
that very little is actually known. Many have si@t“If you have met one person with
ASD, then you have met one person with ASD.” H®téement explains that ASD span
a large breadth of difference. As scholars comtittustudy ASD, the definition of ASD
is altered; even thBiagnostic and Statistical Manual of Mental DisorgleFifth Edition
(DSM-5), which came out in 2013, changed the spettind the criteria for diagnosis.
Much research continues to focus on intervenfimmjly interaction and
communication with persons with ASD. Pharmacelgiege one feature of intervention
by researchers that focus on non-communicativevietgion (Benvenuto, Battan,
Porfirio, & Curatolo, 2013). Others also stress{tommunicative intervention through
the use of technology (Dickstein-Fischer et al. EMazzei et al. 2011). Other scholars
take a communicative approach to intervention. éxample, Wright et al. (2012)
utilized workshops to strengthen relationships; Bodtot and Dukes (2011) stressed

Discrete Trial Trainings (DTT) about interactionstleen a trainer and a person with



ASD. Extending the focus from interactions wittrainer to family interactions, Sigman
and Ungerer (1984) emphasized attachment stylekiloiren with ASD. Other
researchers elaborated on the idea of family intena patterns of children with ASD
(e.g. Bowlby, 1969; Capps, Sigman, & Mundy, 1994lli@s & Freeney, 2004; Crowell
& Feldman, 1989; Dissanayake & Crossley, 1996; Dgueé & Mollen, 2009;
Donaldson, Elder, Self, & Christie, 2011; Farin&lGuerrero, 2011; Rutgers,
Bakermans-Kranenburg, Van 1Jzendoorn, & Van BeaselOnnes, 2004; Schieve et al.
2007; Sigman & Mundy, 1989). Continuing with tle@$ on families, several other
researchers examined a variety of elements retatianily stress (e.g. Benson, 2006;
Boutot & Walberg, 2011; Hall & Graff, 2011; Karst\¥an Hecke, 2012; Lecavalier,
Leone, & Wiltz, 2006; Plant & Sanders, 2007; Ra8d&del, 2009; Read & Schofield,
2010; Strauss et al. 2012; Zaidman-Zait et al. 20Cbmmunication was a key element
in many of the aforementioned research studiessitrg communication with persons
with ASD (e.g. LeeWalter, & Cleary,2012; Miller, 2008; Sigafoo§chlosser, O'Reilly,
& Lancioni, 2011). These studies comprise the foundatiothisrresearch study, but |
move this study in a new direction by emphasiziag lthe diagnosis of ASD is
communicated to family members and caregivers t@am of clinicians.

The prevalence of ASD increases the exigency ftiebenderstanding the many
elements of ASD (i.e. communication, family intdrae, health care, etc.). Although
much research has been done in the area, thaiémsuch more unknown than is
known. The general goal of my study is to investighow professionals that are a part
of the Early Childhood Evaluation Program (ECEPthatCenter for Development and

Disability (CDD) at New Mexico’s University Centéar Excellence in Developmental



Disabilities Education, Research and Service (UCE&he University of New Mexico
(UNM) can co-construct an effective and efficiemqess of delivering diagnosis of
ASD to parent(s), caregiver(s), and/or family menfd)e Another goal is to modify and
utilize the existing theory of the Coordinated Mgament of Meaning (CMM) for an
academic research setting and provide anotherlpessaethodological approach for
other research studies. One objective of the reBes to assist the professionals at the
ECEP in developing and understanding an effectiag @f delivering the diagnosis of
ASD. A second objective of my study is to introdwcnew research methodology for
academic research. This introduction outlinegtioeess for achieving these goals
through 1) describing the site of the study; 2)liegting the social constructionist
research; 3) stating the rationale with a previéthe research questions; 4) providing
key concepts and definitions; and 5) previewingftiewing chapters.
Site of Study

| chose the CDD as my site of study for the follagwreasons. First, the CDD is a
research center that is affiliated with the camphsre | am completing my dissertation.
Second, this location is a state of the art rebeeeater that is the leading location for the
diagnosis of ASD in the state. Third, the CDD hasxisting program specific to early
childhood diagnosis that involves communicatingwiite family members about the
diagnosis.

As a family member of persons with ASD, | wanutalerstand interactions with
them as well as help to improve the lives of indibals with ASD. After meeting several
professionals that work with individuals with ASChegan to understand the importance

of early childhood diagnosis. After taking cours@sASD at the University of New



Mexico (UNM), | was able to establish communicati@iworks with individuals who
work with children and family members of childrertwASD.

Through these experiences, | learned about a terdér that focuses on early
childhood diagnosis CDD, which was the site foraigsertation study. The CDD is
“New Mexico’s University Center for Excellence irefzelopmental Disabilities
Education, Research and Service (UCEDD)” (UNM Cer@14). The CDD,
established in 1990, consists of “centers thatathorized by the Developmental
Disabilities Assistance and Bill of Rights Act tailal the capacities of states and
communities to respond to the needs of individualk developmental disabilities and
their families.” It is also an “organization inetAssociation of University Centers on
Disabilities Research, Education and Service (AUGDNM Center, 2014). Funding
for this center is provided by the Administratidnmellectual and Developmental
Disabilities (AIDD), state contracts, federal gaahd private funding. There is one
CDD in the state of New Mexico; however, there @fecenters across the nation that
create a national network of programs for thosé W$D, and at least one center exists
in each US state and territory. The national nétvad programs has a mission of “full
inclusion of people with disabilities and their fiéies in their community by engaging
individuals in making life choices, partnering witbmmunities to build resources, and
improving systems of care” (UNM Center, 2094yw.cdd.unm.edu).

The CDD in New Mexico currently has 47 programsie@rogram at the CDD
aligns well with my interest of early childhood greosis and treatment; the program is
the Early Childhood Evaluation Program (ECEP). EREP is a program that “provides

evaluations for children ages birth to 3 livinghew Mexico. ECEP addresses concerns



regarding developmental delay, complex medical ttmms, Autism Spectrum
Disorders, cerebral palsy, behavioral/regulatosyés, and other specialized evaluation
guestions for young children” (UNM Early, 2014, wvedd.unm.edu/ecep/index.html).
Early diagnosis is key to the goals of this program

Funding for the program is provided by “the New NéexDepartment of Health,
Family Infant Toddler Program (NM FIT) and the N&texico Public Education
Department. ECEP’s administration is provided tigito UNM, Health Sciences Center,
Department of Pediatrics, Center for Development@isability” (UNM Early, 2014,
www.cdd.unm.edu/ecep/index.html). The ECEP hatuated children with complex
medical and developmental issues for more thane2@sy The program utilizes a team
approach that includes family members, serviceigess and ECEP staff. Members of
this team constitute participants of my study. B@EP staff includes a combination of
pediatricians, psychologists, speech-language [mgists, physical therapists and
occupational therapists. The staff evaluates aildh all parts of the state. Some
concerns that are evaluated relate to “developrhdatay, complex medical conditions,
[AJutism [S]pectrum [D]isorders, cerebral palsyhbeioral/regulatory issues, and other
specialized evaluation questions” (UNM Early, 2014,
www.cdd.unm.edu/ecep/index.html). The ECEP astgbidhe UNM Health Services
Center serves as “a training site for a varietgtatlents, trainees, and professionals who
often observe and/or participate during ECEP evimns’ (UNM Early, 2014,
www.cdd.unm.edu/ecep/index.html). This locatioarnsideal site for the Ph.D. research

| conducted.



Based off of the 2012 ECEP Annual Report, thereev2&5 children seen by the
professionals of the ECEP. In each evaluatioraatof professionals conducts the
evaluations. The team consists of four profes$sorid a physician or nurse practitioner,
2) a developmental/clinical psychologist, 3) a ghelanguage pathologist, and 4) a
physical or occupational therapist. From the eataduns in 2012, 30% of the children
were diagnosed with ASD (2012 Annual Report), wishbws the ECEP is a prominent
site for ASD diagnosis and for this study.

Social Constructionist Research

The site of the ECEP is an ideal location for mage the interpretive research
perspective because this site permits me to studyactions, the symbols that constitute
them, the significant others involved in the intgi@ns, and the strategies used in these
interactions. Focusing on these elements assisteith developing an emic perspective
of the interactions during the diagnosis deliverthe ECEP. An emic perspective
means developing an understanding of the cultuoaith the community members that
(re)create the culture. By focusing on an emigpective, the study lends itself to the
use of ethnomethodology. | explore the historgtbhomethodology and other twentieth
century methodologies that influence and shape Cinilllpropose CMM as my research
method in more detail in Chapter 3. | briefly mentmy social construction worldview
here because CMM is part of this interpretive pigrad

A constructionist viewpoint identifies the relatgimp between the persons,
symbols, and the objects in their social realitg $igns and symbols connect persons
one another in social reality (Littlejohn & Fos§1D). As a social constructionist, |

assume that “meanings are developed in coordinatitnothers rather than separately



within each individual or in the world of thingsaking social interaction the loom upon
which the social fabric is woven” (Leeds-Hurwitf®, p. 892). In my study, the
coordination element of this research is demoredrhy the focus on the collaboration
professionals engage in when delivering the diaignhd3y first observing the delivery of
diagnosis, | can locate elements of the symbolistractions of the communicators as
they take place in a clinical setting. Then, dgtine interviews with the professionals, |
can identify narratives and language patternsgheicipants use. By sharing narratives
and constructing their stories, the professionadaKe sense of [their] experience and
give it shape” (Leeds-Hurwitz, 2009, p. 894). Thasan interviewer, | can learn how to
study how participants make meaning when delivettvegASD diagnosis.

Making sense and giving meaning demonstrates elsneémy research
assumptions. | identify with Anderson and Bayn28@4) discussion of language and
communication as neither referential nor post prlmrt as ontologically constitutive.
Growing out of Wittgenstein’s concept of languagengs, | understand individuals as
primarily linguistic beings who exist within andrdlugh dialogue and interaction. The
fundamental objects of explanation are communieadistion and localized patterns of
shared meaning, so | give special attention taltbeourses that | observe and those that
emerge from interviews. Similarly, | understanathrto be created in conversation;
knowledge is not found in an individual’s mind; kvledge is part of the communicative
process that is constructed in the mind. Knowladg®nstructed in part by the
justifications that people use within communitieattaccept the content of shared
information as truth. For example, as part of EI@EP evaluations, providers try to

convey a diagnosis they believe is true and gigéfjaations for their diagnosis.



Therefore, knowledge differs across groups, comtrasjicultures, boundaries, etc.
Since developing an understanding from a reseadppctive is constructed within the
group, then developing an understanding of whaties for a specific group without
interacting with the group is not possible.

Understanding the importance of systems theoryniseglded in this perspective.
The ECEP is part of a communication system in geraard a clinical communication
system in particular. Littlejohn (2009b) explaifs,human system such as an
organization achieves its unique character thrabghnteraction patterns among persons
and groups. This quality of systems makes the jpadsdependent: they affect one
another and create something together that no ateguld construct alone” (951). A
system also has permeable boundaries. Observesetthe boundary wherever;
“[hJowever, once an observer looks at a systengrishe becomes part of that system
because looking itself influences what is happeninlis view, known as second-order
cybernetics, takes system theory into a new andirgclirection” (953). The ECEP has
a system for delivering the diagnosis of ASD; frtéra outside it is possible to look at the
website and see the parts of the system and howatlednterdependent on one another.
Team members have specific roles in the systeme tean evaluation process; there are
discussions among team members; community memksrapole in the system, etc.
Although gathering an idea of the clinical systeonf the website is possible, by
physically looking at the system, | further undanst that my participation affects and
influences the system. Through observing andactarg with the clinical system and its
participants, | developed a better understandirthebystem and the elements/processes

of the system.



The reflexive relationship between myself as theeober and the clinical system
of the ECEP forms a cybernetic loop. “Because\ghliarg is systemic, knowledge itself
is always constructed in this cybernetic loop betwthe knower and the known. The
categories and methods used to observe shapesdedn, and once viewed, the
observed phenomenon shapes the categories anddsethabservation. As a result,
theorists and researchers are never separate #sideoof the systems they purport to
explain” (p. 953). As aresearcher, | reflectedhnobservations and interactions to
understand this clinical system and its participamthout separating myself from the
system. There are several parts and participaatdvied in the clinical system of the
ECEP. Although I do not fully understand the sygtéam aware of some of the parts
and participants. Participants involved at the BQ#clude pediatricians, psychologists,
speech-language pathologists, physical therapistsipational therapists, the child’s
family, and service providers; elements of the eabn process of the clinical system
include a two hour assessment, one hour breaka amé& hour meeting where results and
recommendations are shared with the family andigess; parts of the clinical system
outside of evaluation include weekly meetings, ésnarork office conversations and
discussions, as well as reading and research.

Taking a systems approach reveals that the mex# abserving a system
changes the system. Cronen (In Anderson & Bay®4Poked at theory as a way to
improve human systems through empirical researatwias fixed in observations rather
than ideas, which is a perspective | hope to emplogy research. Although | do not try
to impose my methodological practice or theoretiahework on others, | closely

identify with qualitative methodologies and so@ahstruction theories that also



demonstrate my value-based assumptions. | understgearch to be subjective rather
than objective, and value-intended rather thane+ilee. Separating my values from
research is impossible; | do not conduct reseairtthawcompletely clear slate. However,
| identify my values and reflect on my experienadgen appropriate to distinguish my
understanding from that of the community | am res@ag.

Reflecting or more specifically the element of eflvity recognizes that people
create, contribute, and reshape knowledge; indalgdareate and use and knowledge as
part of a loop: individuals affect knowledge anawhedge affects individuals.
Individuals create meaning by having resourcesuaict their understanding, Gadamer’s
inter-determinancy allows the creation of individmeaning. For example, the
resources offered by the clinical system and mesbkthe ECEP had an
impact/(re)constructed my meaning of delivery dgia of ASD. Understanding that
people socially construct understandings of episade€ommunication originates from
Watzlawick, Beavin, and Jackson’s (1967) axiomhef punctuation of the sequence of
events. When new information is provided, an irdlial is able to reconstruct his/her
understanding of an interaction. During each adgon at the site when new
information is gathered regarding the deliveringliaignosis of ASD, my understanding
was reconstructed or modified by my reflectiongtaat interaction. When | discussed
and interacted with members of the ECEP, all ofunderstandings were reconstructed
through the discussion about the process.

Construction and reconstruction of understandirdyraraning is fundamental to
the Coordinated Management of Meaning (CMM), thecdc social constructionist

worldview that | take as a researcher and adoptyidaily life. Utilizing this
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interpretive, systemic perspective is key to un@eding how | make sense and construct
meaning with a goal of understanding human comnatioic in a clinical system. Some
tools that are relevant to this focus include: olstons, interactions, and the process of
reflexivity.

This study extends theory about how people in heate teams communicate
with one another and how these communication meginfluence the delivery of
diagnosis especially of ASD diagnosis by providsngommunication perspective and
gaining an understanding of the process by obsgmama working closely with the
professionals on the health care team. The outg@vmedes insight on the
communication interactions of health care team nemin the specific setting of
professionals that deliver the diagnosis.

Rationale/Problem Statement

Social construction research is important in anmytext that seeks understanding
of the inception, maturation, and exemplificatidrasocial group, organization,
community, etc. A variety of scholarly researcitizgs a constructionist perspective.
Yet, constructionism is not a typical approachiegdosis delivery. Research studies in
diagnosis delivery demonstrate a variety of condgithat range from cancer to Down
syndrome. This section provides an introductioth®research done in the area and uses
it to establish a rationale for my research project

Research exists on diagnosis delivery for medpedjatric, Autism, behavioral
medicine, medical genetics, childcare, oncology, pimysician-patient studies.
Relatively little research has been done on deligeggnosis of ASD. Rather, the focus

of current research on Autism includes: intervemtiamily interactions including stress
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and attachment styles, communicating with persatis A5D, and professional-patient
communication. My dissertation research buildsruh@ories of the delivery of
diagnosis, which means it introduces new conceggarding the process of sharing
information related to the medical diagnosis ohdment, disease, disorder, etc. For
example, Gordon (2008) gave the following advicewldelivering diagnosis to those
with cancer. He mentioned that professionals shptovide hope and reassurance; be
sensitive of cultural differences; and have selaemess. The diagnosis of cancer differs
from that of ASD in several ways. My study tookoimccount these differences and
explains how the delivery of diagnosis needs tddree differently.

Another study by Dent and Carey (2006) concludedi tte generally accepted
guidelines for delivery have not been supportedh witidence or research. They
provided a basic framework for delivery in a newbsetting as well as two
recommendations: 1) professionals should be tramt#ta specific focus on delivering
difficult news; and 2) each health organizationiddl@evelop an individualized system
for assuring updated and relevant information ds agereferral information. The results
are relevant to the study of diagnosis deliver@8D, and | expand upon the conclusions
by further research in the area. | also take attwount how and why these
recommendations can be included. As my literateweew indicates, existing theories
need to be expanded in order to study deliveryiagrtbsis of ASD.

Research in health communication is connected tstonyy because a body of
that research emphasizes patient-provider intenactseveral researchers investigated
patient-provider interactions—the communication artdractions between the health

professionals and the individuals they see and hielter and Hall (2011) provided
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information on patient-provider communication imgeal. They stated, “Interaction is
the fundamental instrument by which the doctoregudtrelationship is shaped and
through which medical care is directed” (p. 55hey went on to discuss national reports
that “have focused attention on the centrality atignt-centered communication to the
safe delivery of quality medical care and the pcacdf ethical medicine” (Roter & Hall,
2011, p. 56). Having a patient-centered approadommunication has many benefits
that range from trust and comfort to medical saféfly study takes a quasi-patient-
centered approach to communication in a clinicakext by stressing the delivery of the
diagnosis of ASD; it also helps to fill in the gaphealth communication research related
to provider communication by including how teamglaficians deliver the diagnosis to
families of patients with ASD, a neurological dider.

The field of communication has much to contributéhe literature. Providers are
typically not aware of the intricacies of the commuation process; my study fills this
gap by providing concepts and units of analysis gloafar beyond the existing literature
about information and interaction in clinical segfs and introduces and explains the
content and relationships embedded in informatimhthe complexities of different
types of interactions.

This project adds communication theory and methmgloto the literature
or diagnosis delivery. As a preview, the reseaubstions that shape the
research method follow:

RQ1: What communication patterns do ECEP professsotcommonly use in

episodes of diagnosis delivery at the ECEP?
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RQ2: What rules of symbol use, meaning and actindegthe patterns of

communication used by professionals during diagnaslivery?

RQ3: What strengths and weaknesses do ECEP paiessidentify about their

own communication practices?

RQ4: What goals would the professionals like tooagglish with their

communication patterns?
Key Concepts and Definitions

In order to address the aforementioned researctiqus, certain key concepts
and definitions are needed. The underlying elerfagrthis research is meaning making;
there are several elements involved in the processking meaning The three main
concepts areoordination, coherencandmystery Pearce (1999 & 2007) mentions that
the events of our social worlds can be evaluatezlithh these three concepts.

Coordinationrefers to the joint activity in social interact®that instills a flow of
conversation through managed turn taking amongntieiduals involved in an
interaction. Coordination occurs if communicatorganize meanings and action into
some kind of pattern that makes sense to themoubhrcoordination, one is able to
focus attention on patterns produced by the intereotivity of participants’ actions. By
looking at all interactions as interrelated, on@ng interactions as a part of a system.
One who exploits coordination assumes that notbargever be exactly articulated for
understanding since there are an infinite numbeoaofexts and relationships that play
into the meaning. Through coordination, persorigloorate in an attempt to bring into
being their vision of what messages and interastaye necessary, noble, and good and

to preclude the enactment of what they fear, latdespise.
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Throughcoherencepeople create meaning through the stories tlegttéll or are
told. By utilizing CMM, one realizes that the sew that are ‘told’ do not always align
perfectly with the stories that are ‘lived’ (Pear2zé07). Lived stories are the co-
constructed actions individuals perform with othef$ie told stories are the narratives
that individuals use to make sense of their stdivesl. Meaning making includes the
management of meaning (coherence) which involvesthustment of our stories told to
fit the reality of stories lived or vice versa.dimiduals make choices about which story
to tell and how to share each story. UtilizingMM framework requires researchers to
understand that context plays a significant roleanh story that is told and the meaning
that is attributed during interactions about ASBgtiosis. When there is consistency and
clarity in an interaction, there is coherend#ysteryaccounts for the inability to consider
the infinite relationships and contexts that platp ieach conversation; the universe
contains far more stories than the stories thatkowevs and uses to make sense of it
(Pearce, 2007). Mystery also accounts for the ghdmat occurs in the stories people
share, live, and perceive. Mystery is part ofititeraction of participants in the clinical
system of the ECEP, but | was not able to conglteinfinite relationships and contexts
that contributed to each professional’s viewpoint.

Looking at meaning making through coordinatioher@nce, and mystery,
indicates the importance cbmmunication message€ommunication messages are
sequences of interactions that construct meanirapgroommunicators. The primary
focus on communication messages in this studyeiptbcess professionals use for
sharing messages with family members about ASDderao make meaning. Focusing

on the process of coordination between the prajasss of the ECEP allows everyone
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involved to see how the diagnosis delivery is cartseéd. Then, messages can be shared
about the existing process to enhance the comntiongarocess and achieve a better
outcome for the diagnosis delivery. By better oaote, | mean a feeling of satisfaction
felt by all professionals a part of the ECEP thatytdid the best possible job at
delivering the diagnosis of ASD; the outcome igdrethan previous situations where
professionals may not have felt the diagnosis vediseted in the best possible way. All
professionals involved use communication practihas contribute to the process. Some
of the practices may enhance and others may imjpéslprocess.

Through communication, professionals demonsteltgionships and content.
One axiom of communication defined by WatzlawickaBin, and Jackson (1967) states
that all communication has a content and relatigmabpect. There are two levels that
are referred to by this axiom: the report and comurlavel. Report refers to the content,
and command defines the relationship and explamstb understand the content. A
second axiom that relates to CMM is the punctuabiotme sequence of events. This
axiom demonstrates that we socially construct ouleustandings apisode®f
conversation. Episodes of communication are catpits of acts that can be seen as a
part of a larger conversation; each episode igufft from a previous or future episode.
For example, the messages and reactions to thessages are acts that occur during the
evaluation stage of the ECEP can be consideregiaade. One evaluation episode was
not the exact same as the previous evaluationeonéit evaluation. When new
information is provided and new messages are amctstt (i.e. a different way of
punctuating an episode of conversation), an ind&ids able to reconstruct his/her

understanding of the interaction. The ideas odages, punctuation, social construction
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and reconstruction found in these axioms estaldisbacepts and parameters for my use
of CMM in analyzing data | gather from my obsergas and interviews at the ECEP.

Episodes, punctuation, social construction andnsituction are terms that are
useful for explaining elements of communicationcicees that occur during the data
collection stage of this dissertation. An episadeshort, refers to a communicative
interaction. Several episodes of communicatioy pleole in the (re)construction of
meaning. Since identifying the actual beginninguay episode is not possible,
punctuation helps to put a beginning and end tepasode. Punctuation, as briefly
mentioned above in the axioms of communicatiorersefo how an episode is defined; a
certain point is identified as the beginning arek#ain spot is marked as the end. The
application of the punctuation stems from the ust@rding how our meanings are
socially constructed and reconstructed in commuioica | further develop these
concepts Chapter 3 as part of my observationsyishetl interviews and group
interviews that | use to collect data.
Chapter Preview

This dissertation is organized strategically tovmte the clearest rationale,
explanation, and summation of the actions durirguping, executing, finalizing, and
summarizing this study. In the subsequent chaptekiew the literature to explore the
(re)construction of delivering the diagnosis. Afteviewing the literature, | provide a
rationale for utilizing ethnomethodology throug®M framework. Chapter 3
demonstrates the importance of utilizing an innweagualitative method for exploring
the process of delivering the diagnosis of ASD.a@hr 4 explains procedures and data

gathered from observations. Similarly, chaptexplans the procedures and data
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gathered from individual interviews. Chapter 6rtleplains the procedures and data
gathered from the group interview. Chapter 7 pgesianswers to the research questions
and reflects on the theory and method and offdreramplications of this study.

Keywords: Autism, ASD, CMM, bad news, informing patient of diagnosis, informing

interview, diagnosis delivery

18



CHAPTER 2
LITERATURE REVIEW

The Communication discipline offers beneficial noeth and theory for research
on ASD; specifically, | examine a key moment in liwes of individuals with ASD, the
diagnosis. EXxisting research has not looked aintieeaction between professionals and
parent(s), caregiver(s) and/or family member(spdividuals with ASD. The aim of this
chapter is to review current research on interastigith individuals with ASD by
looking at intervention techniques, health commatin studies, and relevant literature
that discusses delivery of diagnosis. Additionalhys chapter reviews literature on the
Coordinated Management as one way to interpretdahemunication that takes place by
professionals with families of those being diagrosgh ASD.

My strategy utilized in this review process ideefresearch in key areas. The
first phase surveyed relational communication bd@kesVito, 2009; Duck, Starch, &
Starch, 2010; McCornack, 2013; Mottet, Vogl-Badeklouser, 2012) for theory and
research affiliated with mental iliness, intelletdisability, or health conditions and
interactions or relationships. There is not a ficuthe interpersonal communication
literature that discusses relationships with indlisals with a mental illness, intellectual
disability, or health condition. The second steyoived looking at current research on
ASD; many studies that are mentioned later inckldenents of communication in
intervention strategies without including concefiteory or methods from the
communication discipline. A third element focusedhealth communication research

and determined significant implications from resbégsrojects.
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| understand that one study cannot encompass tileaklevant literature for
such a broad category. Instead, this chapter eegpkbnew area of focus by combining
three key areas of research interest: the Coortindinagement of Meaning (CMM) of
interpersonal communication; provider-patient iattions in health communication; and
diagnosis delivery of ASD. Reviewing the currerdqtices in each area revealed fruitful
research that focuses on interaction, communicaéiod intervention. The research
presented here demonstrates some of the relatpmisatween communication theories
and interactions between professionals and famégnbers of individuals with ASD.

My assumptions about communication are locatedworldview that focuses on
the interactions between and among people, CMMreea987; 2007). CMM grows
out of the social constructionist perspective atilizas the communication perspective,
which looks at communication rather than througmeownication. Through description,
explanation, and intervention, researchers loalngjue processes of creating better
patterns of interaction. Briefly, CMM’s assumptsoand principles provide a way to
study a) “the frames we [human beings] employ tess and perceive our experience,
b) the language we use and the stories we teliteenour experience, and c) the actions
we take, which affect what we make together” (Peagostrin, & Pearce, 2011 p 5).
Coordination, coherence, and mystery are key cdadgepnaking sense of the social
worlds thatwe create collectively (Pearce, 2007).

This review of literature is organized into six calécategories, including: related
themes, research in health communication, diagrietigery, related CMM research, a
theoretical context and summary and conclusionghideach category are

subcategories that are more specific, includingrugntion, family relationships,
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communicating with persons with ASD, professionalignt communication, Autism
studies, parental delivery issues, the PACE Matlagnosis delivery of other conditions,
CMM and ASD, other related CMM research, Garfirdeetl Ethnomethodology,
Wittgenstein and Ordinary Language Philosophy., Austin and Performatives, Searle
and Speech Acts, Shimanoff and Rules Theory, Ceatien Analysis, Watzlawick and
Pragmatics, E. Rogers and Relational Communicasind,Pearce and the Coordinated
Management of Meaning. Some subcategories haveddayer including: non-
communication interventions, communication intet@rs, attachment style, family
stress, health care settings, and intellectuabdisa The conclusion of this review
summarizes what is known, what gaps exist in rebeand what research questions |
suggest.
Related Themes

Throughout the process of reading literature on ASEw key themes emerged
from the information. The themes listed includeiention, family interaction, and
communication with persons with ASD. Each themgissussed below.
Interventions with Families

The focus of much research on ASD is interventilmtervention-oriented
communication research is ‘first-person-perspeategearch’ and ‘engaged scholarship’
(Frey & Sunwolf, 2009). The styles of interventiatilized in research with individuals
with ASD range from a pharmacological approactetihological approaches.
Although communication intervention strategiesraest relevant, | briefly introduce
other areas of focus for intervention to incredseldreadth of intervention as a process

and practice.
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Non-Communication Interventions. One area of intervention involves
pharmaceuticals. Benvenuto, Battan, Porfirio, @adatolo (2013) reviewed the main
concerns of pharmacologists for individuals withDASThey use drugs to manage
comorbid symptoms (i.e. aggression, irritabilitgdaself-injurious behaviors;
hyperactivity/inattention symptoms; and stereotygyétitive behaviors). This resembles
a typical medical model. The authors demonstrtegromising results of certain
antiepileptic drugs and selective serotonin reupiakibitors and explained the mere
potential benefit rather than guaranteeing thecéffeness for all individuals with ASD.
The pharmacological approach is the dominant ietgtion for individuals with ASD
even though there is a lack of evidence aboutubeess of these medications. One
contributing factor, but an underdeveloped idethi research, is the role of parental
stress and family needs of family members of agrevsth ASD.

A second area is technological intervention, atiretly new area that is growing
quickly with the rapidly evolving technological kmtedge. Dickstein-Fischer et al.
(2011) presented their proposal of a pilot reseprofect that utilizes a compact
humanoid robot for ASD interventions. The authesumed that the robot would
provide simple emotional responses and interactubnch could benefit peer
relationships for children with ASD. Mazzei et @011) also discussed the idea of using
a social robot. These researchers utilized FAC&MTh(FACET) with a humanoid
platform. FACET is an application designed for HamRobot Interaction (HRI) studies
for individuals with ASD; the application involvasFacial Automation for Conveying
Emotions (FACE) android, a multi-sensory room, amukychologist to operate a

stepwise protocol with the android and person witism. FACE, an atrtificial
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humanoid head, focuses on facial expressions.oAgh the researchers claim the
therapy demonstrated positive effects, there wehg @ participants in the study, 4
participants with ASD and 2 control participanie authors concluded that the children
with ASD accepted the humanoid and that the FAC&T e used as therapy for social
skills. In contrast, my study emphasizes faceate finteraction between professionals
and families of those diagnosed with ASD.

Communication Interventions. One other study focused on grandparents of
grandchildren with ASD and strengthening relatiopstthrough technology. Wright et
al. (2012) utilized workshops for young childrerttwASD. During the workshops, the
children used computer programming that focusedammal interactions. The researchers
then conducted focus groups with the grandpardtas six weeks of the therapy. The
grandparents revealed that their grandchildrereas®d the social interactions with
peers, parents, siblings, and grandparents. Astéogy continues to advance, more
studies emerge that look at the benefits of usgrology for individuals with ASD.
Those studies that combine technology with humegeraction show promise, because
they focus on communicative practices, but theynateyet available in the clinical site
where | conducted my research.

Lastly, the most relevant area of intervention Imee communication strategies.
Goldstein (2002) emphasized communication intefgastfor children with Autism. He
reviewed 60 studies over a 20-year period that wanearily from the descriptions of
psychology, special education, and communicatieenses and disorders. This review
identified intervention strategies ranging fromeuartraining group meetings to discrete

trial trainings [interventions that utilize the Ama Behavior Analysis (ABA) theoretical
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framework; discrete trial trainings utilize a thiteem contingency of antecedent
provided by the trainer, response from child, amdm@sequence that rewards or marks the
response (Boutot & Dukes, 2011)]. Of the studmesgoncluded six primary areas of
focus including: communication interventions inaangting sign language; intervention
incorporating discrete trial training formats; intentions designed for implementation in
the natural milieu; communication interventionséplace challenging behavior;
interventions to promote social and scripted intgoas; and classroom and parent
interventions applied to groups. Several intenagrstinvolved training the parents and
family support members: training parent groupsgh@ay parents behavioral techniques;
presenting lectures and conducting consultationddgcare staff, parents, and family
support; introducing modeling, rehearsal, and taleémforcement to help parent/adult
interventions; social-interactive training with pat/adult partner; teaching parents
Natural Language Paradigm (reinforce attempts, takimg, vary task, and share
control); instructing parents in time-delay procesiy and informing parents about the
way to use signs.
Family Interaction

Throughout the aforementioned interventions, reteas stressed the importance
of social interactions and relationships. In thelges mentioned, parents, grandparents,
and siblings served as the primary interveners iniividuals with ASD. The
importance of informed and caring relationshipshwvi@mily members represents another
area of emphasis, family interaction. Researcfaonly interaction falls into the

categories of attachment style and family stress.
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Attachment Style. Although the importance of relationships appeaithén
literature of several disciplines, such as psyaml@sychopathology, psychiatry,
pediatrics, child development, at this point ingicommunication scholarship has not
contributed to this area of research. When seeltingies on relationships with
individuals with ASD, the majority of the resultscised on attachment styles in parent-
child relationships. In 1984, for example, Signaga Ungerer discussed attachment
behaviors in children with ASD. Attachment behaviates to attachment theory,
which identifies styles of attachment of the cavegs behavior that has positive or
negative effects on health (Farinelli & Guerrer012). Sigman and Mundy expanded on
this research in 1989 and identified the sociaduments of children with ASD. In the
same year, Crowell and Feldman (1989) assessedngariodels of relationships of
mothers and children with a specific focus on aleifdwith mental health needs. They
characterized parent-child relationships througtepis’ childhood histories and
laboratory play sessions. After providing caselgtexamples, the authors supported the
approach of characterizing relationships througiema’ childhood histories through
demonstrating that parents’ behaviors were assatiaith their childhood histories.

After focusing on the mother-child relationship ppa, Sigman, and Mundy (1994)
shifted the focus to levels of secure attachmenhildren with ASD. They determined
that children with ASD that displayed underlyingse attachments demonstrated more
requests, responded more often to bids for attenéind exemplified receptive language
more so than children with ASD that demonstratsgécare attachment styles.
Dissanayake and Crossley (1996) also focused aahattent when looking at sociable

behaviors in individuals with ASD.
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In 1997, Dissanayake and Crossley redirected theesdration of attachment
styles to separation and reunion of children wiDAwith their mothers. In 2004, a
meta-analysis of research focusing on attachmeglatssand Autism was conducted
(Rutgers, Bakermans-Kranenburg, Van IJzendoornaf Berckelaer-Onnes). Rutgers,
Bakermans-Kranenburg, Van IJzendoorn, and Van Béaek-Onnes (2004) concluded
that children with Autism were less securely ategtto their parents than children
without Autism. Yet, the authors concluded thatdrken with ASD showed signs of
attachment security. For example, although loWwantcontrol group members, when
choosing between a stranger and the mother, childitn ASD clearly preferred their
mothers. Also, after a period of separation, cbildvith ASD increased the proximity
seeking with their mothers. Mothers were preferletause they provided security. The
analysis demonstrated that promoting secure attashralationships may be a protective
factor that provides a positive prognosis for skbdevelopment for children with ASD
(Rutgers, Bakermans-Kranenburg, Van 1Jzendoorna& Berckelaer-Onnes, 2004,
Capps, Sigman, & Mundy, 1994). The review of panld relationships in the
literature implicitly identified communication be&é&n parents and children as an
important element that should be further examireedaat of the delivery of ASD
diagnosis.

The majority of research stresses the parent-céifdionship with mothers, and
the majority of research on attachment styles leas lconducted with mothers (e.g.
Bowlby, 1969; Collins & Freeney, 2004; Domingue &&N&n, 2009). Donaldson, Elder,
Self, and Christie (2011) focused on interactioith ¥athers after providing in home

training for fathers to enhance the parent-chitdriactions. Another study looked at
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parent-child relationships (Schieve et al. 2000 mtroduced the element of parenting
stress as it related to children with ASD. Schiewal. supported a need to consider the
effects on the family of planning services for fimmembers of children with ASD. The
authors called for future studies to expand onare$eregarding stress that has impact on
family members. Communication research has focasetbmmunication patterns that
increase stress levels and family conflict fromateg@ communication practices of
family members (Wilmot & Hocker, 2011). More sdezally, studying ways to relieve
stress in families of children with ASD through ammmication practices is needed.

Family Stress. Families with a member(s) with an ASD face manytatdes and
burdens that increase the stress levels of memiBgrstot and Walberg (2011) discussed
obstacles related to caring for the child, emotitmadens, expenses, time requirements,
to name a few elements that lead to family strésal and Graff (2011) utilized the PSI-
SF to measure parental stress. The PSI-SF uttlizes subscales to measure stress,
including difficult child; parent-child dysfunctiahinteraction; and parental distress.
Lecavalier, Leone, & Wiltz (2006) addressed theastmf behavior problems of children
with ASD on caregivers. The parent and teachangsitspecified the primary indicator
of stress as behavior problems. Benson (2006)deresl the role of stress proliferation
on parents with children with ASD. He concludedttsignificant psychological distress
is often the result for parents raising childretitmASD. Of the participating parents,
almost half were classified as “likely cases oficlal depression” (p. 692).

Plant and Sanders (2007) then looked at the paediof caregiver stress in
families of children with developmental disabilgieThe identified predictors of stress

included: difficulty of care-giving tasks; time ialwved in care-giving tasks; difficult child

27



behavior during care-giving tasks; and level ofcthlisability. There were four areas of
developmental disabilities that were included. phenary two disabilities represented
by the participants were ASD (23.8%) and Down sgntk (23.8%). The other two
disabilities were chromosomal abnormality othentBewn syndrome (8.6%) and
cerebral palsy (6.7%). However, the remaining @etage (37.1%) was not explained.
Despite the unclear representation of the populatite authors provide a unique model
of factors contributing to parents stress assatiaiéh care-giving tasks (Plant &
Sanders, 2007, p.111). Overall, the difficultycafe-giving tasks was the best predictor
of parental stress level.

Family function has also been studied in relatmfamily stress. Rao and Beidel
(2009) elaborated on family stress by includindisgadjustment and its influence on
family functioning. They concluded that siblingschincreased levels of stress and
restricted family functioning, more psychologicabblems and poorer mental and
physical health than control families (p. 447).eTdata also revealed that parents
experienced significantly more parenting stress fharents of children with no
psychological disorder. Also, families of childreith High Functioning Autism (HFA)
reported participating in fewer social and reci@ai activities and less independence
among family members in the following terms: asgertess, self-reliance, and decision
making (p. 449). The most intriguing element of thsearch was that when “families
feel significant stress, they often believe thaytdo not have the time to comply with ...
the necessary components of treatment” (p. 448p d&d Beidel recommended

assessing level of parental stress and family fonictg prior to implementing an
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intervention in order to address the relevant facto a treatment plan. The level of
stress of families should also be considered irdtiwery of ASD diagnosis.

A specific element of family function that has beefocus of research is the
health outcomes of family members. In 2010, Srand Elder reviewed twelve research
studies on parental and sibling characteristidatiomships, and adaptation support
intervention measures for siblings and family memalwé persons with Autism. The
articles contained into four categories: parentalkracteristics, sibling behavior, sibling
relationships, and sibling adaptation. Overak, tbview supported the finding that
siblings of individuals with ASD are at risk forqutucing negative health outcomes and
are at risk for less positive environments for ¢hesth ASD.

Hall and Graff (2011) also looked at family suppamtd parenting stress in
relationships with children with Autism. The authdirst discussed the exigency of
helping families and children with Autism, becatesmilies experience high levels of
stress and thus have a dire need for family suppidre caregivers of children with ASD
included relatives and grandparents as importamimees of their support system. The
researchers note that understanding family expeggeis necessary in order for
professionals to “make more informed decisions applopriate referrals for intervention
and support” (p. 6). Lastly, Hall and Graff recagd the importance of knowledgeable
nurses for families with members with ASD, and sgighat knowledgeable nurses
should be involved in the diagnosis and treatmentgss.

Several other studies focus on the stress of faméynbers and parents of
children with ASD (e.g. Karst & Van Hecke, 2012;d8e% Schofield, 2010; Strauss et

al. 2012; Zaidman-Zait et al. 2011). Yet, the eatrstudies provide some information

29



regarding the importance of considering the farsitgss and learning how to reduce
stress by focusing on communication among the famémbers. Looking at stress
through these studies demonstrates approachedaimat take into account many
elements of the communicative interaction. In camivation studies, the focus is on
episodes of interaction, punctuation of eventgjetpresources and practices (e.g. Bruss
et al. 2005; Cronen & Pearce, 1981; Forbat & Sen2005; Montgomery, 2004; Pearce
& Cronen, 1980; Pearce & Pearce, 2000, 2001; RaR6it0; Salmon & Faris, 2006).

The research on family stress provides several pbemnthat have demonstrated
the significant importance of understanding thesstrof family members of children with
ASD. The potential stress that is affiliated widving a family member with ASD
should be considered by professionals when integaetith parents during the diagnosis.
Communication with Persons with ASD

When considering the importance of communicatinip fiamily members, the
methods for communicating with persons with ASD talso be considered. Miller
(2008) emphasized the need for sensitivity whenmamcating with children with
Autism. He stated, “Children on the [A]Jutism spaat are often intimidating to both the
parents who live with them and the professionale afe trying to help them” (p. 16). A
child with ASD “needs for parents and professiotalbe emotionally available to reach
out and make emotional contact with them” (p. 18ljller recommended a ‘high
support, high demand’ stance for parents and psafeals. For example, this high
support, high demand stance is very supportiveaatide, but carefully intrusive toward

the child with ASD.
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Another important consideration is for caregiveratknowledge and address
speech disorders. Sigafo&shlosser, O'Reilly, and Lancio(2011) discussed the
speech and language problems of individuals witD ASCommunication problems are
a defining characteristic of ASD” (p. 98). Somelod communication problems
mentioned include: absence of effective verbal lagg; absences of nonverbal
communication skills; presence of inappropriate svalycommunicating; and
communicating through tantrums, aggression, orisglfious behavior. Also, “because
the communication problems associated with ASDwvaag widely from one individual
to the next, it is important to assess each ind&lido identify his or her particular
communication strengths and limitations” (p. 98he authors briefly discussed the
importance of communication partners. They sdiffective communication
intervention often requires teaching new behaworsommunicative interaction patterns
to both the speaker and his or her communicativen@as, such as parents, teachers, and
peers” (p. 99). They continued, “While childrerttvASD may also need help with
difficult tasks, they may be unable to request ethen needed unless they have learned
good communication skills” (p. 99). Since individsiavith ASD may not be able to
request help or communicate in unfamiliar situai@re. with physicians), those
individuals who are normal communication partndypieally parents or caregivers—
hold an important role of communicating for theldlwith ASD. There is a need to
develop strategies for caregivers to help childvgh ASD to communicate verbally and
nonverbally.

Lee,Walter, and Clear{2012) elaborated on the challenges of caregivers

communicating with persons with ASD. The authdentified many difficulties that
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children with ASD experience in interacting withhets, specifically physicians. Some
of the difficulties included: nonverbal childrertechment to security items (i.e. toys or
blankets), distress with change in routine, angisee sensory processing (i.e. lights that
are too bright, loud noises, or touch). The atmlovided an introduction about how to
improve the interactions of health professionalhwoung individuals with ASD.
Advice provided involved: respecting cultural difaces, using observation skills,
creating a safe haven, seeing the child first, shgwhe child rather than telling the
information, using shorter sentences to break aprtformation, reducing sensory
overload, and involving parents. The authors dlsoussed the impact of the last decade
of research as well as the exigency of much maeareh. “While there have been
considerable advances during the past decade grstadding the manifestations of
[A]utism and ongoing study of potential intervemt$y ASD remains baffling condition
for parents” (p. 41). The authors briefly discussethmunication and the challenges of
communication for individuals with ASD. “Childremth ASD tend to not understand
what people are saying and fail to tell others whay need or feel” (p. 41). Social
interactions can be frightening for children witlsB. The authors provided vignettes of
children and elements of effective communicatianhfealth care professionals. The
authors suggested that physicians having “knowleslgls, patience understanding,
empathy, tolerance, and commitment” (p. 42). Titbars also warned physicians not to
make assumptions, but to be sensitive and inquinsigad.
Health Communication

Health Communication is a growing area of studyésearchers. Many scholars

from a variety of disciplines have studied patiandl provider contexts (e.g. Bundesmann
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& Kaplowitz, 2011; Galassi & Ware, 1992; Helitzera¢ 2011; Matthias et al. 2010;
Simon et al. 2010; Song, Hamilton, & Moore, 2011adier et al. 2010). Others have
looked at the communication and relationships bebtngatients and providers (e.g.
Baker ,Gallois, Driedger, & Santesso, 2011; Bohri&vtin, Welsh, & Kilbourne, 2011,
Carpenter et al. 2011; Ciampa, Osborn, PetersdRothman, 2010; Davis, 2010; Hou &
Shim, 2010; Robinson, Turner, Levine, & Tian, 20%0ninoff & Step, 2011; Smith,
Wolf, & Wagner, 2010; Weissmann et al. 2010; Wengret al. 2011). More
specifically, there are only a few studies thatehamnphasized interactions with
individuals with ASD (e.g. Hample, 2008; Holtonadt2012).

One of the articles that considers communicatrmhA&SD relates to the media
and mass communication (Holton et al. 2012). Hoé#bal. (2012) evaluate the
legitimacy of blaming the cause of ASD on the MM&teination. Much media
coverage has been given to the Autism-vaccine coatsy in the United States and the
United Kingdom. The authors discuss the parentsrpretations of the interactions of
the child prior to and after the vaccination. Altigh the authors conclude that there is
not enough evidence to say that the vaccinatiosethASD, the key finding of the
research was how the parents explained the intenggatterns of the child.

Hample (2008) focused on the pattern of interaciorelation to support, which
refers to “using communication theory to provideisture for peer support interventions
[to] help capitalize on potential benefits and miiae potential risks [of peer support]”
(p. 324). Hample (2008) looked at how support “taprove the quality of supportive
interactions and help us discern when and why @miantion may be counter-productive

in a particular context or for some subgroup otipgrants” (p. 327). In the essay,
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Hample discussed the opportunities for multidisogaly collaboration to improve quality
of life by focusing on “what people say, how thay &, and why that matters” (p. 327).
These qualities are communication practices reketeadiagnosis delivery of ASD.
Professional-Patient Communication

The importance of health care professionals ifitles of patients with ASD is
implicitly acknowledged in the aforementioned desc Yet, a specific area for the
health care professional relationship with patienita ASD is needed. Mahoney and
Perales (2005) provided one study that includelticdn with ASD and family members.
They suggested one approach that emphasized mmslap-focused intervention. The
authors stressed the importance of creating age#dtip with the child with ASD and
family members. Weil and Inglehart (2010) alsoradded the necessity for dentists to
prepare for interacting with patients with ASD.

Although other studies exist that discuss patientis ASD, developing a skill-
based approach is not the focus of this paperheRaRoter and Hall (2011) provided
information on patient-provider communication imgeal. They stated, “Interaction is
the fundamental instrument by which the doctoregudtrelationship is shaped and
through which medical care is directed” (p. 55hey went on to discuss national reports
that “have focused attention on the centrality atignt-centered communication to the
safe delivery of quality medical care and the pcacdf ethical medicine” (Roter & Hall,
2011, p. 56). Having a patient-centered approadommunication has many benefits
that range from trust and comfort to medical saféftiiis kind of patient-centered

approach is also needed for diagnosis deliverySDA
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Health Care Teams. Effective communication amongst teams of healtle car
professionals has been the focus of current heal#nresearch (e.g. Grumback &
Bodenheimer, 2004; Haynes et al. 2009; Lemieux-@k& McGuire, 2006; Lingard et
al. 2008; Real & Poole, 2011; Williams et al. 2Q0Real and Poole (2011) demarcated
teams from groups since teams consist of high $esklinteraction, interdependence,
boundedness, commonality, and motivation” (101heyldiscussed the interdisciplinary
nature of research on health care teams; yet, concation research has contributed to
the literature (e.g. Anderson, 2001; Apker, Pradopord, 2005; Apker, Proop, Ford, &
Hofmeister, 2006; Coopman, 2001; Davis, 2008; Bon, 2003; Grice et al. 2006;
Hewett et al. 2009; Martin, O’Brien, Heyworth, & Mer, 2008; Paulsel, McCroskey, &
Richmond, 2006). Real and Poole (2011) identified main perspectives for
considering communication within the research. Pewspective was communication as
meaning construction, which focuses on social cangon. They also discussed the
importance of communication to ensure effectivervésbe health care team.

One approach to ensure effectiveness was introdugéthynes et al. (2009).
They discussed the implications for a health caaentafter creating a communication
checklist; the rate of negative outcomes that aecuprior to the checklist decreased
after the checklist was implemented. | understhedexact checklist created for that
specific team will not be the best for every teant, the idea of co-creating meaning
amongst team members is an effective strategycthdtl be helpful in other health care
teams. Real and Poole (2011) utilized McGrathtrprocess-output (IPO) model as a
framework for communication and effectiveness ialthecare teams. The goal in

providing the framework was to generate thinkingwtthow to understand
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communication and the influence on effectivenegdifierent health care teams. Real
and Poole (2011) stated, “Theories are needed vaucbunt for the complexity of health
care team interaction in order to better understamdmunication and effectiveness in
health care teams” (114). They concluded withlefeafuture research to examine team
processes and communication practices episodiaatiitemporally to understand the
critical components for effective outcomes. Thal o action should also apply to
patient-professional(s) communication researchftiatses on patients with disabilities,
specifically ASD.

This research will extend the study of health ¢aeens to focus on micro-level
communication practices associated with CMM coreépdt occur within health teams
during the delivery of diagnosis.

Diagnosis Delivery

The role of communication in the process of diagnhdslivery is crucial. When
referring to diagnosis delivery, | emphasize thecpss after diagnosis is determined
when the practitioner or team of physicians infoarahild with an ASD and his/her
caregivers of the diagnosis. The delivery of tifermation is a complicated
communication transaction that should occur in sdygEhases. There has been limited
research on diagnosis delivery in the field of ASThere are other areas of focus that
offer valuable information including research ofivd®ing the diagnosis of chronic
conditions, Down syndrome, and cancer. Below tiigrmation is categorized into
sections on Autism studies, parental concernsdbvery, the PACE Model, and

diagnosis delivery of other conditions.
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Studies on Autism

Four studies related to Autism and ASD when disitigsdiagnosis. The first two
studies were not directly related to the delivefrdiagnosis that | am referring to.
Rather, the focus on diagnosis was on other medaraditions. The first study extended
the focus of parents’ experience of diagnosis ¢tuinhe obstacles to the diagnosis and
treatments when misdiagnosis occurred. Smith, &irae; and Smith (2012) provided
two case studies of adults that had ASD and aagjlifieethreatening illnesses that the
diagnosis was delayed due to the focus on theiohais having ASD. The focus on
diagnosis in this study was not on delivery ofitiigal diagnosis of ASD, but on a
diagnosis as an adult of a life-threatening illnspecifically Lou Gehrig’'s disease and
Multiple Sclerosis. The second study was a revoélWeratureon “how general
physicians may approach the management of the addlpediatric patients with an
ASD and the common disease processes that camiretutir need for acute care”
(Venkat et al. 2012, p. 472). The authors desdrthe importance of general physicians
in understanding the requirement of preparationsamsitivity for patients—pediatric or
adult—with ASD. The focus of diagnosis was on otiedical conditions or ilinesses
for individuals that have already been diagnosdd WED.

The third study was the only study that directigieessed the delivery of
diagnosis of ASD. Braiden, Bothwell, and Duffy {2 evaluated the experience of 11
parents in Northern Ireland with the process ofdasis of ASD; in-home interviews
were conducted and transcribed. The authors peea thematic analysis of the
transcription data and found key points that conoted to the parents’ experience with

diagnosis. The points included: perceiving ackmalgement of initial concerns,
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receiving the diagnosis in a face-to-face settiageiving informational materials, and
being assisted in understanding the informatiohe fbur points provide information for
other studies such as my project to consider wleatents are important to parents.
The fourth study, published in 1984, emphasizdgihg parents understand the
diagnosis of Autism. Morgan (1984) addressedf@rining session rather than
focusing specifically on the process of deliverthggnosis. The idea of the informing
session or information interview occurs in sevetlkr areas of health care diagnosis,
including: diagnosis of cancer, Down syndrome, deimeand other chronic conditions.
The manner in which the bad news is presentedia#fect on the outcome of
the message reception; this idea is behind thefuse informing interview.
Myers (1983) provided some guidelines for physisiamo have to deliver difficult
messages to parents of children with chronic oniteal illnesses that prevent a ‘normal’
life. She reviewed psychological stress and coptrategies and discussed the
importance of professionals to understand elenwrttse grieving process that parents
experience. Myers also described key charactesighiat professionals should
demonstrate when informing the parents; the chariatts included: competence, self-
confidence, warmth and interest, ability to listeatience and acceptance, tolerance of
expression of emotion, sensitivity to feeling statelerance of parents’ non-acceptance,
ability to be direct and honest, good clinical jodet, and use of language that parents
can understand. The setting and elements of themimg interview were also discussed
as critical for a successful informing session.e @kpects included: place (privacy),
participants (both parents if possible, child, &mdted professionals to avoid

intimidating the parents), process (the professishauld be aware of the process of the
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informing interview), comfort (professional showsdtablish rapport with parents),
presentation (repeating and summarizing informatrtben necessary), understanding
(inquire about clarity and comprehension), managerfprovide information for
guidance, support, expertise, etc.), closure (anguestions), and facilitate memory
(letter, phone call, or written information). LigstMyers revealed two common
problems that professionals should be aware dfuidied parents and unclear diagnosis.
These situational factors for informing parentawfASD diagnosis should be observed.
Studies on Family

Although Myers did not specifically mention infoimg parents of children with
ASD, the information provided is relevant in antpation where the parents may
experience grieving. Similarly, Gayton and Walke974) looked at parents’ preferences
when receiving diagnosis. The authors utilizednderview questionnaire over the
telephone with 85 sets of parents of children wmtdwn syndrome. The results of the
guestionnaire indicated the following preferengesents desired to know diagnosis as
soon as possible; parents desired to be told bghksician; parents indicated the
importance of both parents being present at diagnasd parents revealed the
importance of receiving written information at tivee of diagnosis. These preferences
are similar to the essential elements discussddygys (1983) and are relevant to the
delivery of ASD diagnosis delivery.

Preferences of parents for delivery of difficulineehas been another focus of
research. Dent and Carey (2006) review literatiiaée has addressed the issue of
breaking bad news. Buckman (in Dent & Carey, 2@&8ned bad news as “any news

that drastically and negatively alters the patemtew of his or her future” (p. 174). The
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authors began the article with a recollection k®/sbnior author of her first task of
delivering a clinical diagnosis of Down syndromeateet of parents. She stated, “I had
been given no instruction or guidelines as to howse to this occasion” (p. 174). The
authors later mentioned, “The details of this e\jehinforming parents of a difficult
diagnosis in a newborn setting] are recalled vivlaly the family” (p. 174). After
identifying the need for some guidance and impaeasf the situation, the authors
discussed that the few generally accepted guidefmedelivery have not been supported
with evidence or scientific research. Rather,gtielelines were based on expert
opinions. The authors provided a framework; howethe theoretical model was very
basic (see Figure 1; Dent & Carey, 2006) and ndtquéarly useful for my study.

Studies on Professional Training

Psychology of Pregnancy ‘

Moening of a Child J|
. Domography ‘ Informing Interview

/ . 1

‘ Attnchment of Personhood Maaning of the
/ Indhvidual Problem

Meaning of Congenital
Defects in Society

Supportive Care

Figure 1: Proposed Theoretical Framework

Aside from providing a basic framework, Dent andeya2006) provided two
recommendations: 1) to “train healthcare professmrincluding medical genetic
residents and genetic counselors in clinician-patemmunication, in general, with a
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specific focus on breaking difficult news” and @)“tlevelop and establish an
infrastructure within each hospital system that esaik routine for the provision of
current and accurate information and current raféorparent support groups and
experienced parents” (p. 178). Lastly, the autleodorsed providing families with a
positive, confident, and informative discussionhaappropriate referrals to support
groups and experienced families. This piece ofcaddoes apply to diagnosis delivery
of ASD.
The PACE Model for Diagnosis Delivery

Garwick,Patterson, Bennett, and BlIuit995) conducted interviews with family
caregivers in the homes of 43 children with Downdyme or congenital heart disease;
each interview consisted of a set of caregivefihe“goal of the study was to identify the
major factors that the families identified as iefhcing their reactions to the news that
their child had CHD and/or DS” (p. 996). Similarthe parental preferences discussed
by Myers (1983), family caregivers “preferred toibformed in person, in a private
place, and along with their spouse or another fasupport person” (p. 996). The final
recommendation by the authors was for professidndiBACE the news that they
provide at the time of diagnosis by Planning théirsgg Assessing family caregivers’
previous knowledge and experience about chronidiions, Choosing strategies that
best fit the family and their particular situati@md Evaluating the family’s
understanding of the news” (p. 997). ElementhiefRACE method have been
mentioned in other research studies; the identethod could be an easier way to

remember the elements in future studies, reseanch¢linical practice.
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Other Models of Diagnosis Delivery

Similar to the elements of the PACE method arestlggested techniques for
delivering the diagnosis of cancer. Gordon (2@083ussed the needs of patients and
relatives for “privacy; for a clear, concise, anthmbiguous message; for a caring and
concerned manner; for attention to the patientstiemal state; and for the opportunity to
ask questions.” Gordon also noted options spefdfipatients with cancer; however,
some suggestions were similar to those mentionethier studies regarding delivery of
diagnosis: professionals should provide hope aasistgance; be sensitive of cultural
differences; and have self-awareness. Havingase#freness was a new element that had
not previously been discussed; other studies meediohe importance of being self-
confident and competent while having tolerancesfootional expression (Myers, 1983).
Gordon mentioned “recognizing and acknowledgingeyaotional ‘blind spots’ and ‘hot
buttons’ can reduce feelings of guilt and sadngssnote compassion and connection,
and restore objectivity.” Gordon provided competebased learning and certification
for students, residents, and practitioners, sudiirisal evaluation exercises (CEX) and
objective structured clinical examinations (OCSk)delivering difficult news; yet,
limited studies provide evidence of change in pcacafter the examinations. An
oncologist specific intensive 3-day course was hatsefly mentioned; however,
improvement was demonstrated after the course hadliowed time for “didactics, skills
practice, and personal reflection.” Not enouglaidetivere provided about the oncologist
course to utilize elements for general delivergiaggnosis. Nonetheless, the idea of an

intensive course could be significant for my stoflASD diagnosis delivery.
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Other studies provided relevant calls for futieseaarch in the concluding
remarks. Kallergis (2009) focused on informing fiz@s of a diagnosis of cancer.
Kallergis stated, “Usually, doctors and nurses apg@h patient and family using their
experience. Therefore, we need a training thategtlip health professionals with the
necessary knowledge to approach the family” (p)1Q@lor,Devane, and Begley
(2007) studied women'’s encounters with caregiversid an unexpected diagnosis of a
fetal abnormality. The authors concluded the stuglgtating, “The way in which
adverse diagnoses are communicated to parentsleawa for improvement. Health
professionals should receive specific educatiohamm to break bad news sensitively to a
vulnerable population. A specialist midwifery arrsing role to provide support for
parents after diagnosis is recommended” (p. 86)hatigh many researchers have
identified elements of importance when considediagnosis, much research still needs
to be done to demonstrate how this research casdxin the diagnosis of ASD.

CMM Research

CMM has been applied to many settings, includitgidbood obesity,
organizational collaboration, families, communitgldgue, identity, interpersonal
interactions, citizenship, and school climate, é¢@. Bruss et al. 2005; Cronen &
Pearce, 1981; Montgomery, 2004; Pearce & Crong8;1Pearce & Pearce, 2000, 2001,
Salmon & Faris, 2006). The common goal of thesdistuis to provide research that
suggests improvements for well-being. Only onélgia explored that focused on CMM
and ASD; several other studies are explored thabdstrate related focuses on health

settings and intellectual disabilities.
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CMM and ASD

Only one source related to CMM and ASBishwick (2009)kreated a literature
review that looked at the experience of parentsgia child with a disability such as
ASD for her doctoral dissertation in Clinical Psgtdgy. She conducted a met-analysis
of six qualitative papers related to a raising ikdakith a physical or intellectual
disability. Of the six papers, one involved a paa a child with ASD. One conclusion
that emerged from the thematic study was “the ingmme of formal support systems”
(Fishwick, 2009, p. 27). The systems included gssionals and family members who
have aided the parents through coping with thelehgés they face as a parent of a child
with a disability. Fishwick (2009) includes a cft future qualitative research “to
explore the positive experiences and more protedtigtors” affiliated with the parent (p.
33).
CMM and Practice

CMM research has been applied to a variety ofedlareas. Salmon and Faris
(2006) evaluated mutagency collaboration with a CMM framework, focusomgthe

importance of collaboration between multiple orgations. The authors described
CMM as an important theory of human communicati®mwo processes were discussed:
social practice through interaction and practiggdligation. When discussing situations
where CMM has been applied, Salmon and Faris (20@6)ded family communication
practices and the construction of a family identifjne study discusses social reality,
coordination of meaning, constitutive rules, angutative rules.

Health Studies. In communication studies, some researchers utiladi1 for

applied health projectd-orbat and Service (2006%ed the hierarchy model of CMM to
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look at end-of-life specifically for persons with Bnd dementia. The hierarchy model is
a “method of directing attention to the contexaofutterance or action” (Pearce, Sostrin,
& Pearce, 2011, p. 128); there can be multipleragé context as well. The model is
helpful for determining underlying value, influengerception, and understanding
certain health conditions, situations, etc., and kommunication occurs in the context.
Forbat and Service (2005) provided an example of tooutilize the hierarchy model in a
health care environment. Forbat and Service (2865¢ribed CMM as “a language- and
relationship-based approach to therapy and comratiorc (p. 416). The hierarchy
heuristic showed how multiple contexts affectedaact Through the identification of
contexts, Forbat and Service identified the systénelatives as an importafar
understanding the context. They suggested extgrakisting research on caregiving
relationships with people with ID and dementiartdividuals in other service settings.

Raboin (2010) utilized heuristics from CMM for hesearch in hospital setting.
She specifically focused on the reflexive procddext and context. For discourse
analysis, “CMM captures both elements of discoarsaysis by offering heuristics that
spiral between the immediate situation and theigrftes of a discourse or contextual
forces” (Raboin, 2010, p.56). Raboin looked atriational process through Pearce’s
suggested four phase approach: description, irg&goon, critical, and practical

In the first phase, Raboin utilized the Serpentiraglel and triplets to focus on the
punctuation of episodes of interaction. The Setipermodel is a model of CMM that
“shows successive action in an episode as comimgoi the embedded contexts of
meaning of one participant and ‘into’ the embeddewatexts of another, and so on”

(Pearce, Sostrin, & Pearce, 2011, p. 131); thesfixon the ‘back and forth-ness’ of
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interactions. An episode can be thought of as wgla¢ing discussed, when it began and
ceased, what parameters are placed to understas@iit experience independent from
other experiences (Pearce, Sostrin, & Pearce, 201100). Raboin used two steps for
the phase. First, the author listened to the @apes and read transcriptions of
conversations when available while listening. Blo&ed at tone, patterns, and word
choices. Second, she used punctuation and codng & sequences of turns in triplets.
In the interpretation phase, she identified logfoates and the hierarchy model. There
were four parts to the second pha$ée first step was coding theur forces:
prefigurative, contextual, practical, and impligati Briefly, “prefigurative force is that
which we feel based on what other people havedoise; contextual force is that which
we feel based on the situations in which we ar@iactical force is that which we feel
based on what we want the other person to do nexsponse to our acts; and
implicative or reflexive force refers to the effedur current actions are intended to have
on the contexts in which they occur” (Pearce, Sus& Pearce, 2011, p. 129). The
second step was coding contextual resources. hitiestep was constructing hierarchies
of meaning. The last step was a final review ef¢bding and punctuation. The critical
phase consisted of one step: reflection. In thal foractical phase, an invitation for co-
creating the future was presented in two stepsst,Rhe transcripts were reviewed.
Then, the review is aligned with my research siheemethod utilized could be
beneficial for looking at children with ASD in sifar health context.

Intellectual Disability. The next relative area of research involved CMM and
intellectual disabilities (i.e. disabilities withental processes, abstract thinking,

reasoning, etc.). Farinelli and Guerrero (20149 altudied parents’ interaction with
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children with mental illnesses. The focus of thedg was on the physical health
consequences experienced by parents/caregivetisoujh CMM was not the
framework, the authors concluded that parents $aweral health issues affiliated with
being the caretaker of a child with mental illneSeame of the specified issues included:
frustration, hopelessness, distress, depressiaretgnfatigue, dizziness, headaches,
nausea, and sorrow. CMM allows me to take phygio#l effects into consideration by
understanding communication has systemic effeadsdatussing all elements of the
clinical system of the ECEP.

Although the focus was on the social-relational slpHaydon-Laurelut (2009)
utilized aspects of CMM. For example, the authe@duepisode work, reflexivity, and the
hierarchy model of CMM to “illustrate the processonversation” (p. 9). Haydon-
Laurelut (2009) addressed the issue of a tensitwele® the social model of disability
and psychological therapy. Haydon-Laurelut (2088pduced the idea of significant
persons in the lives of individuals with intelleatulisabilities coming together to work
with the practitioner. Haydon-Laurelut (2009) désed systemic psychotherapy as “a
modality that creates the possibility for the tipesg the person and significant others in
her or his life to come together and hear, credédorate and celebrate the stories that
people bring” (p. 7). The study included a varietyndividuals with different
intellectual struggles (i.e. ASD, behavioral issuegermittent explosive disorder, etc.).
The author emphasized reflexivity throughout thpgoareferring to how individuals
reflect on their experiences. In the future resleaectionHaydon-Laurelut (2009)
calls for research on those in the position of -taker of the person with an intellectual

disability. ASD is a neurological disorder thad@heeds to be studied. By focusing on
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the process of communication, reflexivity, the hrehy model, and episode work, the
author also indicates the importance of CMM foufatresearch with situations such as
the delivery of ASD diagnosis.
Theoretical Background

Twentieth century theories and methodologies hagped CMM as a research
method. | explore some of the influences and pl®w basis for utilizing CMM as a
methodology. Viewing CMM as a methodology conttésuto communication research
by expanding the current boundary between theadynagthod.

Pearce began a discussion of an applied prattieaty that focused on
coordination and meaning in the 1970s. In 1976@yrdé&elabeled this theory as the
Coordinated Management of Meaning (CMM). Sincenteption, the theory has
expanded and adopted new applications. Althougimoonly thought of as a theory,
CMM can also be utilized as a method for empirreakearch. To better understand the
implications of CMM as a research method, | revagiver methodological traditions that
influenced CMM. | organize this section of the jpteat into several key sections
including: Garfinkel and ethnomethodology; Wittgens and Ordinary Language
Philosophy; J.L. Austin and Performatives; Seanie Speech Acts; Shimanoff and Rules
Theory; Conversation Analysis; Watzlawick and Pragos; E. Rogers and Relational
Communication; and lastly, Pearce and CMM. | thevide another section that
identifies the procedures | use as part of this CMbthodology.

Garfinkel and Ethnomethodology
In the 1950s and 1960s, Garfinkel founded ethnoatetlogy, which places

emphasis on the importance of language use, imt@tpyn, and communication as well
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as on culture, linguistics, and practice. Intaaacts a focal point for the
ethnomethodology which analyzes practical actiontsraasoning. Typically,
ethnomethodology examines action or talk-in-intBoacwithin specific contexts.
Paying significant and close attention to detaylasy important, which provides more
depth than most quantitative analyses.

Focusing on practical understanding and actidodal contexts requires
researchers to pay attention to shared, inter-stilogemethods for understanding and
action. To develop an understanding of local caistexeaning and language are key
areas of interest. Specific elements of meaninglamguage include indexicality, talk as
practical action, accountability, a documentaryhodtof interpretation, and reflexivity.
Indexicality is the contextual or embedded natdmmeaning. The meaning of talk and
text is indexical in that both always rely on peoplsituated knowledge of a relevant
context to ensure understanding. Talk as praciic@bn refers to the emphasis on the
practical nature of language use. Berard (2008)udises the practical nature of language
use, claiming language is understood in termsrajuage use, which is a medium of
social interaction and action. Accountability occbecause speech and actions are
produced collectively, and these shared meaning$uge social interactions that
promote understanding. CMM also embraces thiscgmbrto practical action.

My study makes use of Garfinkel’'s approach to tbeudnentary method of
interpretation as incorporated in CMM. GarfinkE976) describes the documentary
method of interpretation as a type of reasoningl liseresearchers to explain social
patterns adhering in communication interactionrédver, he emphasizes the

reflexivity of the researcher that forces the rese#o shift from descriptions that are
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independent from the content to descriptions tleaedd on how interactants uses
symbols in a context. This method makes a sigatishift in how researchers use
causal explanation in ethnomethodology becausettiiey discover the reasoning of
those they observe and the meaning those theywabatribute to social phenomena,
context, and practice. My study uses this metHatboumentary interpretation as
modified by CMM to discover the reasoning ECEP essfonals use when they deliver
an Autism spectrum diagnosis.
Wittgenstein and Ordinary Language Philosophy

Ludwig Wittgenstein is concerned not as much whih method of the
researcher’s interpretation as Garfinkel is, butsh®ncerned with how the people in an
interaction use language. Wittgenstein (1965atal that meaning in language derived
from its actual use in real situations, a tenairdinary language philosophy. He
understood that people follow rules in order tooaeplish a particular goal, and that
communication is a set of language games (Flen2@@4). Wittgenstein viewed
language as an instrument, a tool for getting thidgne (Berger & Palomares, 2011) and
emphasized a variety of ways in which languagesesiaside from the traditional
understanding of solely transferring informationd®onge, & Giles, 2011). As part of
his innovative idea of language use, Wittgensti&med an utterance is an action aimed
at getting things accomplished (Fleming, 2004) thBdittgenstien’s approach and
CMM emphasize language use in real contexts timae $be purpose of the

communicators. This study focuses on the langoégfee ECEP professionals.
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J.L. Austin and Performatives

Extending Wittgenstien’s focus on utterances, Austin introduced the theory of
performatives (Littlejohn, 2009a) as a type of gfeact. Austin included illocutionary
and perlocutionary acts in the theory of perfornedi An illocutionary act is an
utterance that a person uses to perform an inteatid thus it has illocutionary force. A
perlocutionary act is an utterance a person usekciva certain kind of response from
others (i.e. persuade). If the person understdr@mtention of the speech act, then it is
perlocutionary and illocutionary force (Littlejoh2Q09a). The difference between the
content of an utterance and illocutionary forcthest content is the claim (i.e. | am tired),
and the force is the intention (i.e. | want sleepluring observations, | take fieldnotes
that include specific utterances that may demotestilacutionary or perlocutionary
force. During the interviews, | ask communicatabsut the specific statements and seek
understanding about the force behind the statements
Searle and Speech Acts

Austin’s work on performatives informed Searle’srivon Speech Acts Theory
(SAT) that explained illocutionary acts and forgeftacusing on the speech acts called
propositions and declaratives (Littlejohn, 2009&hrough messages, communicators
express intentions, and the intentions behind tté@érances are the focus for SAT. A
well-performed speech act produces meaning, bed¢hasetention is conveyed by a
communicator and understood by another communic&earle claimed
misunderstanding resulted from the failure of teher to distinguish the speaker’s
intention. Searle also noted that not all misustderdings occur due to missed

intentions; yet, the act is a common source founderstanding. Another element of
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SAT is that speech acts are understood becausedhéym to certain rules. Two
classes of rules govern the practice and undeiisiguod speech acts: constitutive and
regulative rules.

Constitutive rules are connected to the intendedsage of the person initiating
the speech act, and regulative rules are linkédeqgroper response of a communicator
to the speech act. Four constitutive rules applildcutionary acts: 1) an act must
conform to a proportional content rule; 2) an aastrmeet a preparatory rule; 3) an act
must incorporate some sort of sincerity rule; apdract must be understood by both
speaker and listener in the same way. Regulaties provide the steps or processes
necessary for the speaker to perform the act dhngsteners how to respond (Littlejohn,
2009a). CMM focuses on the ways in which commuboisarely on constitutive and
regulative rules to coordinate their actions bystnrcting meaning at several levels. In
my study, the flow of interaction that is achiexhtbugh professional coordination
provides the outline for how the understand speeth and the regulative rules that
guide the responses. The rules demonstrated hyrdfiessionals of the ECEP help
professionals to better understand the actionadt ether during the process of
diagnosis delivery of ASD.

SAT has had a major impact on communication theag/research in a variety
of ways. Two prominent examples include Conveosafinalysis (CA) and the
Coordinated Management of Meaning (CMM). Althoulyére are several forms of CA,
SAT is basic to most CA within the discourse analyadition. CA focuses on the back-
and-forth talk used for collaboration during comneative interactions that includes

turn-taking, requests, and arguments.
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Grice’s four maxims provide a framework for doinganversational analysis.
The four maxims include: quantity, quality, releggnand manner. Conversation
analysts look at how coordination and cooperatsoatiained between communicators, if
violations occur, and how they are handled (Litthej, 2009a). By utilizing CMM, |
look at coordination between communicators thaegpart of the ECEP, which assists
me in understanding the process of diagnosis dglive
Shimanoff and Rules Theory

Grice, Wittgenstein, and Austin influenced Searld eules theory in
communication. Rules theorists identify and déxxthe rules of a speech community,
and they use those rules to explain and predia@wehwithin the community
(Shimanoff, 2009). Several assumptions are presentes theories of communication.
First, rules are prescriptive (they tell people Wtoado). Second, rules are changeable
and contextual. Third, communication is rule goegl. Fourth, rule violations are
common in communication (Shimanoff, 2009).

Rules theory has had a significant influence dr@lotommunication theories
including CMM. Pearce and associates demonstthtgdsometimes communicators get
caught in unwanted repetitive patterns when thelydempelled to act according to
unproductive rules (Pearce, 1989, 2007; Pearcérisao® Pearce, 2011). In order to
break these destructive communication loops, peogéel to create rules (Shimanoff,
2009). During interviews, | ask professionals dlibe effectiveness of existing rules
and about the necessity for other rules. | use ChMristics (described later in this

chapter) to assist in the discussion about the®ffeand ineffective rules, as deemed so
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by professionals, that occurred during the grotgrinew to discuss agreement on
effective rules and encourage a discussion aboaibleshing new, more effective rules.
Conversation Analysis

Another approach for looking at the collaborativeation of meaning in CMM is
borrowed from Conversation Analysis (CA). CA ddéses conversations and how they
take place in naturally occurring interactionsev&al basic assumptions focus on the
conversational competencies displayed by commumgat-irst, CA describes patterns
of interaction that allow communicators to succegimanage and express
understanding or misunderstanding of one anot8econd, CA tries to predict
individual successes and failures of those intargaéh the conversation. Researchers
recognize joint interaction in conversation regsiiceordination to manage the
conversation. Third, CA examines the elementhefiniteraction patterns that enable or
impede comprehension of the interaction during, tadkng the categories of:
membership, turn design, turn taking, and sequemiggnization (Swieringa, 2009). |
utilize the Serpentine Model of CMM to focus onrgte embedded in conversations.
Pragmatics of Communication

Watzlawick, Beaven, and Jackson (1967) also focoseattual situations rather
than successful interactions but emphasized prabdspragmatics. A simplistic
definition of pragmatics is the study of signs agthbols actual situations. Watzlawick,
Beaven, and Jackson (1967) presented axioms exmgdiow interpersonal relationships
lead to self-maintaining systems that are dysfoneti and difficult to change—
demonstrating unwanted repetitive patterns (Pe2@®/). Edna Rogers (2004)

extended the study to include discourse pragmdhesstudy of language in use.
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Similarly to performatives theory and SAT, the afmentioned theorists also considered
intention for discourse pragmatics because thegrstaod that interaction has both
intended meaning and unintended meanings (Crai@ilds, 2009). Identifying
functional and dysfunctional patterns of communarabccurs during individual and
group interviews. The LUUUTT model assists in wering the stories that explain how
patterns are dysfunctional or functional. Explaghand understanding patterns helps the
communicators to make sense of the practice ammhséwict better functioning patterns.
E. Rogers and Relational Communication

Relational communication theories focus on howvidtlials interrelate with
others through the process of communication andditferent patterns of behavior and
meaning characterize and impact relationships (Bp@®09). The connection between
communication and relationship formation is callelational communication, and this
body of theory concentrates on understanding cglaliips as communication-focused,
relationship-dependent, and collaboratively cortseéd. CMM focuses on relationship
development among communicators; relationshipslecghered through the stories told
by the communicators and by their responses totignesduring interviews.
Pearce and the Coordinated Management of Meaning

Influences from others on CMM inform my explanatmCMM as a method.
CMM includes the elements in a unique way to pre\adlifferent way of focusing on
understanding through an emic and etic perspectiveodified the traditional
ethnomethodology to gather data both from an etitam emic perspective. | use an
emic perspective in the sense that | try to discbesv the ECEP professionals

understand their own communication practices indiélevery of ASD diagnosis, but | am
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also using an etic perspective since | imposezetiiutside categories from CMM to
construct questions and interpret data.

Utilizing CMM allowed me to start as an observed gather an etic perspective
then switch to an emic perspective as | focus eniggan understanding from the
professionals’ perspective. The major tenets oMCiMiclude: meaning and action,
coordination, and storytelling. The central claffCMM is that in all social situations,
communicators must manage their own meanings ammhaavhile responding to the
meanings and actions of others. Communicatorsvddhings in every encounter:
interpret and act. Interpretation and action @eateflexive loop during interactions.
After an act, interpretation of the act providesamag and understanding; then
performing an act helps to produce meaning andrstataling, which is then interpreted;
the production is interpreted as an act and sdthis example of the reflexive nature
of interpretation and action, meaning leads toaraad acts form meaning.
Communicators must coordinate meanings and actiwoaghout interactions for clarity
and coherence.

Meaning, action, and coordination are also infaezhby rules and CMM
acknowledges that rules help people to assign mgamd take action. In CMM, rules
of meaning are constitutive rules that tell commoators how to understand the meaning
of something. Rules of action are regulative rdhed tell a person how to act in a
situation. Rules are influenced by logical foritgt is the cognitive connections people
make among meanings and actions. There are fpas of logical force: prefigurative,
contextual, implicative, and practical. Prefiguratforce is based on past experiences

that influence how a person interacts. ConteXtuak is based on specific contextual
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experiences that influence how a person acts ircthrgext. Implicative and practical
forces help communicators focus on future actidosgical force is based on deontic
logic; that is, one condition creates an expeatadioobligation that takes an if-then form
(i.e. if I act this way, then that will happen).

When people experience consistency and clarignimteraction, they have
coherence. When people are unable to make semseaat from their own resources
and rules, there is mystery. Coordination occorthé extent that communicators
organize meanings and action into some kind oepathat makes sense to them. When
interaction feels appropriate and logical to comiators, then their coordination occurs
without mystery.

Storytelling allows communicators to establish meg and to define actions in
relation to their goals and contexts. Throughiseympeople can explore their own and
others’ social worlds that are created through nmggand action that are resources
shared during storytelling.

Summary and Conclusions

Research from a variety of disciplines providdmsis for understanding potential
methods and theory for research on delivering thgrabsis of ASD. Research on
intervention provides the current focal point fesearchers studying ASD. The non-
communication interventions reveal the importanfceoonmunication and interaction.
Communication interventions provide focus on comitative practices that reveal the
importance of parent(s) and family member(s) inltes of individuals with ASD. The
research on attachment styles demonstrates thetamge of parent-child relationships

in a variety of research contexts; research orlattent style also introduces the element
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of family stress in relationships with individuailgth ASD. The vast amount of
information provided on family stress reveals ach@efocus on ways to help families of
children with ASD that experience high stress. Ntesearch is dedicated to stress of
families with individuals with ASD. The discussiogveals the importance of
communicating with the caregiver(s) to help to nggnthe levels of stress.

Research on communication with persons with ASQuohes information on the
importance of communication with the person withDAtBrough a caregiver, parent, or
family member, since that person understands theramicative practices of the person
with ASD. Also, the literature reveals the necigssf professionals to create a
welcoming non-threatening environment for the imdlinals; a very important part is that
the requirements of the environment vary dependimthe person. Health
communication research provides countless studastve looked at health care teams
and patient-provider relationships. The studiesalestrate the importance of
relationships, communication, and constructing nreatogether for effective
interactions. Lastly, information on diagnosisidely provides examples from other
contexts that are elements to consider when cpatireffective diagnosis delivery.
Based on parental concern, the aforementionedrhesearchers recommended
professionals’ characteristics, obstacles, setiing,elements are aspects that should be
considered when delivering diagnosis. Also, plagnassessing, choosing, and
evaluating are elements of the PACE method thatigeca method for diagnosis
delivery in general.

Yet, there is a gap within the research areas lsecasearch has not stressed

communication practices of professionals withirgdiastic teams that deliver diagnoses
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to parent(s), caregiver(s), or family member(sihaividuals with ASD. Research is
needed to fill the gap by bridging the bodies sfig@ch.The current literature review
provides a strong rationale for pursuing resednahfurther investigates delivery of the
diagnosis of ASD through a CMM frameworK&MM provides a way to address the calls
for future research in a way that accounts forigortant aspects revealed through
research. Applying methods of CMM utilizes a sbcanstruction approach to
understanding how to effectively communicate betweealth care teams and parent(s),
caregiver(s), and/or family member(s) to delivex thagnosis of ASD while focusing on

the parental/familial concerns.
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CHAPTER 3
METHODS

This study utilizes a qualitative approach to iniggge an internal perspective of
professionals of the Early Childhood Evaluationgraon (ECEP) at the Center for
Development and Disability (CDD) at the Univerd@ignter for Excellence in
Developmental Disabilities Education, Research $@diice (UCEDD) at the University
of New Mexico (UNM) who delivery the diagnosis agabilities to parent(s),
caregiver(s), and/or family members after evalumtibeach child. Although the
professionals deliver a variety of diagnoses, shisly focuses on the delivery of
diagnosis of ASD specifically. Within the CDD, teR€EP performs evaluations and
delivers diagnosis in one room.

The primary goal of the research is to assist théepsionals at the ECEP in
developing and understanding an effective way b¥eeng the diagnosis of ASD. One
secondary goal of my study is to introduce a neseaech methodology for academic
research based on the Coordinated Management ofiMpéCMM), what | calla CMM
enriched ethnomethodology. This chapter providlesobjectives and research questions
that guide the study; describes CMM as a reseagrthad for gathering and interpreting
data for this study; explicates the specific praged in stages 1, 2, and 3 of the method,;
and provides a timeline for completion of the dits@n. A second secondary goal is to
extend theory about CMM and to develop theory ahealth care team communication

interactions.
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There are several objectives to this study thaekbgvthese goals:

1) To describe/depict the communication process usegisodes of
communication to deliver ASD diagnosis to parent{ayegiver(s), and/or
family member(s).

2) To engage professionals in a process of evalu#teigcommunication
patterns.

3) To elicit professionals’ ideas about what they wislaccomplish and how to
improve the communication patterns.

4) To provide an example of a methodological apprdacither research
studies.

My research questions are as follows:

RQ1: What communication patterns do ECEP professsacommonly use in

episodes of diagnosis delivery at the ECEP?

RQ2: What rules of symbol use, meaning and actindegthe patterns of

communication used by professionals during diagnaslivery?

RQ3: What strengths and weaknesses do ECEP paiassidentify about their

own communication practices?

RQ4: What goals would the professionals like tooagglish with their

communication patterns?

CMM as a Research Method
The theoretical history of CMM is summarized irapter 2; here | demonstrate
CMM as a research metho€MM is used as a method of practice by professgfia.

consultants, mediators, etc.) and has researcicapphs as well (e.g. Bruss et al. 2005;
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Cronen & Pearce, 1981; Fishwick, 2009; Forbat &er 2005; Montgomery, 2004;
Pearce & Cronen, 1980; Pearce & Pearce, 2000, Fxligin, 2010Salmon & Faris,
2006). | along with Noblet and Littlejohn (Nobl&arnett, & Littlejohn, in press)
created a research guide that provides a varietagé to implement CMM as a method
for academic research. The guide utilizes sew#rile aforementioned concepts as well
as a variety of strategies unique to CMM.

CMM is an appropriate method for this dissertafmmnseveral reasons. The main
reason is that CMM provides a framework for lookatghe social construction of
specific social worlds and actions of social lifeil® providing unique tools that look at
the communication process, rather than througind, accesses what participants
understand from the process. Second, CMM canaalemic and etic perspective that
allows me to develop an outsider perspective oBGEP professionals and switch to
focus on developing an understanding of the way tiediver diagnosis of ASD through
the community members that (re)create the culture.

Rather than telling professionals what they shaladlénd about how they are
communicating, | argue that it is more useful totge participants in my study to figure
out this for themselves. Third, CMM allows me ¢atis on logical force, that is, how
ECEP professionals at the CDD co-create, prefigiortextualize, use implicative
structures and gain practical force during thetieractions related to communication of
ASD diagnosis. In doing so, | am able to show hlogse professionals use patterns of
interaction that coordinate their meaning with athia the ECEP, the site of this study.
Fourth, CMM as a method has consequences for b#dath professionals in other

settings. For example, when an unwanted repepiattern of interaction occurs,
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professionals can brainstorm the possibility oktireg new rules of interaction. Fifth, by
focusing on the concepts of coordination, coheremcemystery, | can illuminate how
professionals understand meaning and action a¢peddéevel than just using words to
accomplish their goals. In this way, my CMM-enridregthnomethodology can
demonstrate the intricacies and importance of comeation in ways that are restricted
by other methodologies.

The main framework that | have selected from CMMithos study is SEAVA, a
series of stages utilized by practitioners to eslateractive situations (i.e. Pearce,
Sostrin, & Pearce, 2011). SEAVA stands for Stoayldang, Enriching, Analyzing,

Visioning, and Acting (see Table 1).

Storyboarding Identifying episodes, constructimg $eries of events,
and punctuating the episodes

Enriching Naming the patterns and describing tteéasevorld

Analyzing Looking at logical force and checking fiither special
features

Visioning Constructing an ideal pattern for theqass and

checking the reality of utilizing the process

Acting Determining next steps

Table 1: SEAVA

Method of Participant Observation
CMM is demonstrated as a research method in ch@ptelere, | summarize what
scholars say about how participant observationacahshould be used and demonstrate
how participant observation is appropriate whemgishe SEAVA model of CMM.
CMM is used as a method of practice by professg(ia. consultants, mediators, etc.)
as well as researchers (e.g. Bruss et al. 20051e@r& Pearce, 1981; Fishwick, 2009;

Forbat & Service, 2005; Montgomery, 2004; Pearcér@nen, 1980; Pearce & Pearce,
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2000, 2001; Raboin, 2010; Salmon & Faris, 2006)cdllaboration with Noblet and
Littlejohn (Noblet, Barnett, & Littlejohn, in pregsve created a research guide that
provides a variety of ways to implement CMM as dlhod for academic research. The
main framework is SEAVA—a series of stages utilibgdoractitioners to explore
interactive situations (i.e. Pearce, Sostrin, &Pea2011). SEAVA stands for
Storyboarding, Enriching, Analyzing, Visioning, aAdting (revisit Table 3.1). The
SEAVA model and the phases of the research take metwo stages, orientation and
managing meaning. The oriaentation stage invghagscipant observation. Participant
observation usually produces thick description,lbaterpret this participant observation
data using categories from CMM and also allow otategories to emerge.

In the several models and heuristics of CMM, tB&ABA model is the most
appropriate for organization of the data in thiglgt Utilizing observations and
interviews fits well with this model. During theqeess, | approached the observations
through my systemic perspective. | understandsgstem has permeable boundaries;
“[O]nce an observer looks at a system, he or skerhes part of that system because
looking itself influences what is happening. Thisw, known as second-order
cybernetics, takes system theory into a new andiegclirection” (Littlejohn, 2009b, p.
953). The ECEP has a system for delivering thgraiais of ASD; from the outside it is
possible to look at the website and see the péattesystem and how they are
interdependent on one another. Team members pacdis roles in the system; there is
an evaluation process; there are discussions ateangmembers; community members
play a role in the system, etc. Although gatheanddea of the clinical system from the

website is possible, by physically looking at tigetem, | understand that my
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participation affects and influences the systerhrotligh observations, | interacted with
clinical system and its participants to developetdy understanding of the system and
the elements/processes of the system.

Understanding my system approach and considerangidny other researchers
perspectives on the practice of participant obgemas also relevant. In the abundant
supply of research that utilized a participant obsgon approach, there are several ideas
about the correct or best way of exploiting thelrodt Danziger (1979) provided an
illuminating example of using participant obsergatin doctor watching. Danziger
(1979) stated it best when she said, “[The] proklefthe field strategy and how they
are resolved...are shaped to some extent by thefispsmmtext of the field situation” (p.
513). As a social constructionist, Danziger'sesta¢nt aligns well; the specific context
of this field situation creates a unique situatioat the participant observation shifts to
accommodate. Since Danziger’s context was simitahealth care setting—I was able
to anticipate problems with the method and comperfsa some problems in execution
that could have—and did—arise during my research.

In the article, Danziger identified three problenfigarticipant observation: 1)
obtaining access to medical setting, 2) establgshapport with highly stratified classes
of participants, and 3) avoiding ‘going-going-garaive.” For the first problem, she
recommended attaining an insider advocate as wéfhaning the purpose as that of
seeking understanding of the staff's perspectifter gaining access, establishing
rapport was the second difficulty of participansetvation research. Danziger described
her choice of conduct as a “serviceable manndyetoot just untroublesome but even a

little useful, handy for the staff to have arourfd’518). She elaborated, “I never
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minded claiming ignorance and encouraged themctare about this or that aspect of
medicine whenever they so desired” (p. 519). DOwtims rapport building, she added,
“At the expense of writing up good fieldnotes, Inmarsed myself in their world of work,
So as to be in a more comfortable, familiar stathen | would alter shorten my
observation time and focus my attention on speesigects of the work setting” (p. 520).
For the third problem, Danziger (1979) commentéa general, | overcame the pressures
to go native by capitalizing on and maintaining miagnce of the role expectations that
all others in the setting had for me. This enalphedto distance myself from all
participant perspectives and not overidentify veitty one group of participants” (p. 524).
Danziger’s (1979) article provided useful adviceroy approach to participant
observation. In order to obtain access, | devalapeelationship with a team member, so
| had an “insider advocate” for my research as wdlhen establishing rapport, my
actions were similar to those of Danziger. Firébcused on learning the process of the
clinic days and did not take good field notes. iRgattention to the interactions and
asking questions rather than taking extensive randbe first couple of days of
observing allowed me to establish rapport withtdeen members. | also attempted to be
“untroublesome” and “even a little useful.” My @iskmess was different from her actions
to help the staff; however, I tried to provide coamnts and questions that may have
generated ideas for the conversations and disasssidy attempt to be untroublesome
took place in my choice of seating and learningdirec process so | knew where to go
and could transition without needing help. Las#lypiding going native was fairly easy

for me since | did not have a motor therapy, psiaing medical, or speech and language
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pathology background. Similarly to Danziger's aggwh, | avoided over-identifying
with any group by distancing myself from a specgtoup’s perspective.

Danzinger’'s example of participant observation pted a great example for me
to imitate and make adjustments based on her ey In the execution of my
participant observations, | attempted to be as tosive as possible. During staffing
meetings, | sat and observed. During the evalngtiocess, | observed behind a one-
way mirror. Professionals talked to me throughbetprocess about information specific
to their discipline that was not relevant to mydst(i.e. describing the elements of the
ADOS testing and reasons for specific toys in thedweation room). | also observed the
family meeting behind a one-way mirror as wellvds a participant to the extent that |
encouraged and commented to the team about themaaication. | did not directly
participate in the diagnosis process.

My participation in the study did not allow for @lgtivity. Yet, the goal of my
study was not to be completely objective since mmjopophical position is that complete
objectivity is not possible. Rather, | provideiatersubjective approach. | attempt to
identify the professionals’ perspectives throughungerstanding of their descriptions,
dialogue, and interactions, a difficult task. Tingbout the process, | wrote detailed notes
of my specific interpretations and feelings abdwt process to attempt to separate my
interpretations from those of the team membeisd acknowledge that the specific
findings for this project are relevant to the pap@ants of the study. The process for
developing the understanding and the findingsesothiective element that can be

replicated in future research.
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Throughout the collection stage, | kept my fieldasin a one subject notebook.
After handwriting the notes of my observationgjddd my notes into a word documents.
The document was organized by date and episodesefeations. The notes consisted
of 53 single-spaced pages. All 15 team members wmetuded in the 74 hours of
observation. Other details of the data collectippear later in the chapter.

Method of Interviews

Conducting interviews is a unique and common preéasstudying
communication from the point of view of those pagating in the process. Specifically
related to the delivering the diagnosis of Autidngrgan (1984) utilized an information
interview. Similarly, Gayton and Walker (1974)liz&d an interview questionnaire over
the telephone to look at parents’ preferences whegiving the diagnosis. Garwick,
Patterson, Bennett, and Bluit995) conducted in-home interviews with a sdtaiily
caregivers when looking at major factors that ieflaed reactions to a diagnosis of Down
syndrome or congenital heart disease. These stpdiwided examples of possible
approaches to interviewing; however, because ofjoa}s and research questions, |
modified the suggested interview methods.

Others have provided specific contexts that calbfointerview as the best form
of data collection. Keats (2000) suggested ingsving as an efficient method for data
collection in eight specific situations. Of thglet situations, at least three are applicable
for this research project. The first is, “If yoamt to know what people are thinking” (p.
72). This study focused on understanding, whiadmnalwith comprehending what people
are thinking. The second is, “If you want to explthe reasons and motivations for the

attitudes and opinions of people” (p. 72). Lookatghe reasons that influence the

68



opinions of the team members provides insight th&bactions and communication
practices that are exercised by the team. The ihir‘lf ideas are likely to be difficult to
express” (p. 72). Utilizing an interview formatalied me to follow up main questions
with probing questions to most accurately addresgjtiestion; many times the questions
were difficult to answer succinctly and required\ading examples for understanding.
Elaborating on some questions or rewording alspdteime to help the team members
know how to answer the question and best explaim thoughts and opinions. A fourth
possible situation is, “If the topic is threateriifg. 72). The topic of understanding the
process of delivering the diagnosis of ASD mayse#m threatening at first. However,
when considering the population that the healtle taam works with and the sensitive
issue of receiving a diagnosis, the topic is tleeiaig.

Keats (2000) also discussed three main researapnddsr utilizing interviews.
The first design was relevant when the intervietadeould be the sole source or
information. The third design mentioned utilizeterviews with some performance on a
separate measure. The second design was mosinelévncluded the interview as
supplementary to another form of data collecti®me stated, “There are many
techniques used in ... work with children which taikis approach” (p. 75). She
continued, “Responses and reasons can be tregtadchssy or combine to form total
score” (p. 75). Although I did not develop an @lkscore for the data as Keats (2000)
suggested, | did interpret and critique the dadlavidually as well as overall. Keats
discussed individual or collective evaluation ofajaather than separating, the data
called for evaluation throughout the process a$ agebverall. Modifying the “or” to an

“and” was appropriate for the specific theoretigatspective utilized in this study. Keats
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also stated, “Criteria for scoring [or analyzingjed to be set up according to whatever
theoretical basis is being used” (p. 75).

In general, | followed several steps that are thyancluded in interview
guidelines. DeVito (2008) suggested seven stepadimng: selecting a person; securing
an appointment; preparing questions; establistapgart; taping the interview; asking
open-ended questions; and closing and followinghegnterview. | executed six of the
seven steps. During the one-on-one face-to-faeeviews, | focused on establishing
rapport. | had a baseline of knowledge from theyrfaours of observations, so | felt
comfortable taking notes to capture the responsgsglthe interview rather than
recording the interviews. To ensure reliabilityyds the only interviewer. | followed the
same interview guide for all participants. | dadléw up questions with probing
guestions; however, the probes were included teigeca more rigorous answer to the
main questions. In considering validity, the qies were designed to adequately
provide the information needed to address the relsepiestions. Also, when
considering the construct validity, one must make she underlying theoretical basis is
exemplified in the questioning (Keats, 2000). TWad choice of each question was
strategically chosen to make sure the CMM theaakframework—which exploits a
communication perspective—was clearly demonstrated.

Selection of Participants

This study utilized a qualitative approach to usteand patterns of
communication used by the professionals of theyEahildhood Evaluation
Program (ECEP) at the Center for Development asalidity (CDD) at the

University of New Mexico (UNM) who delivery the djaosis of ASD. Within
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the CDD, the ECEP performs evaluations and delige&gnosis in one room.
There are other conference and meeting rooms osathe floor that serve as
interview rooms.

Prior to the study, | met with the Program Evaluaiiod the Director of
Clinical operations at the CDD to explain the pwgof my study and gain
permission to complete the study. After severahiésrand a one hour face-to-
face meeting, the Program Evaluator and Direct@lofical Operations gave
their support of my project. To recruit participgnl made arrangements to attend
an ECEP weekly team meeting to announce my study.

Purposive sampling is necessary for this studyesthere are specific
criteria that participants must meet to be selefiethe study based on the
research questions. Lewis and Sheppard (2006jidegrposive sampling as,
“based on the notion that in order to gain the nmEght into a particular
problem, one needs to select a sample that camdertdvwe most appropriate
information” (p. 298). Bernard (2002) also desesipurposive sampling as a
choice of participants based on the characterisfitise participants. Other
research projects that require a specific populdteve used this method. One
example of a research study is Bonner et al.’'sl428tudy orcommunicating
cardiovascular disease risk. They utilized punmsampling to obtain a sample
with a range of characteristics known to influe@¢D risk management (Bonner
et al. 2014). In another health context, Valieale(2014) used purposive
sampling “to recruit nurses working at the ICU, C@dd Dialysis unit; who had

at least one year of work experience in criticakaanits of hospitals affiliated to
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Tehran and Kurdistan Universities of Medical Scesiqp.207). These research
projects provide good resources for academic piobat exploit purposive
sampling in a health care context.

Individuals for this study were screened basethiancriteria. First,
participants are screened for eligibility basedlair actual involvement in the
process of evaluation and delivery of the diagnotiSD to parent(s),
caregiver(s), and/or family member(s) as a pathefECEP in Albuquerque, NM.
Second, individuals are screened for eligibilitg®a on availability and
willingness to participate. No individual is indied that is not part of the ECEP.
Those individuals who are in the room during obagons that do not meet the
first criterion are not included in the study. 3Btudy excludes any adult that is
unable to consent, such as individuals who aregeioadults, pregnant women,
and prisoners.

Collecting demographic information about the ECEdfgssionals was
not an extensive process. All of the professionase adults; the program
manager informed me that some of the staff was atemity leave, but those
professionals did not participate in the study; any other demographic
information was not a relevant aspect of the study.

Currently, seventeen professionals are part oE(BEP, including four
Speech and Language Pathologists, three physe@gists, one physical
therapist intern, one occupational therapist, tipahologists, one psychologist
intern, three pediatricians, one nurse practitionehd not write specifically

about individual participants in the study. | rarad all names and titles from
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this dissertation to maintain anonymity and coniitity for participants.
Rather than names and titles, | used the genedglaeicipantso my description
of events and interactions did not allow for papats to be identified. To
distinguish different participants’ responses, intner the responses to each
guestion numerically and arrange the response®nalyd For example,
participant one, participant two, and participdamee in the responses to question
one are not the same as one participant, a se@tidipant, and a third
participant in the responses to question 2. Thelbaus are included to clarify the
separate responses.

A variety of steps were taken to secure and batkeplata. Authorization
of access was only given to me. The written analysthe data was kept on a
USB that is password protected and was kept withTrhe back-up files were
stored in OneNote on my laptop; the notebook inNte is password protected
and the laptop is password protected, so there tme&r@asswords protecting the
material.
Avoidance of Risk

A few procedures were performed to lessen the ibtyaor magnitude
of risks. First, the observations occurred withiigt participants being distracted
or affected by the researcher since the obsensatioour behind a one-way
mirror. Second, all real names were removed frirmaamscriptions of interviews
and fieldnotes. Third, the individuals that weneaat of the study participated
voluntarily and were informed that they were aloléeave the interview at any

time. No drugs or devices were used in the rekeadxo source records were
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used to collect data about subjects. No long-fetlow-up was planned for the
current study.
Research Stages
This study took place in a series of stages:
1. Orientation, consent, and initial observations
2. Individual interviews with team professionals tea&te session storyboards
3. Facilitated group meetings to interpret the patt@hinteraction observed
in sessions
Stage 1—Orientation, Consent, and Initial Observabns

Having already received permission to do so, haltel an ECEP weekly
team meeting to explain the study and distributeseat forms. | supplied all
members with a written consent from for their revigee Appendix A).
Providing the consent for the participants allowete for the participants to read
and understand the consent form.

After distribution of the consent forms, | obserdidgnosis delivery
sessions, which take place on Wednesdays and Tdys.sdPrior to observation, |
read the same consent form to the participantatizeg a verbal agreement to
participate. Verbal consent was attained rathem thiritten consent to protect the
identity of the participants. Participants in teefting were told to let me know if
they did not want to be in the research study bipaléy stating that they do not
want to be a part of the project.

After gaining consent, observations were conduci@ttough a one-way

mirror, | observed the process of delivering theggdiosis of ASD to a parent(s),
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caregiver(s) and/or family member(s). During olsaagons, | took extensive
fieldnotes on the ECEP members’ process of dehigatie diagnosis of ASD.
There is no prestructured guide that was used gwtiservations. | utilized thick
description for note taking and describe the prededistically. | looked at what
was going on to learn more about the process apcefmare to facilitate stages
two and three. Utilizing a holistic, open-endeyunded approach allowed me to
see what emerged and educate myself as a faailitato
After observations, | set up individual interviewgh the ECEP team
members that were a part of the observed diagdesigery. From the fieldnotes,
| developed an interview guide based on my undedstg about delivering the
diagnosis of ASD determined during observationke ihterview guide was
moderately scheduled (see Appendix B). Some dquestncluded:
1) I understand the process of delivering the diagnosAutism Spectrum
Disorders (ASDs) to parent(s), caregiver(s), antHorily member(s) is difficult.
Will you please discuss the process with me?
2) In your experience, is there a standard processsthiilized in the delivery of the
diagnosis parent(s), caregiver(s), and/or familynier(s)?
3) Are there any elements of the process of delivethiegdiagnosis that must be
included?
4) What are some things you consider when planningétivering the diagnosis?
5) What else would you like to share about delivetimgdiagnosis of ASDs to

parent(s), caregiver(s), and/or family member(s)?
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The guide was organized to create a storyboardeoptocess of diagnosis
delivery. Questions were structured to allow femauch detail as possible.

| observed 16 professionals, includifigur speech therapists, three
psychologists, one psychologist intern, four mob@rapists, one motor therapist
intern, and three medical providers. Over the Gdr$ of observation, |
handwrote my fieldnotes on approximately 200 padestebook paper. | typed
the fieldnotes for coding purposes. | combinedn@oeand closed coding. For
the closed coding, | used CMM concepts and elenwntsy research questions,
which follow: communication patterns, rules of megnand action, strengths and
weaknesses, and goals. Then, | used open codsegterhat emerged outside of
these categories.

After compiling extensive fieldnotes and developarginitial
understanding of the communication patterns, rofeseaning and action,
strengths and weaknesses, and goals, | used trenation to re-construct my
interview guide. | had to address my researchtoures but | wanted to present
my questions in a way that indicated my initial arsfanding of the process.
Here are a few of my questions:

¢ What are some things you consider when planningdétivering the

diagnosis of ASD (for example when you are walknogn the
staffing meeting to the family meeting when itnslividualized time)?

e Are there other ideas you have about deliveringliagnosis

differently?
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e In your experience, are there alternative waysetit’dring the
diagnosis to parent(s), caregiver(s), and/or famigmber(s)?

Stage 2—Use of Storyboarding in Individual Intervievs

After observations, individual interviews were sgbked. To ensure
ongoing consent, as the researcher, | remindedithdils at the start of each
interview meeting that anonymity is guaranteed fidentiality is guaranteed and
participation is voluntary. |took extensive noteging the interactions. To
avoid discomfort or vagueness in responses, | chos® record the interviews.
The interviews had a moderately scheduled intengaide, an example is
provided (see Appendix B). The professionals’aa§, conference rooms and
meeting rooms served as the interview rooms.

| started off each of the 14 interviews with anlar@tion that although |
had developed an understanding of the processrrgrmbservations, | wanted to
get individual perspectives on specifics of thecpss. Then, | used specific
examples for each team member to probe for fugkplanation. The data was
helpful in organizing a few examples of each prsi@sal prior to the interview to
use during the interview. For example, when | dsiee professional, “How do
you gauge the family?” The professional did naiviste any specific answer or
context. | then reminded the professional aboetaimy observations during
the diagnosis delivery when there was a fatherditahot say anything during the
entire meeting and did not have any other familynoer or EI team members to

support him at the meeting. The professional thgalained the process of
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gauging that parent, which revealed some of théepstonal’'s ways of gauging
family members and caregivers.

Stage 2 was designed to address the first Res@arestionWhat
communication patterns are commonly used in epsofidiagnosis delivery at
the ECEP?In these interactions stage, | identified thegrats of communication
through Storyboarding. Each professional constdibis/her storyboard—the
sequence of events that compose the narrativedshgrall participants—of
diagnosis delivering of ASD to parent(s), caredisgrand family member(s). |
facilitated the process by writing down and orgargzhe information provided
by the professionals, who created the storyboahds information was saved for
stage 3 of the study. As the interviews continuegked questions that allowed
the professionals to enrich the existing storybdarcreate an enhanced
storyboard, the Enriching stage of SEAVA. Two cgpts of CMM that helped
me gain understanding and clarity on participargsponses were the hierarchy
model and charmed or strange loops. The hieraradel is a tool that allows
me to distinguish the importance of elements mepimra situation since each
communicative message has multiple layers of mgannapped up in the
meaning. Pearce (1999) states, “the hierarchy medesigned as a tool to help
identify the interpretive wrappings with which commcators surround the
messages that they exchange....The key idea in CMNMatghe meaning at one
level of the hierarchy is not necessarily the samat others” (p. 35). For
instance, if professionals discuss a situationiajmbsis delivery with another

ECEP professional, several layers of meaning ar@ved; the professional may
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discuss the relationship between the professioti@s;ulture of the family of the
child in the evaluation, the episode, the messé&gégnosis, etc. Arranging

these layers by relevance may look like FiguregaBe, 1999, p.35).

Culture

Self

Relationship

Episode

Message
Figure 2: The Hierarchy Model
Charmed or strange loops allow me to check forigp&atures in the storyboard.
Loops demonstrate patterns of behavior that maysk&l and work well—
charmed loops—or may be contradictory—strange lodjgops may help to
explain a feature of the storyboard that may ndtersense without
understanding the strange loop. Figure 3 provashesxample of a strange loop

(Crede Fisher-Yoshida, & Gallegos, 2012, p. 35).

L attracted to G’s
creative writer side

L less attracted to G

*
» . X \L
| L & G marry; G G feels shut out by
stops writing & starts # L, starts hanging out
behaving like with creative friends
“responsible again

husband”

Figure 3: Strange Loop
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These first steps of the research study assisteid dwveloping an etic
perspective and enhance that with an emic persgeatithe process of delivering
the diagnosis of ASD. After observing and intewirey study participants about
the process, | clarified my foundation and undemditag that was utilized during
the next stage. Information attained from thevrdiial interviews allowed me to
prepare for the stage 3 of the project, managingning.

Stage 3—Use of Storyboarding in the Group Interview
Stage 3 is designed to address the following rebeguestions:
RQ2: What rules of symbol use, meaning and actiodegthe patterns of

communication used by professionals during diagnaslivery?

RQ3: What strengths and weaknesses do ECEP paiessidentify about their

own communication practices?

RQ4: What goals would the professionals like tooagglish with their

communication patterns?

During this stage, the Enriching, Visioning, andiAg (EVA) steps were
explored. | worked with the professionals in aufarsimilar to a group interview,
in which there is a group of professionals of arteand one researcher that asks
guestions. | had a moderately scheduled intergewe (see Appendix B).
However, | did not drill the professionals with gtiens. Rather, | facilitated a
discussion amongst team members through the E\(festaf SEAVA. The
group interview was held on a Monday during the kiieeneeting—from noon to

1pm—to allow for the most professionals at the eetd participate.
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Arrangements were made with the Program Managbedime to manage the
meeting information for that week. The intervieagted around two hours.
The group interview followed several steps. Hémclude the steps:
e | prepared a cohesive storyboard based on theaisers and
interviews
e | presented this storyboard to the group and idvitem into a
discussion about it
e | next highlighted certain areas of concern thatenmiced by the
professionals and asked team members questionsrédzed a
discussion about the concerns
e Then, | added other relevant features that emergtte conversation
to the process by asking the team if they agreattiie element
should be added
e During the discussion of concerns, some issues @lardied
e Finally, the team collectively created a list ohcerns and areas for
clarification for them to further explore after thpoup interview and
at their retreat
Understanding that SEAVA is not a linear modelesyvimportant.
During any stage of the model, | was able to retara previous stage to fill in
gaps and clarify meaning. During the group int&ms, the discussion began in
the Analyzing phase. However, it moved back toehieching stage when the
participants felt some additional information netie be included. The group

discussed existing patterns of communication ahdrgiossible patterns that may
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enhance the current patterns. | examined thedbtpeces and identified special
features or key elements to the participants’ pastef communication. My
understanding of the existing patterns of commuiunavere strengthened
through identifying logical forces that create andintain patterns of
communication and by noting key episodes of comgation. This procedure
relied on the three main heuristics of CMM.

The Daisy Model. The Daisy Model takes into consideration
communication ecosystems—the notion that each pessa part of several
conversations created from personal, relational ,cammunal realms. The Daisy
Model (see Figure 4; Pearce, 1999, p.55) placevant at the center of the daisy
and uses the petals to explore all of the possiteersations that constitute the

event.

Figure 4: The Daisy Model
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After the daisy is filled, the heuristic is useddiscuss the privileged
conversations and the patterns around the evemlhas the vocabularies and
grammar around the events (Pearce, 1999). Theg DModel helped me create an
enriched description of the event. This heuriglso helped professionals to

enrich the storyboard content created during tdevidual interviews.

Lot

[ R S T AN

Figure 5: The Serpentine Model

The Serpentine Model. This model elaborates on the conversations
between participants. The model presents thelssoidds of individuals in an
interaction. The arrows in the model (see Figyredarce, 1999, p.56)
demonstrate “a constitutive (this counts as thatggulative (if s/he does then,
then | must/should/must not do that so that s/Hledeithat) rule” (Pearce, 1999,
p. 56). When given the opportunity to explain thkes, a person follows during
an interaction, the forces are revealed providieny nnderstanding to individuals
and providing an opportunity to explore other fare®d change/shift future
interactions. This heuristic helped professiotalgnderstand specific

interactions and adjust to best suit future intioas.
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Unheard stories

Untold stories

Stories live

[ 2

Storytelling

*

Stories told

Figure 6: The LUUUTT Model

Unknown stories

The LUUUTT Model. LUUUTT is a storytelling analysis tool that stand

for the Lived stories, Unknown stories, Untold ster Unheard stories,

storyTelling and Told stories (see Figure 6; Peat89, p. 58). The focus of

this heuristic is on storytelling—how the storyta¢d. Individuals who take a

systems’ perspective are accustomed to the coontégrsion between the stories

lived and the stories told. This model exploresghnciple that stories lived

cannot be the exact same as stories told sincgtdhies lived are co-constructed

between communicators and the stories told aredhm@tives that one person

explains (Pearce, 1999). Focusing only on thedsfice between stories lived

and stories told is not enough to explore the rasof the specific situation.

Rather, the stories untold, unknown, and unhealltbesnrich the storytelling.
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Pearce (1999) described stories untold, unknowshuaheard; “[T]here are
unknown stories which the participants are notr@ntty) capable of telling;
untold stories which participants are perfectlyatap of telling but have chosen
not to (at east, not to some of the others in ifo@tson); and unheard stories
which, although hey have been told, have not beandhby some important
participants in the situation” (p. 59). The LUUUModel helped me to analyze
events and also enrich the stories of participentsder to enhance
comprehension of events. This model allowed pa#its to gain an enhanced
understanding of their own interaction as well eartand discuss differing
narratives.

After utilizing heuristics to enrich and analyze throcess of diagnosis
delivery of ASD, Visioning was the next step durthg group interview process.
During this stage, | continued to facilitate theadission. The discussion was
guided by the topic of creating an alternative gratof communication for
delivering the diagnosis of ASD that was based uperexperiences of all
professionals present during the interviews.

The final step of the process was Acting intentilgnarl he interview
continued to be mostly controlled by the profesalsn They discussed the
preferred pattern of communication and the posgitnf the new pattern being
effective. | utilized the tools of CMM throughatlie final stage to facilitate the
process. At the conclusion of the interview, | g@tulated the individuals on

successfully co-constructing some alternative padtand ideas to further explore
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that may enhance their effectiveness of delivetimegdiagnosis of ASD to
parents, caregivers, and family members.
Analysis

At the conclusion of stage 3 of the method—the groterviews—all
data was collected (notes from observations, rentdsvideos from individual
interviews, notes and videos from group interviewhe procedure for this phase
of the research was careful recording at each sthtje process. | reached the
point of saturation when the participants decided ho more time was needed to
enrich or analyze their story and when the visigmras agreed upon by all
participants that have created steps for actirgpiranally. When they reach a
point of agreement, then | had enough data to tepor

For the analysis, a global analysis was performgtroughout the
analysis, the CMM heuristics assisted in addressiagesearch questions. | used
concepts of CMM to write up the responses baseditire® sources of data—
observations, individual interviews, and the grauprview.

RQ1: What communication patterns do ECEP professsacommonly use in

episodes of diagnosis delivery at the ECEP?

RQ2: What rules of symbol use, meaning and actiodegthe patterns of

communication used by professionals during diagnaslivery?

RQ3: What strengths and weaknesses do ECEP paiassidentify about their

own communication practices?

RQ4: What goals would the professionals like tooagglish with their

communication patterns?
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Research questions 1 (What communication patteyiSQEP professionals
commonly use in episodes of diagnosis deliverhatiCEP?) and 2 (What rules
of symbol use, meaning and action guide the patefricommunication used by
professionals during diagnosis delivery?) addreeditst objective to
describe/depict the communication process usegdigodes of communication to
deliver ASD diagnosis to parent(s), caregiver(s@l/ar family member(s). The
second objective to engage professionals in a psogkevaluating their
communication patterns is addressed by researdtiqne (What strengths and
weaknesses do ECEP professionals identify abourtdive communication
practices?) Research question 4 (What goals wbelgrofessionals like to
accomplish with their communication patterns?) adses the third objective to
elicit professionals’ ideas about what they wisla¢oomplish and how to
improve the communication patterns. The write-tithe study addresses the last
objective to provide an example of a methodologiggiroach for other research
studies.
Chapter Summary

This chapter explored the qualitative approach ttmatstudy utilizes. The goals
and objectives of the study were described andadearch questions were listed that
guide the research. The chapter validated thecgbioin of CMM as a research method
and the site, sampling techniques and participantdhe study. The SEAVA model and
the phases of the research were explained througlstages, orientation and managing
meaning. To complete the orientation stage, olasens and individual interviews were

described. The group interviews were exploredrianaging meaning. Several models
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of CMM were provided as a preview of the reseanmdtgss including: the Daisy Model,

the LUUUTT Model, the Serpentine Model, and thedniehy model.
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CHAPTER 4
STAGE 1 RESULTS: ORIENTATION, CONSENT, AND INITIAL
OBSERVATIONS

Three methods of data collection were utilizeddbect the data for this
research—participant observation, individual intewws, and group interviews. My goal
for the participant observation method was to vitew the ECEP team delivered the
diagnosis, that is, to observe what they said awdthey said it. The data from the
participant observation emphasized the actual jpectvhereas the data from individual
and group interviews yielded information about hbwe diagnosis team conceptualized
and explained what they did.

In this chapter, | (1) identify the episodes andg#s of diagnosis delivery and (2)
present my participation observation findings. |Aallow the structure outline here, |
also link in a general way my findings to the reshajuestions stated in previous
chapters.

Procedures

Several specific procedures emerged as the studygssed. In this section, |
name the phases of emergence as episodes, a termocdy used in CMM. | made my
entry afterl6 months of preparation and executidelt nervous and excited about
meeting and working with the ECEP team, but | bezasry comfortable around my
new friends. As | retraced my steps, there weversé conversations that played a role
in the research. The introduction to the topicuneed after getting to know a colleague
in a graduate course at UNM, where we were funtigeour knowledge on Autism. We

began discussing our lives and interests in cletgitées. | was intrigued by the work
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that she spoke about, and she was curious abot#segrch interests. We set up a
meeting outside of class to chat more. We metarb8cks on February 8, 2013, where
the initial discussion of looking at diagnosis delly occurred. After that discussion, we
exchanged several emails. | also began working @view of the literature regarding
diagnosis delivery. In the fall, | put together ingtitutional Review Board (IRB)
application packet.

In September, | set up a meeting to see the dipace on the following Friday.
After getting an idea of the location, room siz@sservation room, etc., | added specifics
to my research protocol and IRB application. IridDer, the program evaluator at the
CDD, contacted me via email and asked for additiofarmation. We exchanged some
emails, and | sent her a copy of my IRB applicaponr to submitting it. When | sent
the application, the program evaluator and the ddareof Clinical Operations at CDD
reviewed my proposal. In the follow up meetingmecember 10, 2013, the CDD
contacts provided copies of the application witldieack, suggestions, and questions that
| followed and received approval of my IRB proposéér that month. In March, |
coordinated with the program manager on a timatteduce myself and observe the
ECEP team.

The first time | met the team was at the weeklyrt@aeeting on March 17, 2014.
The team met as if it were a normal weekly meetmoyyever, | joined the meeting for
the last 15 minutes. When | entered the roomtglm was finishing some discussion. |
sat down next to the program manager, who wasriheperson in the room with which |
previously had conversations about the projecter&he program manager introduced

me, | thanked the team for allowing me to join theeeting, and then briefly introduced
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myself and my intentions for research. During fhist observation of the team’s
nonverbal communication, | briefly introduced mysely research focus, and my
methods of research. | provided hard copies ottmsent forms, read the forms, and
explained that they should read over the formsrpaaiving consent for the research
project. | also informed them that anyone couldidke to withdraw from the project at
any point in the research.

After my explanation, | allowed some time for queiss. Some questions were
about the specific research questions and otheighsalarification that | would not
involve the families in the research project. Téem also suggested observing the entire
clinic day a couple of times and attending thefstgimeeting as well as the family
meeting. The invitation to observe the staffingetimeg was a significant change from
my research plan. Originally, | was not sure wheats of the process that | would be
allowed to attend and observe. Accepting the sstggeand invitation to attend the staff
meeting along with observing the family meeting \adsenefit to me. At the end of the
meeting, | provided my email address, left conéermhs with the program manager to
pass out to other team members that were not alaléend the meeting, and provided an
electronic copy to be sent to team members.

The observation phase occurred during March and 8p2014. During my
observations, there were twelgpisodes. An episode consists of two phases: ghase
the staff meeting and phase 2 is the family megsogetimes there was a third phase,
the debrief meeting. One clinic involved one claildd his/her family member(s) or
caregiver(s). Each clinic lasted approximately.2+&urs and occurred on a clinic day—

Wednesday or Thursday—of each week. The episaukplaases are separated below.

91



The first two episodes served as orientation aoldided two full clinics—4.5-5.5 hours
per clinic—that included the two phases as wethase additional phases, including: a
brief team meeting, an introduction to the familgeting, and the evaluation testing.
Team members verbally consented to the proceswarelreminded at the beginning of
each episode that their participation was volungary they could decline participation at
any moment.

| was present for every observation along witreast four team members; |
observed all members at least once when delivénagliagnosis of ASD. The
observation stage of the process addressed thgb8twding and Enriching stages of the
process. During storyboarding, | took notes ofabgervations to identify episodes,
construct the series of events, and punctuatepised@es. Enriching occurred when |
named the patterns and described the social wbddégnostic delivery. To continue
orienting to ECEP and building a storyboard, | agrevith the team’s suggestion to
observe a couple days of full clinic prior to tajiextensive fieldnotes.

Prior to the last episode, | had observed all te@mbers that participated in
clinic full time at the CDD. | planned to stop elpging and begin interviews after
episode 11, and | began the interview phase; howedescovered that two other team
members would be in clinic at the CDD a couple vgdaker. So, | chose to observe two
other team members. One team member had par&dipabutreach clinics and the
other had recently retired and only participate2580 of the clinics. Since they were

both going to be in clinic, | decided to observe omore day for episode 12.

92



Episodes of Observations

To clarify the acronyms that were commonly usedradpobservations, | provide
a table with the acronyms and explanations relatede participant observation (See
Appendix C).

Episode 1: First Clinic Observation

The first day provided much context for me abouwt fzoclinic day functions. |
arrived around 8 a.nand met team members in the West building. Ona teamber
helped me to test out the sound in the observatiom and showed me how to adjust the
camera in the room to see a different view on tbaitor. | learned that the light has to
stay off during observations. The team gatherdterevaluation room and participated
in small talk for approximately 15 minutes. Aftbe team gathered, the team walked
together to the family room for the initial famityeeting and then walked back to the
evaluation room with the family for the evaluatigmocess. In both rooms | sat behind a
one-way mirror and observed the interactions. $ wautious not to interrupt the process
and not to make contact with the family. Wherahsitioned, | either left right before or
after the team left the room.

During the evaluation process, | was never bofgtere was so much going on
that it was amazing to just observe without takioges. Professionals entered and
vacated the evaluation room and the observatiom with ease while assisting other
professionals with specific testing, talking wittetfamily member(s), and taking their
own notes, not to mention avoiding objects thatthrewn, tossed, or spilled in their
direction. The two hours of testing passed quicklwas so curious about the process

and what each step meant; | found myself wantirgstoquestions but refraining because
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the questions were not relevant to the researth e process. Yet, the team
encouraged me to ask questions even if | thoughtjtiestion was irrelevant. The team
members answered my questions no matter how reléveywere.

Phase 1: Staff Meeting.After the evaluation, the team dismissed the faratya
break while ECEP members held the staffing meetigmembers transitioned to the
East building after the evaluation and for the nmget The team met in a room that was
arranged to seat twelve people. When | entersat, &t the furthest seat in hopes of not
taking someone’s unofficially identified seat, dndlaited for all team members to arrive.
During this observation, there were four team measibad one intern. Staffing involved
scoring the tests that were done during the evaluadiscussing observations, filling out
staffing sheets, discussing family concerns, aedtifying the diagnosis/es. After about
50 minutes, the team discussed how they wantedrtduct the family meeting to discuss
the diagnosis. After a short discussion, the tdamded that two members would go into
the family room and one member would observe. oftes point during the discussion,
the team was informed that the family had returfinech break. The team members took
a few minutes to use the restroom, get a drinky gesers from their offices, and then
headed back to the West building.

Phase 2: Family Meeting.When entering the West building, the diagnosis team
and | walked to the family room. The team memblkowas to observe and | went into
the observation room prior to the team membersiogeahe door to enter the family
room for the final family meeting. At this point the day, the team members delivered
the diagnosis. Although I did not take specifiteasoabout the team members, | recall

that during the conversation the team properly comoated with the family in a way
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that met the family’s needs, identified the diageoand answered any questions. The
family meeting lasted approximately thirty-five mies. At the end of the meeting, the
family members left the room. The team membersedan the room for a minute or so
to allow the family time to leave. | then spokeiwthe team members for a couple
minutes in the hallway. They explained that nbbathe family meetings go so
smoothly and quickly. Yet, some do. The team mensithen went back to the East
building to their offices for a short break.

The second evaluation process started around 1 ph@.same team members
from the morning clinic were participating in thige@noon clinic. The process was very
similar. | became more aware of how to transibetween rooms and of the process.
Episode 2: Second Clinic Observation

On day two of orienting through observation, oniedeam member from day
one was in morning clinic. There were three ddférmembers, two students and a
translator, so seven people involved excluding ifiee process was the same as episode
1; however, | noticed a couple different partshaf process.

Phase 1: Staff Meeting.First, there is a coordinator. At this point, Isngot
quite sure of the role of the coordinator; yetoticed the term used to describe the
person. During the discussion of who would gde family meeting, the team agreed
that two members would go.

Phase 2: Family Meeting.During the final family meeting, the team members
went over information in a pamphlet provided fog tamily. During the first day, | did
not notice the pamphlet since the team did notgpery time on it. Rather, the team

gave the pamphlet to the family to go over at tpegferred time.
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Phase 1: Staff Meeting.The team changed for the afternoon session. Wase
a different graduate student that attended andldfezent team member. At this point, |
felt familiar with the process while noticing ungelements about each clinic.

Phase 2: Family Meeting.During the final family meeting, three team members
went, but the fourth member was not able to atthrelto an appointment. After
orienting to the process for two days, | was readstart reflecting about the process in
fieldnotes.

Episode 3: Third Clinic Observation

Moving forward from the initial basic observatiotise ECEP team and | decided
that | should observe the staffing meeting anditied family meeting. | started on
Wednesday, March 26.

Phase 1: Staff Meeting.In the staffing meeting, there were seven people
present: one speech therapist (SLP), one psychlol@®tY), one medical provider
(MED), one motor therapist (MT), one motor therapigern (MTI), an early
interventionist (El) and me.

After 45 minutes of the staffing meeting, the plolist on the team stated, “We
have to consider the parents.” At this point tiseuaksion switched to the delivery of
diagnosis. One team member brought up the paremt€’ern that the interactions of the
child were not typical and did not represent thema actions of the child. The PSY
noted she was concerned about the parents’ reacinoe they had a very positive
assessment of the child’s cognitive abilities. Pplgchologist discussed providing
recommendations for where the parents could go thanhpoint. She also mentioned

focusing on feedback from the evaluation, sucthashild’s “strong visual learning
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skills.” The motor therapist spoke to the medmalvider and the psychologist telling
them that they could decide who would start; the tiken spoke to each other. The
psychologist decided to start and for the medicavider to transition into the
discussion. The MT then asked the SLP is she wédntéskip” the family meeting. The
SLP said “I can.” The MT explained that the SLP dad have to skip the family
meeting, and talked about “limiting the number ebple in the room.” She went on to
say, “When the family hears this, their brains kirfdhe used her hands and arms to show
a gesture of explode) with info.” The MED thenedkhe MT, “Do you need to go?”
Her response was, “l| am the evaluation coordinatafter pausing for a moment, the
MT looked to the MTI and said, “You could go.” Sten discussed observing behind
the glass with me.

Phase 2: Family Meeting. The staff meeting ended with some ambiguity. | was
not sure what the team had agreed upon. When \Wkedaveo the family meeting, | went
into the observation room and was joined by the &héthe MT. The PED and PSY
walked into the room with the family, the translat@and the El. The conversation began
with small talk about the break. The PSY then aix@d that the time was the family’s
“time to make sure all questions are answered.& @scussed the long report that the
family would receive and expressed the option fmepts to get in touch with the team if
needed. She then told the family that the team Ineesnwere going to “talk about what
we did today.” She then mentioned with the parertscerns and the question of
Autism. Then, she stated, “We are giving a diagnosAutism today.” She discussed

the DSM V categories for an Autism diagnosis. Whbke discussed speech, social

97



interaction and repetitive behavior, she descrisbdt each meant and provided
examples of communicating that the child used dytire evaluation.

After providing a baseline for the family, they la@go ask questions. In
response to a question about how the child gotsAutthe PSY discussed the inability to
do a blood test and noted the differences betwk#dren with ASD. She also discussed
the one thing all children on the spectrum shasglilems in the three core areas:
communicating, interacting, and following routirfe3.he family continued to ask
guestions, and the PSY responded and provided am$had focused on the positive
elements of the child’s abilities. The MED alsalad comments and discussed
therapies. The PSY stated, “The more therapienWilis are young, the better,” and
then mentioned that the diagnosis helps therakmste “how to teach a child better and
more effectively.” The PSY also introduced thengrd packet of information, but was
interrupted with a question about school. Aftedr@dsing the question, the PSY said,
“It's a lot of information.” The parents decidenlreview the information at home. The
PSY discussed parents reaching out (PRO) as beipfuhwith school stuff. She then
offered to have someone call parents about pamnetiraining (PHT) and discussed
those involved as good resources.

At this point in the meeting, emotional reactionsrevevident. The MED
switched the topic. She shared that no one kndlves e information to answer the
“why” question. She then explained, “What | calhyeu is that nothing during your
pregnancy caused this nor [did] the family histbrg@he went on to discuss genetic
testing and a couple other recommendations. Trenpasked another question. The

MED described the many behaviors that are patt@tpectrum and the areas of the
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DSM V. One parent asked another question, antitt® described positive actions and
areas of the child and stated, “She will contirmuentke progress.” She also discussed
the good interactions with the family membé&rke PSY then added that the child “will
develop skills” and then discussed the packetforimation. The next question was
about insurance. The MED discussed qualifyingSiopplemental Security Income (SSI)
that will help pay for therapies. The PSY reasduhe parents that at this time, “You are
doing what you need to.” The MED reiterated tin@ytfamily could call if they have

any questions and added more positive exampldeedftild’s interactions. She asked if
there was anything else then said the child “wastéuwork with” and shook the parents’
hands. After shaking hands, the family left. Aftaaiting a few minutes, the team
members left as well; when | saw the team membetshe room, | followed and exited
the building.

Episode 4: Fourth Clinic Observation

On Thursday, March 27, | arrived at the CDD, cheakeat the West building as
a visitor, and headed to the East building forfstgf After entering the room, the team
members and guests arrived at different times.

Phase 1: Staff MeetingAfter everyone arrived, there were eight peopltha
room for staffing: four team members, one new SiM®, Els, and me. The SLP first
introduced the topic of parents; she mentioneg#rents’ positive perspective about the
child. The MT commented, “I don’t think they whle surprised.” Followed by, “But it
will be hard,” from the MED. The team used headsxand nonverbal gestures to agree
with the MED. One of the El discussed a staterfrem the parents that indicated that

the parents did not think the child had ASD. Th& Mought up that the El team had
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discussed the possibility of ASD with the paremtd asked the Els for suggestions on
how to discuss the diagnosis with the family. Big suggested leading with positive
attributes of the child. The SLP added, “They [plaeents] were very positive about him,
which is probably related to how happy he is.” Té@m nodded in agreement. The
team members then discussed their recommendatiti) were followed by the MT
stating, “Who’s going?”

The PSY first responded with, “I'll go.” Then th&T asked, “Do we all need to
go?” The PSY added, “She [parent] was concernedtdanguage.” The SLP said, “I
can go.” The SLP then added, “It's really impottanour diagnosis, (pause) she’s done
her research, so she just wants to know.” Sheisésrl talking about research both good
and bad sources. At this point the staffing mge¢inded and team members dispersed
and walked to the family meeting. Since team memhbeted differently at this point—
go to the restroom, grab something off his/her dgeka drink, etc.—I walked over to
the West building and went into the observatiomroo

Phase 2: Family Meeting. When the team arrived, there were only two team
members, the PSY and the SLP. They began withl s$atktabbout the break. The PSY
then transitioned with thanking the family for coigi She also discussed the helpfulness
of their support and explained that the meetirgtisne to say what the team members
saw and to discuss next steps. She then stateé, ttiing was the question of Autism,
and it sounds like you've looked up things. Wd wialk through what we were doing.
We can't take a blood test; we look at behavioosiad interaction, communication, and
repetitive behavior.” She then went on to diseesh of the three areas by starting with

positive actions then transitioned into tasks gratmore difficult for the child. During

100



the discussion, she also mentioned some of therecthat the parents had described as
concerning. She mentioned that the team, “Seiegs| a style of learning,” and
continued, “When we put everything together, itglogtch Autism, so we are going to
give that diagnosis.” She then told the parentith@as okay to question the diagnosis
and wonder and that “all of those things are notmadl to continue to follow her gut
and intuition.

After a short pause, a question about if the ahiltlever talk came up. The SLP
responded, “The answer is | have no idea; it's harell.” She then discussed the
benefits of continuing with therapy and relatetbithe child’s actions. She also added,
“Getting therapy for him as young as he is makesa#ly big difference.” She also
mentioned the importance of support. She stafHug ‘tliagnosis helps people to focus in
on therapies he needs, so you're already doingghething, the thing that will help him
most, so that’s really good. He already has theaky nice pockets of things and ways
of beginning to communicate some of the time.”

Then the parent asked a question regarding thedfypatism. The PSY assured
the parent that was a good question then discubsa@cent change in diagnosis and the
spectrum and how the child is just on the spectriiime question of moderate or severe
also came up. The PSY addressed the questiomatygst‘We don’t have a crystal ball
to see the future, so it’s hard to tell.” She al®zussed continuing the therapies and
adding Autism specific services and added inforamasibout the re-evaluation process
that should take place in two years. She thereguwlut the pamphlet and discussed other
options (i.e. PRO and PHT). Throughout the disoussf the pamphlet, the PSY

referred to research and to good and bad sources.
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When discussing sources, the parent asked a quedtaut diet. The PSY
discussed different research regarding diets gpaltyf related to Autism; she stated,
“research doesn’t support that a specific diet idlptism.” She then switched the
conversation to focus on “what we know is goindgpétp.” She went on to discuss the
library. When talking about books, the team mensbated that the child had a teacher
that had a child with Autism that was supportiidne PSY acknowledged the
information and transitioned to statements abdwtotesources. She stated, “Like your
teacher, there are other parents that volunteertthee; it's called parents reaching out.”
She then explained PRO and discussed possibiittidanding. After some discussion,
she stated, “There's all different information arda[the pamphlet] for you to read. One
more thing, you'll get a copy of huge report arehtif you want you can take it to an IEP
[Individualized Education Plan] meeting to get hefith school.”

When discussing school, a parent expressed coabeut bullying. The PSY
addressed the concern, she stated, “Right nowjbgsegoing to school and other kids.
It's good that you want the best for your son.” that moment, the SLP grabbed tissues
in the room and gave them to the parent who waagrand the SLP also touched the
parent’s shoulder. After a moment in silence,RI& stated, “It's nothing that parents
do.” Then, she stated, “There is an option inrdport for genetic testing to check genes,
etc, and just give more information. When thera pgevalence in one, then there is
some a possibility of having more children with suat. You need to do what is best for
your family. We do see families with multiple kittsat only have one child with
Autism.” The SLP added, “There is more of a chawideaving another child that doesn't

have Autism than having a child with Autism.” TR8Y then discussed support for
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families and added, “Again, all feelings are okawfter the parent stated that she felt
like she did something wrong, the SLP stated, “\Afe $ee the things you did; he has a
loving and supporting family; he has happinessisrsimile, that's what you did.” The
PSY continued, “This diagnosis does not change ghbild; it just helps us to understand
him and open doors to more help.” The SLP stdtéd true; he’s really lucky that you
started early.”

After discussing support, the conversation cangedimse. Gratitude was
expressed and the SLP reminded the family thatdwtiact number was in the packet
and to call if they needed anything. The PSY adtatthe family members that were
not present could also call. The family then ekitge room; the team stayed in the room
briefly before exiting as well. | followed the teaout of the building and left.

Episode 5: Fifth Clinic Observation

On the following Wednesday, April 2, | arrived BetCDD, checked in at the
West building as a visitor, and headed to the Basding for staffing. As | waited for
staffing to start, more people kept entering tr@mo

Phase 1: Staff Meeting.This was a unique staffing meeting for severalogas
First, eleven people were present; this was tlgeergroup that | had seen as part of
staffing. Second, this was also the first meetireg any males were present. The group
included: four team members, a PTS, a MED residerd,four Els. Third, the Els
provided some background information regardingré@son for coming to ECEP. They
stated that the child had received an ASD diagnbsitsa parent questioned the diagnosis
when one El—who was not present and was a partidfeaent organization that did not

have representatives in the staffing—questionedlidkgnosis. The El then explained
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that the parent became upset about the diagn®his.conversation started the staffing
meeting.

After the unique beginning, the team went throdghdgcoring procedures of the
testing. During the last few minutes of the staffithe team began to focus on the

delivery of the diagnosis. One team member digms$Js[ing] the DSM criteria to

structure how we talk to [the family].” They dissed recommendations and who would

go to the family meeting. One team member alsgestgd mentioning that the ECEP
team could talk to the team of EI who was not pneaed the other family members on
the phone. Then, the MED talked to the MED reside the MT talked to the MTI.
Then the MT—who was the evaluation coordinator—dédlko the PSY, who asked the
MED if the MT should go to the meeting since theexe no motor concerns. They
discussed a small group being better for the famideting. Then the MED asked the
PSY, “Do you want me to talk to them?” The PSYpewled, “Yeah | didn’t talk to her
alot.” The MED stated, “I did talk to mom.” THRSY added, “I can talk about the
ADOS. You can start, and | will jump in.” The MEdated, “I will start with
diagnosis.” The group then transitioned to thet paxt; some left or went to their
offices, and others headed to the West buildingiHferfamily meeting. | walked over to
the observation room for the family meeting.

Phase 2: Family Meeting.When the team entered the room, there were two
team members and two Els. The PSY and the MED thereeam members who
engaged in small talk when entering the room. NME® began with positive examples
of the child’s actions and informed the family tH&this is your time to get feedback.”

She also added, “It seems like there was the quesftiAutism. It is important to be on
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the same page about what Autism is. There is af lmformation out there. You've read
and read a lot, but let’s get on the same pagereTlére three areas of struggle for
children with [AJutism.” She then went on to exiplareas of struggle where there is
concern.

After some discussion, the MED stated, “The reaibe thing is we have seen a
lot of gain. (pause) Autism tells us how to teagh.” One family member then starts to
make comments which the MED and PSY respond tce €ample is the discussion of
the child’s eye contact. The family member disedsthe good eye contact the child has
with the family. Then, the MED responded, “Andtthaally speaks to your relationship.
The windows are really nice.” The PSY discussedesttypes and people’s thoughts.
Then she stated, “[The child] has difficulty comrmoating. He has learned a lot of
strategies from [EI organization] but it's not sdmeg that comes naturally for him.”
The family member continued to inquire and the teaaressed the questions and
comments. One comment centered on over-diagndsis. MED responded, “The
reason for diagnosis is not a label but to direcits how to help [children with ASD]
learn better,” and she continued to provide a &rrdxplanation. In response to one
comment, the PSY answered, “It is too early toiféhere is a learning disability. We do
know kids his age that get the therapies he isngeshow significant improvements.”
She continued, “Autism is a style of learning.”

As the comments continued, the team provided resgsotnat highlight positive
characteristics of the child’s actions as well tepareas that are difficult for the child.
Then the family member commented about the whai@ of the child. The team

members then discussed seeing the child agaidiieeent location. After some
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conversation about what the team saw, what thdyaeyported, and what was discussed
by the El teams, the PSY asked, “Is there somethsg you want us to see? I'm curious
about what you think we didn’t see.” After the ibnmember’s explanation, the team
members looked at each other and agreed that theftthem would see the child at a
separate location. Prior to discussing the spscdf the meeting, the MED stated that
she would go over recommendations first and thertedam could talk with the family to
establish specifics.

After discussing recommendations, the team andlydmalized the dates and
times for following up with other family membersathwere not present and the follow-
up observation. Then the PSY stated, “We’ll b&ounch with you and we will include
notes from our observation at head start in ouontep She also stated, “We really
enjoyed our time with him.” When the Els left, tAR8Y thanked them for coming.

Then, when the family and team members were sttlhhé room preparing to leave, one
family member spoke with the MED. The MED stat&thu have a fabulous grandson.”
Then the family walked out together.

Phase 3: Debrief. After a few moments, the team walked out of thewpb
joined them in the hallway. We chatted for a femunes about the family meeting.

Both team members discussed the difficulty of tleeetimg. The PSY referred to the
difficulty of the family feedback and said it wdsethardest family meeting ever. The
MED also emphasized the difficulty. She also stat&€hat type of feedback happens
about 10% of the time.” After a short debrief, ént back to the East building to type up

notes from the meeting.
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Episode 6: Sixth Clinic Observation

Later that afternoon, | joined the team for theosekstaff meeting of the day.

Phase 1: Staff Meeting.There were nine people in the afternoon staffing,
including: four team members, one MTI, two Els, amel The MT was the evaluation
coordinator, and she started the meeting with thiéirsg sheet. The parents’ concerns
included Autism. The team went through the scopragedures and the
recommendations. Toward the end of the meetirggMéd asked the Els for thoughts on
the family meeting. Els said communication wasgadoncern. The MED asked the
PSY, “How do you wanna do it?” PSY responded, “Yan do it.” The MED then
asked the SLP, “Can you stay?” The SLP resporitYes,” The MED then stated, “It
might be nice to have the whole team.” Then, #a@t members left the staffing room
for a brief break and headed to the West buildorgtie family meeting. | waited in the
observation room and waited for the team to arrive.

Phase 2: Family Meetig When the team arrived, they entered the room and
began small talk and got seated. All four team meEnsiwere present, both Els and the
family. The MT began by explaining the proces® said, “So this is where you guys
get to ask questions and clarify.” The MED mengidthe question of Autism and
explained the three areas of focus. She then addéden we make a diagnosis we base
it off of observation and what you have told us Hased off of observations and report,
we are going to give a diagnosis of [AJutism todgause) | can let it sit in or answer
guestions for you.” A family member mentionetbbow up. The PSY responded,
“Before we go there, do you want me to discuss wieasaw and provide an explanation

of what we saw?” The family agreed, and the PS¥itwa to explain specific behaviors.
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After discussing areas of concern, the PSY gaveipegxamples of eye contact.
She then said, “He has fabulous windows [of opputyls he has the smarts. Through
El, already he has increased skills. By makingdignosis, it allows us to intensify
services. (pause) You are doing what you shoufd &ae family member then asked
why the child had ASD. The MED responded. Sheed{dTo address the ‘could’'ve,’
‘should’ve,” ‘would’ve’ question, there is nothirabout your pregnancy or medical
problems or vaccines.” A family member then askledut age. Then the other family
member made a comment, and everyone in the rooghdauat the comment. After one
family member began to cry, the MED got up, gatuess, and handed them to the family
member. After a short pause, the MED highlightezl¢hild’s intelligence and focused
on the re-evaluation in two years, “to make susetite best diagnosis for him.” She
said, “Children grow and change, and they lookedéht. And keep in mind he’s only
been in El for two months.” The MT added, “Thegtasis does not change him; it
provides opportunity for more services.”

After the family asked another question, the PS¢ulssed the packet of
information. After some discussion, the MED statd#diakes a while to sink in; it's a
lot. You have my number, so feel free to callteAthe MED listed some myths about
vaccinations, she reassured the family that, “Is@lsthe same kid. We just have a way
of understanding what's going on.” Then each memiant through a few
recommendations. The MED ended the recommendatmasadded, “I can call you
guys next week. We can talk next week and see guresttions you have. Does that
sound alright?” The conversation ended with snaditl before the parents left. Shortly

after, the team and | also left.
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Episode 7: Seventh Clinic Observation

The next day | returned to the CDD, checked iratWest building and walked
to the East building for staffing in the afternoon.

Phase 1: Staff MeetingDuring staffing, there were eight people in themgo
including: four team members, one new observing,3wB Els, and me. After
discussing and determining the diagnosis, the $afed “I don’t know how the family
meeting will go today.” The other team membersadrverbally and nonverbally. One
El mentioned giving recommendations for home afmbst The SLP asked the PSY for
an opinion. The PSY responded, “Be respectfulth@framework, and say what we
have; we can’t bring him up to speed.” The MEDeredd to the family member when
she stated, “l wish he had support by his wifeamnsone.” The MT, also the evaluation
coordinator, asked if everyone needed to go. T3¢ $uggested a small group. The
SLP asked the Els for their opinion on size; theygested a small group and encouraged
strong recommendations. The SLP said, “That islgoknow.” The MT/EC told the
SLP, “You're gonna have to help me.” She went‘&u, it seems like no matter what we
say, they will do what we want.” The SLP respond®dell, it is our job.” The Els then
added a comment about word choice, and the teasustied changing some words in the
report.

When the discussing ceased, the team memberokédaat the PSY on the team.
The MT/EC told the PSY, “You had a good rapportwmitm.” The PSY responded, “I
think pretty direct and to the point, and talkedwtithe packet.” The MED added, “The

packet is crucial.” Then she asked the MT, “Are going with [the PSY]?” The PSY
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stated, “The question was speech.” The SLP conmedefitcan go.” Then the staffing
ended and everyone left the room. | walked tothest building to observe.

Phase 2: Family Meeting.When | got to the other building, | went to the mai
observation room. Shortly after, the SLP entehedrbom and told me they switched
rooms since the child had fallen asleep in theratb@m. So, | moved to a different
observation room; the room connected to the evialwabom. This room was a lot
smaller than the normal room for the family meeting

The PSY was already in the room and the SLP joafesd | was settled there.
There were only two team members, one El, a faméynber, and a sleeping child. The
PSY began, “To start off, the primary concern [altbe child] was not talking. Any
other questions that came up that you would likeoenswer this afternoon?” The
family member indicated no, so the PSY continuddhis is your time to ask questions,
but you do have the number, so feel free to giva aall. So today, our team looked at
all areas of his development. One thing we loak @&utism. I'm gonna talk about it a
tiny bit.” The PSY then explained the three ar¢las ADOS, and concerns. The PSY
then stated, “What we saw today was difficulty lintlaree areas. A diagnosis of Autism
most accurately explains the difficulties he isihgv | know you don’t know a lot about
Autism, but your team does, and we will work wittuyto make sure you do. Do you
have questions before | continue?” The family mendgain shook his head to indicate
no. The PSY proceeded with recommendations andwed the packet, scooting closer
to family member to discuss the packet. The P& gtated, “We went through a lot of

information. Any questions?” The family member iaggshakes his head to indicate no.
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The PSY commented about the child’'s communicatiaht@haviors and on
focusing on progress. The PSY stated, “He’s atditla guy and he knows [you]...
And you do a great job of providing security. (pauanything else we should talk
about?” No response from the family member. The then added, “You guys are
doing a lot of the right stuff. You have him iretapy. You have a head start, which will
make a huge difference in his future. It wouldhiiee to have some therapy at the house,
not all, but some. Otherwise you guys are doingtwiu need to do.” The PSY
reiterated the SLP’s statement to the family memb@u’ve done a really nice job.”
The SLP then added, “It was really nice meeting goys.” The family member exited
the room and said, “Thank you.” The PSY endedctiverersation with, “Absolutely.”
After the family member left, the team waited a f@@ments and left as well. | followed
the team out and left.
Episode 8: Eighth Clinic Observation

On Wednesday, April 9, | checked in at the Weslding and walked over to the
East building for the next observation.

Phase 1: Staff MeetingThere were six people involved in staffing, inclugti
four team members, one new SLP, and me. Durintagidew minutes of the meeting,
the PSY—also the evaluation coordinator—asked, “lBbauld we go about this?” The
MED stated, “The mother doesn’t know a lot.” THePSstated, “If | could bug off, you
guys could explain language delays.” The PSY/B&@she MT, “Do you wanna
come?” The MT responded, “I don’t have to, jusit &bout PT/OT, and it sounds like

she’ll need a lot of educating about Autism.” PS#ted, “I'm gonna keep it simple.”
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The MED stated, “I think that’'s a good plan.” Timeeting ended, and everyone
transitioned.

Phase 2: Family Meetingl walked over to the West building and went to the
observation room. When the team entered the rtluane were two members. They
engaged the family with small talk about break.e A8Y then stated, “Don’t be nervous
this time is for you. We’re going to talk abouitthle things we saw. He’s such a sweet
boy; we had fun playing with him today. He’s attad to you. On the phone, you had a
guestion about Autism. We are the team that l@kbat. Tests help us look at Autism,
and our conversations with you [help]. To be alltke same page, | will explain Autism.
We can’t do a blood test. We do look at a fewdhbirsocial communication and
restricted/repetitive behaviors. We saw today hieais really bonded to you, and you
know what he’s saying to you. He does really sicdf. \When we were playing with
him, he really liked the truck, so much that it véashard to get him to stop. So because
of these things and what you told us, we are gtorgve the diagnosis of Autism.”

After giving the family a moment, the MED discusdbd re-evaluation process.
She also explained the importance of early intetgarand improvement from it. The
PSY then added, “It doesn’t change who he is. Hallsthe same little guy.” The MED
added, “It isn’'t caused by parenting; you’ve doo¢himg wrong. We know he has
difficulty, but we know he can make progress.” 3@t on to state, “He’s now going to
qualify for intensive therapy. He’s a smart litjey. He’s the same little boy. Diagnosis
doesn’t change that, but the diagnosis allowsrtansive therapy. He has really good
characteristics.” She then provided examples stated, “| know you want what's best

for him and with that he will get better.” The teavent on to discuss the spectrum. The
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MED then provided the packet for the family andlexped some of the resources. She
also mentioned the report which includes recommimaa After answering a few other
guestions from the family and some small talk,teeting ended with everyone saying
thank you. The family exited and a few momenteratte team left. | followed the team
out.

Episode 9: Ninth Clinic Observation

The following day, | checked in at the West builgland went to the East
building for staffing.

Phase 1: Staff Meeting.There were seven individuals present during the
meeting, including: four team members, one new S, El, and me. At the beginning
of the meeting, when the evaluation coordinator egring the staffing sheet, the team
discussed the parents’ concerns. The PSY mentiokkxn has a good idea of where
he’'s at.” The SLP added, “This will be affirmingrfmom, because she couldn’t figure
out what was wrong.” The MED/EC asks the EI allmrtopinion for the family
meeting regarding a small or large group. The M&ddt on to say, “[Autism] seems
like the main question.” The SLP stated, “It sedikesthat’s the thing for mom to
know.” Everyone nodded in agreement. The MT ditdf€alk about windows [of
opportunity].” The SLP then discussed examplgsositive characteristics, which were
followed by more positives described by the MEChe MED then asked the PSY, “Do
you wanna talk about it?” The PSY responded, “Yéalan.” The MED stated, “I think
just going right there.” Then the PSY said, “Yeslhe's done her research.” Then the
staff meeting ended and everyone transitionedalked over to the observation room

with the team.
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Phase 2: Family Meeting.| entered the observation room, and the team walked
into the family meeting and started with small talWhen the team was seated, the MED
started by thanking the family member for comitf8he went on, “We enjoyed him; he’s
a sweet guy; he’s getting a ton of services, wisajreat. We’re going to review his
development and address the question of AutismythAmg else you want us to talk
about?” The PSY continued, “I know you've lookéthgs up, but | want to spend time
clarifying.” She then discussed the DSM and thenges from the version 4 to version 5.
The PSY described some areas of concern for hwedss some skills. She then
stated, “When we put all these characteristicsttageit does seem like Autism, so we
are giving that diagnosis, and with this diagnoléispens up the door for more therapies
for him.” The MED added, “You started him so eamhich is tremendous.” The PSY
stated, “I kinda wanna stop there and see what ymughts are.”

After the family member struggled through explagnhmow she was feeling, the
MED and PSY briefly addressed her response. Tie8Y asked if the family member
wanted the team to go through some of the seracasable with the diagnosis. The
PSY then stated, “I just kinda wanna know how mymh can take. It's alot.” The
family member responded; then, the PSY continuethlikyng about the packet of
information. The family member interrupted withegtions, and the team addressed
them. One question was about the severity of tlild’s ASD. The PSY explained the
spectrum. The MED added, “He’s too young right ndlWe don’t want to make
predictions or label him to limit him, so right npis just Autism.” The PSY then
stated, “With the diagnosis, there are ways tonl@aore.” She then continued explaining

some other resources in the packet.
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The PSY then stated, “So that’s a lot of informaticAnd this is yours.” She
handed her the packet, and continued, “So, | tbhimk of the biggest things is you don’t
have to start tomorrow. It's up to you how you wemndo it.” The MED went on,

“Again, it's a ton of information, and | have somedical recommendations, so | kinda
wanna talk to you about that. Is that okay orrl call you?” After the parent agreed for
the MED to talk about recommendations, she contirtaaliscuss specific medical
concerns for the child. Throughout her discussstve, provided examples of things that
he did well and complemented the family membedfung what she did to help him.
The PSY then added, “So he’s still, it's the saittke [kiddo; it's just a better way of
understanding him and matching him with the thexgjie needs.” The family member
asked about re-evaluation. The MED responded, , Y@k you for asking. [We
recommend a re-evaluation] in two years, to reeatal where he is.” After addressing a
couple other comments, the MED thanked the fam#yniner for coming and engaged in
small talk. The family member left and the teamtedha few moments before leaving as
well. | left when the team left.

Episode 10: Tenth Clinic Observation

The following week, | arrived at the CDD on Wedregdhorning, went to the
West building, signed in, and walked to the Easiding. | got situated in the meeting
room and everyone started coming in.

Phase 1: Staff Meeting.After everyone arrived, there were twelve peoplthan
room, including: four team members, one new SLI,P8Y intern, one MTI, two Els,
two MED residents, and me. After scoring and dedyuthe diagnosis, the PSY/EC asks

the team, “How do we want to do this?” The SLPeasthe Els, “What does your team
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think is the best way?” One EI discussed the pgaresadiness to hear the diagnosis.
The PSY followed up with a question, “Do you thimiore or less people?” One El
mentioned less would probably be better. The Méhtstated, “Motor doesn’t need to
go. You can talk about what | would say.” The P&#&ntioned, “[PSYI] and | will
definitely go.” The SLP added, “[The SLPI and &ncgo or not go.” The MED said, “I
can go; | spent a lot of time with mom.” The P3¥dted, “She did have a concern for
speech.” So the SLP said, “Okay, we’ll go.” Th&Masked the PSY, “How do you
want to do it?” The PSY responded, “[The PSYI] atalked, and | said | would.” The
MT added, “Probably you Mareth, because you spéuit @f time with her.” The PSY
responded, “Well, | talked to her on the phonelie MT said, “That’s true.” Then the
MED said, “Okay, so you can do it.” The new SLRed that she could observe instead
of going into the room to decrease the amount opfeein the room. Then, the staff
meeting ended and everyone transitioned. | watkexl to the observation room.

Phase 2: Family Meeting.The team entered the room and began the small talk.
There were three team members, one intern, ané&bwéh the family. The PSY
transitioned from the small talk by saying, “We areeting to answer any questions you
have and to make sure it makes sense. So wedstartteasked your primary concerns...
Are there other questions that came up?” Aftelféingily member indicated no, the PSY
continued, “Well if it does, let us know. I'm ntite smartest guy in the world, but | do
know how to get ahold of the team. Really, themtpiestion is of Autism. So we’ll
address that too. If | give too much detail, let kmow. There are three areas of
difficulty to have Autism. First, communicationThe PSY then provided examples

from the evaluation. The PSY continued with theosel and third areas and provided
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examples and then finished with, “We do have camcéar these 3 areas, which when we
put these together, it is a diagnosis of Autisng, anthis time, we are giving her that
diagnosis.” The family member then asked a questithe PSY responded, “First of all
early intervention is crucial,” and went on abdw bpportunities that the diagnosis
provides.

The next question was about the spectrum. The &fslvessed the question,
“Fair question and asked every time. There raalfiit a classification especially when a
child is young, more so for an adult. It's the &eloral characteristics, but no way of
predicting what will happen when she’s older.” @Y then referred to and discussed
the packet. The MED jumped in with, “| don’t metaninterrupt, when we’ve had
families getting ready to move, [the library empmeg] can help you get resources.” The
PSY then continued to discuss the resources ipdhbket. After covering some of the
resources, the PSY asked, “What kind of questieangodi have now?” The family
member asked about the cause.

The PSY responded, “Fair question, I'll have tbetdr talk about that.” The
MED stated, “That's why I'm on the teamlt's not associated with anything during
your pregnancy. The best explanation right nopoissibly genetics. We do see often if
one child has [A]utism then there is probably aifsmember, even distant, that has
[AJutism, and you’'ve probably read that siblingséa higher chance. So it's really
good to make sure other children stay on tradkle don’t know causes. We know it
isn’t the vaccines or parenting styles. We reaiint to commend you for being an
advocate for her. Also, just think of the improvehshe’s made in the last 4 months.”

The MED continued with a few other questions araijints.
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Then, the family member asked about re-evaluatiime PSY responded, “We
recommend re-evaluation in two years.” The teaam tiscussed scoring on the
standardized test. The PSYI added some positimpbes of the child’s actions form
the evaluation. The family member then asked ahaagular classroom. The PSY and
the PSYI explained the options and things to carsidhe MED added the focus of
safety to the discussion. Then the PSY asked, t\Witheer things would be appropriate
for us to talk about? (Pause) It's a lot of infation.” After the family member
discussed a book that she had heard about, theoR&N discussed the book. After a
brief discussion, the PSY stated, “Well, if you Bany other questions, feel free to
contact us. You'll receive the report. Any quess, give us a call.” The MED quickly
added a couple recommendations as the team stoaadufhanked the family member
for coming. The family member also thanked thented he ECEP team exited first, and
| followed at the same time.

During the afternoon session, no ASD diagnosisgiren. | returned to the
CDD the next day, Thursday, April 17, but no diagisavas given during the afternoon
session either.

Episode 11: Eleventh Clinic Observation

On April 24, 1 signed in at the CDD and walked ote@the East building for
ECEP staffing meeting.

Phase 1: Staff Meeting.There were seven people present for staffing, oty
four team members, one new SLP, one El, and mein@the meeting, the MT
discussed the phone call with the family memberexplained that the family member is

very knowledgeable. The El also added that thelyjamember is aware of the

118



possibility of ASD. The MT stated, “I don’t thirdhe’ll be surprised.” She also
discussed that another family member is in thetamyi so she pulled some special books
to give to the family. The MED/EC asked the PS¥p“you need a break?” The PSY
shook her head to indicate no. The MT added, ‘Uldike to go to address the
sensory.” The MED asked the SLP, “Do you wantauslk about hyperlexia?” The
SLP said, “Yeah.” The MED then said, “Or do younwa go?” The SLP stated, “I can.”
The MED responded, “I feel comfortable explainibyy iThe MED then turned to the
PSY, “Do you wanna talk about it? Do you want maihce you talked this morning? |
liked how you did ... this morning. Do you think whkould just start with the diagnosis
since [the family member] has done her researchiié PSY said, “I don’'t know.” The
MED also discussed commending the parents fomgestiarted early. Then the staff
meeting ended and everyone transitioned.

Phase 2: Family Meeting.l walked to the observation room and watched the
team members enter the room and begin small ftikee team members attended the
family meeting, including: the MT, the MED/EC, atiee PSY. The MED started, “First,
we commend you guys for doing this.” Then sheudised the research that the family
member had done. She discussed the primary canoéthe family then invited the
PSY to start with the question of Autism. The P8&ht on, “You guys have done a lot
of research, but just so we are on the same pagarevooking at three things. When we
look at those three areas, what we saw today aiad yau guys told us, a diagnosis of
Autism does fit, so we are giving that diagnosatya” The family member began to

cry, so the MT grabbed the tissues and handed thérar.
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After a few moments, the PSY continued, “It is adpum. If you see five kids
with Autism, they can all look different. He ddesve words, so that's good for him.
Also at his age, he’s in intervention, so he hamitation and support so he is in a great
position to make great progress.” The PSY continfoeanswer some questions of one
family member. All team members added examplas fitee evaluation when answering
the questions. Then one of the family members naadtatement that demonstrates
blaming himself. The MED responded, “He is a camakipn of both parents. People try
to place blame on themselves. We don’t know whates Autism. We looked at your
family history and nothing caused his Autism. Beré’s no one to blame.” The other
family member then asked about other children. MIE® addressed the question, “So
chances are higher [of having another child withigxa], but your chances of having a
typically developing child is higher than that.”

The next question related to sensory issues. Thetsted, “I'll jump in about
sensory... we can use sensory to help him....l recordmeading the book and getting
ideas to get him calm and focused. | hauled abéhbooks here.” The MT also provided
examples from the evaluation and activities forssey regulation while she spoke. One
family member then asked about the future of thielciThe PSY responded, “He’s just
going to get better.” Then, the MED added, “Wedentified a learning style, so he
would qualify for specialized preschool, but hewddde re-evaluated in two years to
check diagnosis, because children look differefitie group went on to discuss school,
therapies, and activities to practice at home.nTthe PSY added, “Also, you don’t have
to start doing things tomorrow. We do have a fahformation for you to take with you.

We recommend in a couple years to see if an Autisignosis still fits, and they can list
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his cognitive processing.” The MED added, “We @oé saying he has a disability; he
has a learning style.” A family member asked ifDAS curable. The PSY responded,
“With early intervention, we see a lot of improvemé

After a couple other comments, the PSY asked, &8g,other questions?” After
no response, the MED stated, “We're glad you cameqg’ engaged in small talk. The
team also mentioned the report, and the MED rendirtide family, “Well, you have my
number; call me if you have any questions.” Evagystated “thank you,” and the family
exited. After a few moments, the team left as wefbllowed the team.
Episode 12: Twelfth Clinic Observation

On May 22, | signed in and learned the team wilstiducting evaluations. |
stayed in the West building and observed someeoirtteractions of the team with the
child during testing. After a few minutes of obsag, | went to the staff meeting room.

Phase 1: Staff Meeting.Since there was some remodeling in the origindista
room, we met in a different room for staffing. Té&evere nine people present during the
meeting, including; four team members, one intdree Els, and me. At the beginning
of the meeting, one team member mentioned scone@dDOS quickly. After scoring,
the team discussed the Vineland questionnaire andine family member’s ratings
aligned with the scoring results. The Els wergywarcal with a lot of questions. When
the question regarding how the parent would takedthgnosis emerged, one team
member stated, “I don’t think she will be surpriseahd the other team members agreed.
The team also discussed the family’s position &edchanges they were going through.
The SLP asked the PSY/EC, “How do you want to hatiit meeting? Mom'’s kinda

focused; | say get it done quick.” The MT addetipfobably needs to be said, itis a
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spectrum, so he won't look exactly like [his silgliwho received an ASD diagnosis].”
After a few other comments, the SLP asked, “If dksy with you, I'd rather not sit in.”
Then the PSY asked the Els, “Do you guys have apytion how the mom will take it?”
After a few comments from the Els, the meeting weapup with some small talk
between the MED, PSY, MT, and MTIl. Then everyaaagitioned, and | walked to the
observation room.

Phase 2: Family Meeting. Two team members, one intern, and two of the Els
entered the family meeting room. One member meatidhat they were waiting on one
other team member. There is one family membenerréom, and the child is not
present. After a couple minutes of small talk, tthied team member entered the room.
The PSY started off stating the concerns of thalfamember. Then, she stated, “I
wanted to start with Autism. | know | don’'t neededucate you on Autism since [older
child] has received that diagnosis.” She wentmdiscuss the strengths of the child and
difficulties and provided examples from what thantesaw that day and the family
member’s report. She went on, “When we look abbthese together, his particular
learning style does fit with Autism. So we areiggzhim the diagnosis today. With this
diagnosis, it really opens doors for him. We alsbrecommend a re-evaluation in 2
years.” The MT added, “All of the recommendationt be in the report too.” After a
couple comments, the PSY stated, “Before we jungdltof the recommendations, how
does that sit? Or what kind of reaction?”

The team members exchanged some comments withrthig imember. Then,
the PSY discussed resources available for the’sHlghrning style.” After some

discussion, she explained, “He is the same kiddojust have a better way of
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understanding him.” The PSY and the MED resporidebme questions and concerns
of the family member while providing recommendasiai resources. After discussing
genetic testing and causes, the MED stated, “Wiendw it's not related to parenting
style or vaccinations and that children who ardweatad early and get therapies, do
better. The reason we have the nerve to diagridee®and a half is that we know it
offers so much help.” The MTI then stated, “[th& léind 1] were looking at gross and
fine motor skills. First, he was great to be achukle brought smiles to all of us.” She
then elaborated on examples and provided a reconhatien, which was followed by a
guestion from the family member. The MT addregbedjuestion and the PSY and
MED jumped in to assist. The PSY then providedShe’s comments and
recommendations.

After some recommendations, the PSY asked, “Whedrajuestions do you
have?” After a pause, the MED added, “There dot af strengths.” The group then
discussed school and summer programs. Then, tHe $tiiied, “The key is to have
parents as advocates for children, and it's vesgircthat you are an advocate.” The
report was briefly discussed and the PSY said, “Mawe my contact information, so we
are still available.” Then all said thank you d@hd family member exited. The team left
shortly after and | followed.

Conclusions

| observed twelve episodes of delivering the diaggof ASD. In each episode,
there were two phases, the staffing meeting anéathdy meeting. In one episode that |
observed, there was a third phase, the debriefimagng team members. Throughout the

orientation and consent process, emails were egetband face to face conversation
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took place. All of the communication for the ohs#ions were in person; the staff
meetings were face-to-face and the family meetwmg®e conducted behind a one-way
mirror.

| initially interpret the data collected from thbservations by addressing the first
research question: What communication patterns@BHEprofessionals commonly use
in episodes of diagnosis delivery at the ECEP? dHta revealed that the main
communication patterns in the staffing meetingluded: discussing the staffing sheet;
reviewing concerns of family; reviewing concerndgsbteams; scoring the tests of the
Autism Diagnostic Observation Schedule, Secondi®&d{{ADOS-2); Bayley Scales of
Infant Development, Third Edition (BSID-111); Vinehd Adaptive Behavior Scales,
Second Edition; Preschool Language Scale, Fifthided{PLS-5); Peabody
Developmental Motor Scales, Second Edition (PDMSf##ant/Toddler Sensory Profile;
and the Rossetti Infant-Toddler Language Scale I(R)]; determining the diagnosis;
discussing the family’s perspective on the childgdssing the family’s knowledge of
ASD; discussing the El teams’ perspectives on hhld;cdiscussing the EI teams’
perspectives on the child; reviewing rapport essbd amongst team members and
family members/caregivers; deciding on the appadprsize of group to attend the family
meeting; deciding on what team members should éttesfamily meeting; deciding
which team member that will attend the family megtshould start the interaction and
which should transition in; and discussing spe@fproach (i.e. start with the question
of Autism; start with an explanation of Autism, gtc

The data also demonstrated that the main commuoricphatterns in the family

meeting, included: beginning the interaction withedl talk; addressing the level of
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knowledge about ASD and providing the relevant amof information; addressing
specific concerns of the family; discussing theegaties of diagnosis (i.e. social
interaction, communication, and restricted repatiaind stereotyped patterns of
behavior); providing examples of the child’s penfi@nce from that day; reviewing
family report of behavior at home; giving the diagis of ASD clearly; explaining the
meeting is a time for the family member(s)/careqsjeto answer any questions;
answering any questions of the family member(s@fgiaer(s); demonstrating empathy;
gauging the family member(s)/caregiver(s)’ feedbactt responding accordingly;
reviewing resources and information in the pamplaietouraging the family to continue
El therapies and discussing new options with thgmbsis; providing a few
recommendations; stating the child is still the sarild; maintaining a strength-based
approach by discussing some of the windows of dppdres and strengths of the child;
offering contact information for follow-up or disgsion with other family members;
expressing gratitude for coming in for the evalmatiand finalizing the conversation with
appropriate well wishes (i.e. take care, have a date, etc.).

There was only one example of the follow-up/debstefye of an episode. The
two main communication patterns that occurred wWeyeebriefing from the family
meeting about the effectiveness of the meeting,(2ndupporting the other team
member’s actions that occurred during the familyetimg. A summary of my
observations follows:

e During the staffing meeting, the team spent vétleltime discussing the
execution of the diagnosis delivery in the staffingeting.

e | did not observe much preparation specificallytfo diagnosis delivery.
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e There was some discussion about what team memioers attend the
meeting, but there was not a clear decision.
e Some word choices used by the team members dimeniamily meeting
were not precise and did not seem to be choseonizey clear meanings to
the family members.
e The team discussed size of the team for the mediutghever mentioned
anything about the rest of the team members obsgtlie diagnosis delivery.
e The nonverbal practices seemed routine and noreinsituations where
the participants in an interaction become emotianal shed tears.
e In some of the episodes the severity of the diagneas a factor in creating
this empathy between the diagnostic team and théyfa
e Atthe end of the staffing meeting the team membanse to consensus quite
quickly and seemed to be rushed to decide thatdbel just depend on the
routine scripts they used to present the diagnosis.
e The diagnostic team used a routine and script ligetaliagnosis.
In this chapter, | identified the episodes and pbax diagnosis delivery
presented my conclusions using concepts from CNlN.participant observation data
provides thick description of twelve different edes in the diagnosis of delivery. | also

linked my findings to the research questions statgaevious chapters.
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CHAPTER 5
STAGE 2 RESULTS: INDIVIDUAL INTERVIEWS

The participant observation data presented in teeigus chapter provides
information about how the diagnostic teams commateiwerbally and nonverbally in the
clinical setting both in staff and family meetingBhe interview data provides
information about how they think they communicate ¢he how they approach the goals
of communication. | divide chapter 5 into two paris part 1, | describe my procedures
for the interviews in my research and provide resgs from interviewees. In part 2, |
supply conclusions from the interview data.

Interview Procedures

After developing an understanding of the processiadgnosis delivery at ECEP
through observations, | met with as many team mesné® possible in a one-on-one
setting to clarify my understanding through congéidistoryboarding, Enriching,
Analyzing and Visioning (Pearce, Sostrin, & PeaRt#,1). Storyboarding in this phase
included continuing to identify episodes, constiihet series of events, and punctuate the
episodes. Enriching involved (re)naming the patemd extending the description of
the social world. Analysis and Visioning were n@wls for this phase. Analyzing
included looking at logical force and checking ébher special features. Visioning
consisted of constructing an ideal pattern forgrexess and checking the reality of
utilizing the process. | interviewed fourteen tem@mbers. One of the interviews was
fairly short due to availability, but the otherentiews lasted around one hour. There

were only two team members that | did not interyieme of them was on maternity
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leave during the observations and interviews. dther team member was recently
retired and her time in clinic cut down to 25% loé time.

Storyboarding was a useful heuristic that encoudagem members to build their
stories and enrich them through elaborating wittaitse when the team members saw a
visual representation of their description, thegtetlto the storyboard and discussed
concerns or difficulties with the process. Thea&iehy model was also useful during the
interviews; although | did not state that | waswgsihe hierarchy model nor did | draw a
representation of the hierarchy, | was able toutisdevels and rank by asking open-
ended questions. | also referred to the LUUUTT ehaa build the story and find out the
untold or unknown stories of the process. Simyléolthe hierarchy model, my word
choice—influenced by the communication perspectiagded in discovering these
untold and unknown stories. These heuristics wseel throughout the interview
process. | present samples and interpretationesit responses.

For my first attempt to utilize the heuristics antérview guide, | met with the
program manager to make sure the questions made,derget feedback, and to make
sure | was comfortable using the heuristics. WeaneApril 21 in her office on the
second floor of the East building at the CDD. Vdeat a square desk; | sat on the east
side and she sat on the north side of the taldeddlor to the office was closed. | utilized
the wall behind me to put up sticky notes. Theosdanterview was conducted with one
of the MEDs on Wednesday in the MED'’s office on slaene floor and building of the
CDD. She was the only MED present, so we stayelddroffice and closed the door.
She sat at her desk, and | borrowed a chair froenodithe other MED’s desks. The third

interview was with a team PSY on May 7. We mettanthird floor of the East building
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of the CDD in a small office near her office sirthere was one other person working in
her office. The fourth interview was with a PSY May 13. We met in his office since
no one else was there. The rest of the intervemsinued in the same format;
uninterrupted one-on-one face-to-face intervieves kasted approximately an hour in an
environment that allowed the professionals to bafoaable.

To maintain anonymity, | provide the responseshefECEP team members by
guestion and random order. The interview questavadisted first. Then, | provide the
randomized responses beneath the question. Ahgihaanted to include labels for
each of the responses (i.e. participant A, paditiB, etc.) and label each participant
with his/her respected discipline (i.e. motor, gteenedical, or psychology). However,
since the participants were very open with me aackwnformed that | would not share
who provided what information, | wanted to avoié thossibility of recognition of any
participant’s responses. Providing the resporsedamly is a way to ensure the
participants’ confidentiality. Not providing thesponses in this fashion could have
revealed a participant’s identity. For examplenedeam members made comments such
as, “I've brought this to the team’s attention iefeso they will probably know it's me.”
Another commented, “Which | suggested and we tied jt didn’'t work.” If | were to
identify either statement as participant A or Brthabel the rest of that participant’s
responses, the team members would be able toycldantify all of that person’s
responses.

The responses are written in paraphrased summatidmere is not always the

same amount of responses since the process wagagand | did not require
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participants to answer every question. | removedcontent that would have directly
revealed the participants’ identity.
Interview Data

The responses of the interview questions initiat@adocess in which the team
members began to reflect on their own communication

Question 1. Twelve interviewees respondeddoestion 1: | understand the
process of delivering the diagnosis of Autism SpatDisorders (ASDs) to parent(s),
caregiver(s), and/or family member(s) is difficili/ill you please discuss the process
with me? In this and in the subsequent section, | progidetations from the participants
and indicate what kinds of categories of commuiocarom these quotations refer to
CMM principles and concepts.

There were eight professionals that discussedréqgapedness and understanding
of the family as important to the process of diagsalelivery. The other four
professionals that responded did not specificaiyntion the words ‘prepared’ or
‘understanding’; however, they did discuss undexditey and adjusting for each family.
One participant emphasized that the success gqirteess of diagnosis delivery depends
on preparedness. The participant noted:

The level of preparedness of the parents playga le. The more prepared the

family is, the higher the number of professiondfsa family is not as prepared,

typically a smaller number will go. Preparednedsns to the awareness of

Autism as a possible diagnosis for the child, thiecern of the child having

Autism, an introduction to Autism and/or the dentaatson of any previous

research.
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This participant also showed her concern with #mily as an audience to a
message about Autism when she said that the waysloter the message depends on
the knowledge of the audience. The participanéadhat, “If the family has a good deal
of knowledge and understanding, then they wanhtimkanswers from professionals.
They tend to have more questions.” This partidiganphasized consideration of the
families and what they currently know and wantmow as key factors for the diagnosis
team in planning their interactions and the contéitheir messages. The focus was on
knowledge and preparedness of the family, an inapoelement for managing of
meaning.

Sticking with the theme of preparation and knowksdgsecond participant
discussed the notion of team consensus. The iparticnoted:

We come to a consensus on the family, which is ydvagfficult. Some families

are prepared; other families have not heard ofshuti Then, we prepare for the

family type. We take into account the family uretanding of Autism and how
well we feel the family can process the informatéomd how much they can
process. We consider the family’s ability to tatkehe information.

The participant also mentioned considering the @mate size for the group and
determining who should do the majority of the tatki The participant stated, “Having
fewer people for the family meeting is better,” autled “[deciding] who is best to give
the diagnosis.” She also discussed the team mentiegrnormally attend the family
meeting; she included the psychologist and the cakdiThe focus was on team

consensus, knowledge and preparedness of the fdemtpnstrating the many elements
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that play a role in the process and demonstratiagmportance of the daisy model to
consider all relevant information.

A third participant provided more information abéwb elements of the clinic
day, the staff meeting and the family meeting. Staged:

We discuss what we saw during the evaluation; ax giith the question of

Autism; then, use the child’s interactions withfasdiscussion and making a

decision. Then, there is the family meeting. Dejpeg on the questions and

concerns, we decide who goes to the meeting. Defirthe psychologist and the

pediatrician go.

The participant also mentioned, “If the team febésfamily would be better with
a smaller group or if [the family] will have moree@stions and need a larger group.” The
focus was on the steps of process, an importamtegiefor understanding the
communication practices.

A fourth participant elaborated on the steps offiteeess. The professional
stated:

The process includes the coordinator; chart revietgrnal perspective and

adjustments to that perspective; team discussibighancludes respecting team

members’ opinions; a family meeting; independemigsiens occur during the

evaluation; try to have light hearted humoroustraheto family like positioning;

have a running dialogue throughout the evaluatioset the state is important.

The participant also included, “We are preparirgfamily during the whole
process.” This participant’s focus was also oreadng the elements of the process.

A fifth participant added the following to the resse:
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We collect data and talk about it. There are nyawwb individuals who give the
diagnosis, the doctor or the speech therapishepsychologist, so | guess three.
Deciding who will deliver the diagnosis is basedtlree things: (1) who has
established the best rapport with the family, (& ¢oncerns of the family (i.e.
speech), and (3) who did the most talking. Basethe family, we decide how
much information to share; we take into accountféneily on evaluation day. It

IS not a set out process, but it is what is done.

This participant discussed who is involved in oag pf the process, the actual
delivery of the diagnosis. Providing the composegitdeciding provides more
understanding about managing the meaning of diaguesvery.

A sixth participant also dealt with preparedneseelation to the preparation of
the diagnosis team and the need to learn abodammiéy. In addition to the first
participant example, the third participant ideetfispecific actions with the family and
with the diagnosis team that should take part gaatelivering the diagnosis. She said:

The start of diagnosis delivery is getting a feelthe family; as a coordinator,

one first reviews the record of the child. Thdmg toordinator calls the family

and gets a feel for how much they can take in antbrstand during the initial
phone call after the evaluation is scheduled. ddwdinator also calls any El
that has worked with the child. The coordinatoite& up everything and puts the
information in the chart and emails it to the team.

The participant provided information regarding doerdinator’s role and actions
in the process. She then explained how she gahgdamily on the evaluation day. In a

similar way to the first participant, this partiaqt emphasizes getting to know the family
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and their preparedness as crucial to the procedisghosis delivery. She stated, “It is all
about audience awareness.” She also mentionechfftetance of “the preparation work
of the El team.” In this way, the participant putt practice the CMM concept of co-
creating the social world by considering the pectipes of the family, the EI team, and
the ECEP team.

Several elements of the process appeared in tesgenses. The professionals
supplied many of the same elements; however, mo teamber provided all of the
elements individually, and no two professionalsvpted all of the same elements of the
process. The team collectively provided the follgyvelements: processing the referral
and paperwork; scheduling; creating the chart;admg the El team and family prior to
the scheduled evaluation; making a progress newewing the chart; meeting with the
team on the day of the evaluation; having an infigimily meeting on the day of the
evaluation; conducting the evaluation; having #fista meeting; having the family
meeting where the diagnosis is delivered; providiregoption for follow-up and
following-up if desired; and writing the report.

Question 2. Twelve interviewees respondeddoestion 2: In your experience, is
there a standard process that is utilized in thieveey of the diagnosis parent(s),
caregiver(s), and/or family member(sThe responses from this question and their
connection to CMM follow.

Seven professionals responded that there is ndatiprocess. Five
professionals responded that there is a standaodgs or there are standard elements of
the process. Of the respondents that said therstendard process, some of the

responses are listed. One participant noted:
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Yes, a family may need to hear a diagnosis firdttAen a description, or a family
may need to be educated first, then hear what weasd finish the
diagnosis...The team tries to make sure the family knowsithighat Autism is,
knows this is what we saw today, and knows thtkesdiagnosis we are giving.

The participant provided some possible ways tovdelihe diagnosis based on the
family that she may considered standard to thega®icHowever, she also focused on
the process being family-specific without a staddanocess that applies to all, which
demonstrates the importance of considering ther atkielved in the communication.

Similarly to the first participant, a second papant explained her understanding
of the standard process. She stated:

It is standard to explain the three primary compdsiand help the family make

sense of them. We utilize the DSM V as a stanttarthe diagnosis. Being as

specific as possible with the child’s behaviorshiase categories assists the
families in coming to a conclusion. There areaBpecific recommendations. In
general, we try to teach and make the family famiith Autism and [with]

ways to teach the child effectively.

This professional’s focus was also on relatingy®ahild and assisting the family
as a way of making sense of the process; CMM de=eithis process of co-creating
meaning of the social world.

A third participant provided a response that intidehow a standard process
provided a great deaf information. The professional mentioned:

A discussion of recommendations is standard....S@mky Standard

recommendations are the PRO (parents reachingRidi),(parent home
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training), DD waiver, SSI, Resources (library amtiree), and genetics testing....

One also must know and understand the parentslaiBx Autism is essential;

there is a sheet in the packet that provides alaeapon, but typically the

psychologist explains at least the three eleméatisthe team looks at during the
evaluation and relates to what was seen during\tbkiation. The higher the
level of preparation of the family for an ASD diagms the more likely the team
members will start off with the diagnosis. The &whe preparation level of the
parents for an ASD diagnosis, the more likely trent is to explain Autism first
prior to giving the diagnosis.

Here, the professional reiterates the point theg¢rsd team members made in their
responses to question 1. She states the importdmeanaging meaning through taking
into consideration the families’ levels of preparesls and understanding.

Others that disagreed with the notion of a stangandess supported their
answers. A fourth professional responded:

No, everyone has different stylesSometimes we start the discussion with the

Els about more or fewer people in the room and watamily needs..Usually

the psychologist goes over [the pamphlet]. Theateeembers change and can

make a night and day difference.

The participant indicates that the process looksmdintly depending on who is
on the team. Focusing on this response allows aeé the significance of looking at
communication, rather than through communicatiorsete the impact that changing the

group of team members has on the process.
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Similar to the fourth participant’s focus on diéert styles, a fifth participant
added:

No, but there are similarities in delivery. Deliydollows a personal style, so it

depends on the person and the family itself. Hmalfy is always a consideration

and the team member usually has a pattern.

Again, the team member emphasizes the consideratimam members and their
unique styles of delivery. The focus on persohdéslemonstrates the importance of
each individual in the overall process.

Question 3. Thirteen interviewees respondedjieestion 3: Are there any
elements of the process of delivering the diagnbsismust be included?nterviewee
responses and my analysis follow.

Three participants indicated that there were ngted@ments of the process that
must be included. One person stated, “I am na@;suis unclear.” That participant
provided some elements that possibly ‘must’ beudet], the professional noted:

| assume one thing is the diagnosis delivery shbaldlear (i.e. stating

specifically, “We are giving the diagnosis of Autigoday”), and a second thing

is to address the strengths of the child. Thenegwuld be strength-based for
the family. A third thing is giving the family tiento ask questions.

This participant emphasizes the importance of vetwalce for diagnosis, for
describing the child, and for allowing the famitydsk questions. The focus on wording
is a key element of taking a communication perspeend communicating in a

cosmopolitan form of communication.
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Nine participants, however, provided a statemem@ients that must be
included. Three participants included three speaifeas or elements. A second
participant noted:

We have to tell them it is Autism and be clear #atism is the diagnosis—

sometimes it is unclear. There are three elenthatsare included: the criteria,

examples of what the team saw, and the diagndsisre has to be some
explanation of Autism. It is very important toyssome recommendations and
that it is not their fault. We state the strengthghe child and that the child is
still the same child.

Along with the three criteria, the professionaésted the importance of
discussion that the diagnosis is not anyone’s it that the child is the same as when
he/she walked into the building. The focus on reimgp blame and stressing the child is
the same, and it demonstrates the importance oaémpor the team.

Similarly to the second professional, a third mapant discussed three
characteristics that must be included. The pradess stated:

There are three characteristics we describe. \8tds how we arrived at the

diagnosis. We kind of explain the process andaxghe ADOS testing. We

take in information from parents from home expereen We explain taking in a

breadth of the child through El input, at home dipsion, and the evaluation

rather than just that day, in order to get the whmtture. Recommendations and
where to go are involved. We give assurance tleatinderstand the child better
and this is a gateway to help in making progrédse packet is always given and

a written follow-up, the report.
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Although three criteria are provided, they diffesrh the first three elements.

This participant focused on discussing how the taemmed at the diagnosis, explaining
the process of the evaluation and gathering thelevhicture’ of the child to better
understand him/her.

The other professional that mentioned three elesr&niply responded, “We
must discuss all three areas.” When probed, treopealiscussed the three areas of social
interaction, communication, and restricted repatiind stereotyped patterns of behavior.

Other professionals discussed the packet of reesurecommendations, and
input from all participants. A fifth participantqvided a slightly different response. The
professional indicated:

All groups cover the primary concerns of the famit{fe are family-centered.

We request if there is anything we missed. Thethe diagnosis and explanation

of behaviors that correlate with each questionomicern and correlations and

what it means for the family.

The participant demonstrated concern with the fiamd their concerns. The
focus on the family-centered approach to delivetivggdiagnosis provided a core value
for this professional.

Question 4 Thirteen interviewees respondedjteestion 4: What are some
things you consider when planning for delivering thagnosis?The subsequent section
provides the responses and connections to CMM iptexand concepts.

The responses to this question were very spedaifibe individual team members.
One team member even stated, “It is very personlb members mentioned thinking

about the family’s concerns and questions. Ongqggaant related the following:
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| consider questions and concerns that the famay have for me specifically
and what | can tell the family about the child’sreaunication that may be
informative to them and some things that may beastifve (i.e. actions
specifically). I think about presentation and fragit positively; it's tricky to
give a diagnosis and highlight positives.

Considering the original concerns of the familynder to frame the conversation

with the family was of significant importance togiparticipant. The participant also

notes other elements that are important to consmd@ch demonstrates a hierarchical

relationship between family concerns, child’s apiwith communication, providing

information, providing support, highlighting posiis, and framing the message.

Similarly, a second participant also kept the fgmail the center of his/her focus.

The professional stated:

For individual preparation, | consider the familpseparation and knowledge
levels. In preparation for the family meetingphsider the parents’ and family
members’ original questions. If speech was a @nneoncern, the speech
therapist may attend to discuss elements of speEieh.team also depends on the
recommendations that will be given and suggestiosder to provide
appropriate feedback.

In addition to the concerns, the preparation armMeadge of the family is

mentioned as an issue along with specific commuaoicaf team member, such as

speech. This focus demonstrates the value thatt ee@mbers have for each other and

their knowledge of their discipline; putting skillgo practice is a significant part of

coordinating meaning.
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Creating empathy was also a relevant part of tbegss in many responses. A
third participant indicated the focus on the famdkie responded:

| think of families’ levels of anxiety and comforSome families are open and

others are resistant and still others are not @agriof what it means. | consider

culture, education level, and the family—keep abeé of graveness and
hopefulness. Recommendations are very simil#inink about things that are
different, strengths, and positives and think tbtke family that it is not their
fault.

This participant re-emphasizes the previously nogetil consideration of the
families. The focus on understanding the familgpndastrates the significance of
relationship building for team members with the ilaaa, another element is utilizing a
cosmopolitan form of communication and valuingpaltts of the process.

In relating to the families, fourth participant dissed experience. The
professional claimed:

With experience, one develops a basket of ideasiitdrom during the family

meeting. | try to have encouraging words abouighutand avoiding information

overload by reminding the family that all of théarmation covered and more

will be in the report that the family will receivédther team members have a

specific routine.

Utilizing the resources from past experiences imfthe practices that this
professional uses to prepare for delivering thgmiais of Autism. Understanding that

resources shape practices is a relevant part oflit@ding meaning.
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Along the same lines as the fourth participanifta participant focused on the
individual contribution and avoiding informationenoad as well. The professional
added specific actions and noted:

| consider the importance of my piece (i.e. if #igjust a delay then | might not

need to say anything). The main point should lweiathe diagnosis. | do not

want to overload a parent. | keep what is impdrtanthat meeting. Sometimes
| do not say anything; | just come for diagnosid #me rest is fill-in...Others

may specifically state the .problems.

The fifth participant also demonstrated her conderthe environment. She
notes, “l consider the environment like where aeeKleenexes. If there is a child in
room, | think of how | can occupy the child, so ffeents can hear the meeting.” This
participant emphasizes the importance of creatmgrevironment that allows for the
families to hear the message and feel supporteddghrthe message. Her focus on
hearing and supporting signifies the importanceaairdination and coherence for the
process.

Question 5. Two interviewees respondeddaestion 5: What else would you like
to share about delivering the diagnosis of ASDgaient(s), caregiver(s), and/or family
member(s)?Most of the team members addressed a respotisis tpuestion at the end
of the interview as the following data indicates.

One participant emphasized understanding the famégnbers. The professional

stated:
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Be alert to parents’ cues about when they are begpaverwhelmed. Watch for
breakdowns, emotions and tears; give time to peoadmst they are hearing; and
be supportive.

The focus on support is another indication of thgipipants’ use of coordination
and co-creating a social world of support amonggit members and families.

A second patrticipant elaborated on the coordinaties of the team by stating:

The evaluation coordinator is responsible for #ort; he/she does the editing.

There is a different evaluation coordinator for mog and afternoon clinics,

almost always. There is also a clinic coordin&oithe entire day of clinic. That

person is assigned by [the program manager] arsthéealls the family prior to
clinic. The evaluation coordinator is decided loa tlay of clinic.

This participant reports upon the practices oftdan and clarifies elements of
the process.

Question 6. Thirteen interviewees responded teegtion 6: What elements of the
process of delivering the diagnosis are most affe2tThe responses and my analysis
follow.

Six professionals indicated the importance of #at approach. Phrases such as
“the team approach,” “the multi-disciplinary appebd and “the trans-disciplinary
discussion” were used. More specifically, oneipgrant noted: The team is top notch at
going in and talking with the families; we are gaddeading families and keeping it low

key. We keep fewer numbers and have very instantathinking going on.
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The focus on the team’s ability to read and reiatine families demonstrates the
importance of coherence and understanding theissrak well as responding to that
understanding through team practices.

A second participant elaborated on the benefitt@team. The professional
mentioned:

The team collaborative and cooperative approadterdhan just me and the

family. | feel more confident in the diagnosispesially when | trust my team.

We see a variety of areas and it helps me to hasam. It is also nice for the

family to have a team If.1 were getting a diagnosis for my child, havifoyr

people would be better than one. In actually @eing the diagnosis, having
another person present is helpful.

This participant highlights the families and praiesals’ mutual need of the team
approach. The participant added, “And we haveemngth-based approach to try to get
child to be most successful and [for the families¢njoy the child.” The focus on
creating a social world where the child is setaptiie best possible outcome with the
opportunity for success and a family that bettetarstands him/her in order to enjoy the
child signifies the importance of co-constructinganing.

Along with the teams, one participant called attento other significant factors
such as testing. She stated:

First, standardized testing, because some peopkedjagnosis without

standardized testing; and it's harder to be objeatiithout it. Second, the trans-

disciplinary discussion in staff meeting; thera igariety of perspectives and each

person brings different concerns to the table, twisaeally nice if someone is on
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the fence, etc. Third, psychologists and pediatng. .. their delivery and

teamwork for talking with families are done realll; they are good at reading

family response and adjusting.

Her focus on three elements of the team practiadisates that there are several
aspects that make the team successful.

A fourth participant continued the discussion altbetteam. The professional
claimed:

The multi-disciplinary approach, it takes the pteeff of us individually.

Others diagnose individually, but for us we see glexkids with other delays.

So it is important not to feel all alone, and wesek the children at the same time

rather than on different occasions.

The participant reiterates the importance of tlaent@pproach and adds the
significance of all the professionals seeing th&obn at the same time; coordination
and coherence are highlighted again.

A fifth participant continued with the benefitstbie team. She noted:

The personnel; we are very strength-based, verypassionate, and thoughtful in

what we do. We put in a lot of thought and taketone. The staff meeting is

very collaborative, and it is not just one perst¥e look at the big picture and
take all things into account that is the beautthefmeeting. We think about what
else could explain the behaviors and concernsryéue expresses their opinion.

Collaboration, coordination, and co-creating aaloworld of strength-based

perspective are all part of her focus of the teanoaling to this participant.
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Question 7. Thirteen interviewees respondedjieestion 7: Are there any
elements of the process of delivering the diagnbsisare not effective or could be
enhanced?In the subsequent section, | provide quotatioms fthe participants and
indicate what kinds of categories of communicatiwat these quotations refer to CMM
principles and concepts.

Six professionals acknowledged the time restraihtBe current clinic schedule.
Most team members were able to highlight benefitwall as weaknesses of the current
time schedule. In discussing enhancing the regtoditime, one professional suggested,
“It would be nice if we could build time into thelsedule for follow-up or somehow get
the El involved.” A second participant noted, “Timae frame; there is so much to do in
such a little amount of time.” The professionalcatiescribed a different time that could
be improved. The participant added, “There need@ettime to train the interns... [and]
El therapists need to talk.” Fitting a lot of taskto a short amount of time, needing
more time to train, and involving EI therapistdialogue amongst themselves were the
focus of these two participants that highlight tlg@ortance of coordination among
everyone that plays a role in the process of disignielivery for the most successful
outcome including managing the time.

A third participant added an area that may nedzbtenhanced. She noted, “It
would also be nice to recap on what worked well getdfeedback for my part of the
family meeting and see how | can improve.” Encgurg discussion after the process is
complete for constructive criticism and encouragetnseemed to be a focus for this

participant, an important process for any systemntmance resources and practices.
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A fourth participant also mentioned time restrgiytg, the participant went on to
discuss the environment. The professional no#l$o‘the room; it is not warm and
comfy. So the environment could be enhanced.” é&¢®added:

Some professionals like to tell parents that theylat outgrow the diagnosis, but

that is controversial. Discussing the spectrusilfiis tough like the severe versus

not severe question. We have an ‘avoid it’ andwyediscussing the change in the

DSM IV to the DSM V. We are very positive, and take the approach of

saying that they are so young and it is hard to say

The fourth participant adds the discussion of ffecgum, diagnosis change, and
avoidant and positive responses to questions.fddus on the other and creating a
positive space are elements of cosmopolitan comeatian.

Elaborating on the importance of discussion, & fiiarticipant discussed length of
the delivery and personalizing the message tortthi@iduals in the room during the
diagnosis delivery. The professional noted:

Talking too much is least effective. It dependgtmnteam. It is hard to know if

short and sweet and then having the family asktopresis effective or not. We

have to keep in mind who all is in the family magfti

This interviewee, unlike some of the other paracits, revealed her knowledge of
specific communication practice3he importance of being flexible in the family
meeting to adjust the length of the delivery arelrdsponses based on the needs of those
involved indicates a focus on utilizing the res@srand practices of the team members.

Similarly, a sixth participant discussed the impade of creating relationships

with the families to have effective conversatiofitie professional stated:
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Relationships; the team is a bunch of strangetisedamilies that we are having
conversations with. It is not effective when thenfly is not prepared [for
instance] the person(s) who referred the childnidexplain the reasons for the
referral and/or did not discuss the notion thategt for ASD.

Extending the dialogue with the families to inclulese professionals that refer
the children is an important factor. Changingdbhaent practice to include a discussion
about Autism prior to the clinic day demonstrates meed to re-create the social world
with families.

Question 8. Thirteen interviewees respondedjieestion 8: Are there any
elements of the process of delivering the diagnbsisshould not be includedn the
subsequent section, | report responses and anakyzesponses.

Six professionals did not identify elements thaiwgt not be included. Only a
few participants added specific elements that shoat be included. One patrticipant
specifically stated, “No one should give prognogtsognostications are not warranted.
They should not be included.” This interview offex specific rule for communicating in
the diagnostic team. Avoiding predictions aboetfilture relates to the notion that
mystery exists in all communication. The participalso discussed the importance of
mystery and stated that the future is unknown réthen providing false information that
may or may not occur.

A second professional discussed the issue of tia@agement and a possible
adjustment to make more time during the staffingting. The participant claimed:

The explanation of the ADOS during testing maylm®hecessary; it is

distracting for the parent, child, and maybe me&d Avho knows if that makes the
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parents nervous. It is better if the process @amed before or after the

evaluation. Maybe a debrief could help.

Suggesting an adjustment to the current practie®wfe professionals to explain
the testing during the testing or before or aftertesting places primary importance on
coherence and demonstrates a way of managing ngeanin

Similarly, a third professional focused on coheeehyg discussing the language of
the written report. The professional said, “Witha8ish speakers, we do not provide a
translated copy [of the report]. All reports amebinglish.” The participant showed
concern for the cultural differences of familieBhe lack of resources is an important
element for this limitation of practice to not prd® reports in the native language of the
family.

Question 9. Thirteen interviewees respondedjigestion 9: Are there other ideas
to share about delivering the diagnosis differehtlyeport the responses and give
preliminary analysis here.

One participant had a couple recommendationgelivering the diagnosis
differently. The professional stated:

First, it is not fair to talk about Autism for tliest time when delivering the

diagnosis. Everyone should be prepared. If thid chin early intervention—

which most that are referred are involved in El—é#r&te is a concern for

Autism, the concern needs to be discussed. ECHRcshe an El supporter that

provides education and helps them to talk aboutems with the parents.So

there are a few things, including: El teams hawrggrong education to discuss

concerns; building relationships with El teamsgdssing Autism throughout the
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evaluation; and having a more formal/specific eaatn when the concern is

clear.

The interviewee said that talking about Autism wlaesroncern exists with the
family is important for the diagnostic process hesait can help health care
professionals show that they are concerned withaimdies and with the lives of
children with Autism The participant continued, “Second, it is a hugecspim with
vast diagnostic criteria and explaining how chifdom the spectrum are so different. The
response is that it best identifies the child at thoment.”

A second participant provided two different elensenthe professional said:

First, the assessment difficulty; there should léédial assessment before the

initial family meeting if considering Autism. Sewd, a research project; we

should look at families’ reactions to the diagnaiesivery to see what is effective
and what is not. | am afraid families are goingeamember and hate me forever
for giving the diagnosis.

Focusing on possible adjustments to the currerdga®that could enhance the
overall experience was an important issue forghigicipant. The emphasis in this
response was on improving the social world of disgmdelivery.

Similarly, a third participant focused on enhancetné he participant suggested:

We could change the time period that we have vghfamilies; it seems to be

cramped as is the staffing meeting. Two kids ia day is difficult; | feel under

the gun. Rethinking the two evaluations in one ciayld happen. The two

evaluations run together, especially if both foousan Autism diagnosis.
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To assist team member with time and with separahiagevaluations (i.e.
avoiding questions like, “was that the morning lddut this kiddo?” or “am | thinking of
this kiddo or the morning kiddo?”). The focus bilstparticipant was on adjusting the
practices to increase coherence for the team meanalpelrto create a more comfortable
understanding of the social world for the families.

Continuing with options for delivering the diagn®sifferently, a fourth
participant noted:

That is hard. First, we should have more consistse of a smaller group of

people during the diagnosis. The environment cbeltetter. We should offer

more support after the diagnosis is delivered thindiellow-up from people that
gave the diagnosis. The follow-up would be for own benefit too, seeing how
the family is doing as well as learning the chilgiegress through therapies.

Also, it would be nice to follow-up for the re-euation at the neuro

[development] clinic.

This professional suggested a focus on group siggort, and follow-up to
enhance the experience of families and the teambmeniy decreasing some of the
mystery in the process, enhance the coordinati¢im thve neuro-development clinic, and
to change practices and enhance resources.

A fifth interviewee also mentioned continuing thegess with follow-up and
discussed the difficulty. The participant statétyould be nice in some ways to
routinely touch-base with the families like havithgm come back or calling them just to

see how the child is doing, but follow-up is redird.”
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Question 10. Twelve interviewees respondeddgioestion 10: In your experience,
are there alternative ways of delivering the diagisdo parent(s), caregiver(s), and/or
family member(® Their responses and my analysis follow.

One participant emphasized the strengths of ECE#hwihoviding past
experiences. The professional noted:

Yes, | have experience working at a different ursitg affiliated research center

at other places, but Autism was not prevalent.oult give feedback in my area

regarding child’s development. There are strengtiSCEP in comparison to
other programs; the interdisciplinary model is imtpot when addressing these
developmental diagnoses

This participant emphasized the importance of &rdhsciplinary approach and
the need to utilize the resources of all team mesbe

A second patrticipant also discussed the importahcéilizing all of the team
members’ resources. The professional stated:

Before, we used a medical approach, and schedu&ddations at different times.

The professionals would see really different thitiggugh. It is helpful when all

clinicians see the same thing, because it is ltarddoncile when you see

different things at different times....When we gihe tdiagnosis, we also look at

development and give that information. It givgacure rather than just a

diagnosis. When we use the ADOS, it is very héJghat is not true in many

places. We use a different approach too; we alestogether—that is not
supposed to happen. The psychologists here fegintiss too much if others

were not observing.
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This professional emphasized the unique practitdsedECEP team in
comparison to other teams that he/she worked ar.fdtus on creating a picture
highlights the importance of managing the meanirtgiwthe diagnostic team.

A third professional discussed the uniquenesseHGEP team’s support for
each other. The participant said:

| have worked at another place where diagnosethef things were given; there,

the psychologist always gave the diagnosis andtleateraction. But here,

[the psychologists] do not always lead or run theetimg; speech will jump in

[for example]. There it was the same assessmérmation, but | felt less

supported.

The focus on support within the team demonstrétesmportance of a collective
and coordinated approach to decision making anddtwering the diagnosis.

Continuing with the focus on support, a fourth ggpant discussed previous
experience that involved preparing and supportegfamily prior to going to a specialist
to be tested for Autism. The professional noted:

| have worked with teams in many other places amtifferent stages; each

followed a process up to the diagnosis then redidire individuals out. There,

we would prepare the family with concerns and qaesibout the possible
diagnosis then we would refer them to a specialifitwas psychologist-based;
the psychologist did all of the testing and theeeghwatched. No diagnosis was
given. It was a trans-disciplinary model, all wérere but [the psychologist]

facilitated. It was not always the psychologistt psychologists liked to do it and
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were comfortable giving all of the testing. Theagach was tried by ECEP, but

it was not successful.

The participant emphasized the strengths and ctietkeof each team member at
ECEP and stressed how that plays a large rolesintty the tests are performed. Her
focus was on preparing families prior to an evatuatlay, which demonstrates a concern
for the audience of the diagnosis, the family, Boxdheir concerns about what a
diagnosis of Autism means for their families.

Question 11. Thirteen interviewees respondedjueestion 11: If you could
improve the process of delivering the diagnosi8®Ds, what would you imprové@he
responses of these interviewees indicate theirerorfor the process of diagnosis
delivery.

A few professionals discussed the need for feedbéxie stated, “It would be
nice to recap on what worked well and get feedlbackny part of the family meeting
and see how | can improve.” Another participardext “Discuss[ing] what works or
does not work or meeting for feedback would be aité [also] having constructive
criticism.” A third participant discussed feedbatiking the family meeting. The
professional stated:

When giving feedback after the family hears theydasis, they do not hear

anything else after the diagnosis. To go into klgpid explain my findings and

recommendations is not relevant. The family isina@ position to discuss the
issues. It would be better to separate time iritma to talk about the strengths of
the child and where to go and a time to discusseesbevelopmental issues that

prohibit the child.
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The focus for this participant was on separatirggaimount of time spent on
different issues in order to be more effective whgeing feedback, which demonstrates a
need to adjust the practices during the family mgednd after.

Five professionals discussed the importance ofgvegion of the family prior to
evaluation day. A fourth participant noted:

The process starts way ahead of time, before the.clDuring the phone calls by

the coordinators, if there is any indication of at, | am talking to the family

about ASD before the clinic and explaining whatle@k at it. There should be
preparation of advanced warning on the phone aalldaring the pre-evaluation
meeting on the day of clinic, so it should not e first time the family hears the
concern for Autism during the family meeting. Htsnot want to talk about ASD
to their clients for fear of their client leavinget organization, but it is important
to not spring it on a parent. Rather one shoufdax it might be a possibility for
the child or might not and build a relationship ewéth the first phone call and
expand on it during the evaluation.

Discussing the process of delivering the diagnoEASD begins prior to coming
to the ECEP clinic; it reveals the importance éfradividuals who are involved from the
notice of a concern through the diagnosis, inclgdith elements of the social world of
the diagnosis. A fifth participant also discusteslimportance of El teams’ preparation.
The professional said, “El would be direct, upfrarid educated. ECEP could be
included in that process of educating. The fammbBetings would require more

information and have certain expectations for whaequired for a referral.” Enhancing

155



the process through providing resources for thee&is would be a significant help for
these professionals.

A sixth participant continued the discussion aljpeparing the family for the
diagnosisThe professional noted:

The element that is missing is the work of prof@sals to prepare the family.

ECEP is hoping to work with EI to bring up Autismgonversation prior to the

evaluation. We are trying to implement the practido EIs’ trainings. Working

with professionals to discuss with the family anithvwproviders about why they
are making the referral. The clinic coordinatoridg the phone call should
mention Autism a few days before the clinic if #y@gnptoms or questions pertain
to Autism; it could be addressed in a question likee you heard about Autism.

Autism should be mentioned a second time in th&irfamily meeting on clinic

day. The evaluation coordinator should mentionigkatand ask if that is a

concern. The wording can be different; it depemisvhen the window of

opportunity to discuss Autism is there. Yet, ihdse difficult when the window

IS not there.

Discussing Autism at least three different timeasipio the diagnosis is one
suggestion for preparing the family for a bettgperxence, and this could enhance the
process of managing the meaning for the team andyfanembers.

A seventh participant also discussed the processtprand after the ECEP
evaluation. The professional noted:

We try to involve primary caretakers as much asarg but | do not know for

sure how well we involve them. | would love to skese kids back in one year
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with the same team, and | think we would learntafa see if our diagnosing is

off-base. We could see which therapies are wor&imgjare not working.

Families could see us differently after they haadktito process the information,

see therapists, and view things in a good lightabee when they leave it is a bad

day.

The focus on the process as a whole signifiesnip@itance of coordination of all
parties on the diagnostic team and their concetin melping the families cope and in
doing so creating coherence for those involvedhédiagnosis interaction and trying to
create a better social world for those with Autism.

An eighth professional mentioned the need for ingias part of preparation.

The participant said:

[El teams] should provide some information or conagf Autism to the family.

Some have skills and years of experience in damgthers do not. There should

be a piece of training for Els where they are etkccan proper ways of

discussing concerns.

The concern for the family prior to and after th@ghosis is a clear focus for
enhancing the process and one way to improve thiseps is with more training about
communication within this process.

Question 12. Thirteen interviewees respondedjweestion 12: How do you gauge
the family, parent(s), and/or caregiver(s)d the subsequent section, | report the data
and provide preliminary analysis.

The team provided several ways of addressing tndyfaf those diagnosed with

Autism. Some ways include: seeking help from the El teae®]jing the body language,
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listening to the information the family providesidausing test scores to gain perspective.
One participant said, “The team seeks guidance frmse who know the family like the
El team.” Another professional added, “You canggathe family by the body language,
the questions [they] asked and/or the lack of gqoest’ Similarly, a third participant
noted, “Based on what they tell us, we get a feetteir understanding.” A fourth
participant provided some context for when thenmfation is gathered. The professional
stated, “The phone interview beforehand, if Autisma concern, allows me to gauge the
parents’ knowledge.” Similarly a fifth participanobted: “Listen to comments. The
Vineland test gives perspective of parents’ perspec The scores are not necessarily
great, but it is helpful for understanding the péseperspective. See if the parent is a
talker or a listener.”

The focus on gaining perspective of the family caurgs to show the importance
of understanding the other (the recipients of tlagmbsis message) and using that
process to coordinate the interaction with the faand to ensure the message content is
coherent.

A sixth participant discussed the cultural relevand@he professional said:

It is a case by case thing; cultural awarenessp®rtant....l wish for more

follow-up with the family or at least with the teamTry to start whenever we

start in the initial family room; | ask what havewheard about Autism. During
the one on one time during the evaluation, | piglon word choice and continue
to throughout the evaluation. When | am the cowtdir, | do the same on the

phone. It is an unspoken rule to bring Autism agte phone.
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The focus on starting the process by taking intmant the needs and feeling of
the family as soon as possible indicates that séeé¥ments play a role in the overall
process of diagnosis delivery.

Similarly, a seventh professional elaborated orcthieure of the family. The
participant added:

On a cursory level, there are family dynamics lkéhe parent alone, with

partners, or other family members; language; cejtquestioning diagnosis;

relationship with EI team; ECEPs relationship vitik EI team; and their
intellectual capacity. | consider if they have tieabout Autism and if they are
on the same page. | try to build trust but thaoigyh. And you never know this
information for sure; you just gauge it.

The professional places emphasis on the notionystery related to diagnosis
and of using all of the resources available forgteetice of relating to the family is the
focus.

Question 13. Eight interviewees respondeddaestion 13: What other comments
do you have?Their responses and my analysis follows.

Three professionals mentioned the importance gigsneg the families via a
discussion with the El teams. One participanestat

Non-preparation is blindsiding, especially whenfdrily has an El team

support. It is inappropriate to not mention théapor concern. El teams needs

to have rapport with the family, to be delicateqd &m know where to go. They

should know ways to have the conversation abouterms for Autism. There is
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a need for EIl teams to know how to start and dev#is conversation with
families.
Similarly, a second participant elaborated on dgecommunication practices:
Some El agencies avoid the “A” word. It dependshmnagency. Some have
supervisors who say discussing ASD is outside @f trea. They want to avoid
telling parents incorrect information; other agesalisagree. Overall, we have a
good reputation. Some do not have training onudising concerns of ASD with
families. We used to do more consulting and tregnbut now the El team
members can only bill for an hour. Education wdatchuge; the neuro-
[development] clinic has more manpower for trainifhen | worked at a
different organization, we really had to educagfhteam. In certain areas,
there are no resources available.
A third professional reiterated the issue of prapan by the EI teams:
When there is classic behavior, the El providery heve a discussion about
Autism with the family. [Two team members] usegtovide training with El
programs and on the website about how to talkruoli@s when there is a concern
for ASD. There should be a dialogue prior to tbiemal or at the time of referral.
The EIl teams do not give a diagnosis, but they doldrify a concern. Then,
they could say, here is a team that can help usdigut our concern.
These three participants emphasized the importaihocemmunication as a way
of taking into account the families’ needs, prefiaraand knowledge as well as the
importance of expressingpncern for the child as key factors that affeet th

successfulness of the diagnosis delivery of ASBhe fbcus on enhancing the
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communication process in order to improve the @elivof diagnosis shows the concern
of the diagnostic team is for improving the expece of interactants and in doing so
making a better social interaction for everyoneoiaed.

A fourth participant mentioned the different dynamamongst different team
members. The professional stated, “There is at@gt day difference between certain
team members.” Understanding that each team mefmbetrons differently is important
for coordination between team members.

Lastly, a fifth participant discussed the impor&ieé mentoring new team
members. The professional noted:

Mentoring is different for each department; medaradl psychologist mentor for

delivering the diagnosis of ASD. Learning from team is so important and

great. It was one or two years before | startethgithe diagnosis. | took what
felt comfortable and what resonated with me totereay own toolkit for
delivering the diagnosis. It depends on one’s bamknd and experience,
contracting work and comfort level.

The focus of this participant on mentorship demm@es how team members
understand principles of meaning creation foun@MiM. They seem to recognize that
their team co-creates and recreates the meaninmgaiocess with other team
members. Understanding that the team relies dmteatn member to shape and manage
the meaning of the team demonstrates the imporw@ineam member communication
with other team member.

Serpentine Model Questions.The second part of each interview involved

utilizing the Serpentine model of CMM. For eachgo® | constructed a visual
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representation—via a Serpentine model—that depittegrocess of diagnosis delivery
as they best could represent it. | began by usticgy notes and placing them in order
and rearranging on the wall. However, the stici&ien did not stick to the wall very

well, so | drew squares on a piece of paper. tisiedce in between the squares to allow
me to be able to add or move information. An exiangpa process without the stages is

in Figure 7 below.

Figure 7: Serpentine Model

No two representations were exactly the same. Ntaiyded similar parts, and
each had something unique from the other repres@msa After all interviews were
completed, | utilized the information from the imdiual interviews to organize a
discussion-based group interview to discuss a cohescture of the process of diagnosis
delivery.

Conclusions

The answers to the interview questions helped supght and give depth to the
answers to the research questions. Above, | peovsdme initial thoughts for addressing
RQ2:What rules of symbol use, meaning and action gineeatterns of communication
used by professionals during diagnosis deliveiie family emerged as the focal point
of the interview data. The issues related to piegdhe family and assessing the family.
The second focal point was the process and theesequof the process. The third point

was how the teams work together. The fourth poamicerned communication and what
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to do and not to do in the delivery of diagnosi$ie details of these patterns and focal
points appear in chapter 7.

These four focus areas of family, process, teaihcammunication provide an
understanding—enhanced from the understanding @tapleting observations—of the
significant elements of the process of diagnosiively at ECEP. These areas influence
the stages of the process as an actual elemem pirdcess or as an area of concern. The
concerns that were mentioned are elaborated furiitee next section that discusses the

group interview and are further explicated in cleapgt
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CHAPTER 6
STAGE 3 RESULTS: GROUP INTERVIEW

The final stage of the process utilized a grouprinew. The data from the group
interview emphasized the team’s conceptualizatich@process and provided an
explanation for their understanding of each elenoétite process. These facilitation
procedures used in the group interview helpeddhmtto reflect not just on individual
concerns and rules but to reflect collectively aldoaw they delivery diagnosis and to
understand the teams communication practices andhey could be changed. In this
chapter, | review my procedures and provide myrimegv findings and offer my
conclusions of themes that emerged from facilitatbthe interviews.

Interview Procedures

Rather than stick to a traditional group interviéwtilized a process that
aligns with a CMM perspective. | used SEAVA—Stargding, Enriching,
Analyzing, Visioning, and Acting. | previously mened the descriptions of
each stage; here | elaborate to be more specibgtaach stage for the group
interview. To begin the group interview, | provitihe storyboard that was
created from responses in the individual intervies we collectively discussed
the storyboard, professionals were encouragedrtohetine storyboard if needed.
Through discussing the storyboard, the participanted areas of concern; the
group analyzed these areas to determine actiong fmiward.

The storyboard that provided the foundation fordghsup interview
emerged during the individual interviews. The daikected was combined to

create a large picture of the process that coulahladyzed during the group
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interview. The storyboard also encouraged the teembers to discuss elements
of the process that they may have had a visiohdar to improve or may have
had an action to enhance the process.

The final phase of the research addressed theHimgicAnalysis, Visioning and
Acting stages of the SEAVA process. This parthef process addressed R@&at
strengths and weaknesses do ECEP professionalsfidebout their own
communication practices?

On the original date of the scheduled group ineawiwe had to cancel due to
availability since many professionals took someetior summer leave. On the second
attempt for a group interview, we had to reschedule to a retreat for the psychologists.
On the third scheduled group interview, we almestheduled it due to a meeting for the
medical providers. However, after speaking with pnogram manager, we were able to
have one medical provider come to the meeting $gaat one professional from each of
the four disciplines was present.

Much work was done in preparation for the meetihgrganized all of the data
for the individual interviews prior to the meetinghere was a lot of information to
organize. | utilized the Serpentine model to orpgathe stages of the process first (see
Figure 8). After all of the stages were includeelaborated on each stage of the process
and included the elements related to that stagkendver there was an area of concern,

disagreement, or ambiguous element, | indicatedahan area in need of discussion.
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Figure 8: ECEP Serpentine

After preparing for the interview, | met with theaim on June 2, during the
normal weekly meeting time in the normal meetingmo which is the same room where
the staffing meetings were held. | arrived eanlyhie morning on the day of the
interview and set up the room. | brought largetevfiipboard paper and put three sheets
across the smart board that was located at thedfahd room. | kept each in place with
scotch tape. Then, | took the sticky notes thatdeed the process and placed them in a
serpentine pattern on the paper in the order tigatelam had provided during the
individual interviews.

The Serpentine Model was unique and new to the t#ace it was a means of
combining all of the members’ ideas of the proceRsere was one main stage pattern
that ran across the middle of the pages. Thenre there daisy models strategically
blended into the diagram linearly; throughout tisedssion, the linear representation
was explained cyclically to clearly represent trengnelements that are a part of each
stage. Figure Brovides an example of one stage with the verét@ahents. The next

figure (Figure 10) shows the daisy model represemiaf the stage.
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Figure 9: Vertically Extended ECEP Daisy
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Figure 10: ECEP Daisy

Facilitation Using Serpentine Model

In the example, the main stage of the Serpentitieei€linic Coordinator’s
actions. The sticky notes that go vertically ceaae petals of the daisy. | utilized the
data model in organizing the information from thdividual interviews and chose the
vertical representation for the team for clarity.

For clarity and a reminder, at the top of the bpawdote “Organic-Depends on
the family” on a sticky note. | referred back b@ ihote whenever the team started
becoming too specific (i.e. different examplesarhfly experiences). The note reminded
the team that although they were describing thege®in steps, the steps were not all

encompassing—every act of the process was notdadis+rather the steps were blocks
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of areas that happen in an order. Focusing oprbeess as organic allowed for a

general understanding while leaving space to beifsp& each family.

Figure 11: Concern

The main sticky notes were a light yellow. | als®d blue sticky notes—large
and small—to indicate areas of concern or bifuocrafoints. In Figure 11 there is a
large blue sticky note at the top of the row; tieigresented the concern for relationship
development. The placement on the diagram waglkaca where the relationship
development could start or could not start depepdimthe clinic coordinator. The
smaller blue sticky notes (see the small blue gtiakte in Figure 12 on the last yellow
sticky note) were also bifurcation points for tipesific element that related to the main
stage. For example, in Figure 9 the main stagjeei€linic coordinator’s actions; one
element of the stage is the progress note; thedbiciey represents the bifurcation point
of writing an email for the progress note or noitiwg the email. Although there were
discussions about many elements of the process]ubkesticky notes highlighted areas in

which the actions of the team members differed foora another.
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Figure 12: Complex Element

There were a few places on the diagram where keplgellow sticky notes under
other sticky notes (see Figure 12). These reptedemmmplex elements of the stage;
visually speaking, the petal on the daisy couldehlaeen separated into another daisy
representation.

Team members began arriving around ten minutegdédie hour. | placed a
piece of notebook paper and a pen at each sea moom for scratch paper and for team
members to write down thoughts. When everyoneanaded, there were ten team
members and all four disciplines were representdxbgan the meeting with a brief
“thank you” to the team, reflection of my experienand then previewed the group
interview/meeting. | explained that the group miew—similar to the individual
interviews—would be different from normal interviewand would be a discussion with
everyone’s participation; | told them to interrupé and jump into the conversation at
any time.

To start the discussion, | explained the diagrachthe representation was their
combined understanding of the process of diagrimigery of ASD at ECEP. After
demonstrating the main row and the categoriesagestof the process, | explained the

vertical elements were part of the main stage hacktwas no specific order to their
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alignment. | also explained the blue sticky nategactors or ideas that were unclear or
maybe there was concern expressed by a team meaimingrthe specific act in the
overall process.

As | began describing the stages and the issueplthaa role in the stage, team
members nodded their heads and listened. | askestigns like, “Did | miss anything?”
and “Does that seem to adequately represent thiabfolne process?” When | came to a
blue sticky, | would mention the concern in a virief ways. Although | cannot include
every concern, here | include some of the concandsthe conversation regarding them.
Data from Serpentine Model Facilitation

Concern 1. One concern was the proper and effective discusditime concern
of Autism. The team discussed the difficultieslsficussing Autism during the family
meeting. One team member said, “We all mentiohwleawill look at Autism when we
call the family as the clinic coordinator.” Aftdre team member saw the nonverbal
responses from other team members, the professi@mlon, “Or at least | thought we
were.” The team then discussed making sure evenglyar is at least mentioning the
notion that the team will look at Autism on thenali day to introduce the term at least
once before coming into the clinic. The team dssedl the benefit for the family
members and caregivers of having time to do soswareh about Autism to increase
their knowledge and preparedness prior to thecactiay.

The team also discussed the need to enhancenslaips with EI teams to
improve the discussion of concerns with famili@$e team brainstormed possibilities

and noted the concern as a topic to explore fudbeng their retreat.
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Concern 2. A second concern was relationship development.ttitsiconcern, |
highlighted several responses from team membetsvéra shared during the individual
interviews. For instance, during several intengeteam members mentioned ways they
gauge the family members and caregivers or genhderstanding of them. | explained
that some members mentioned that some team memanigevery good at getting a feel
for family members and caregivers. | also highigghthe practices that the team has in
place for continuously communicating with them—gt@ne call prior to clinic, the
initial family meeting, the interview during theauation, the vineland test, and the
conversation during the final family meeting; highking these events demonstrated the
parts of the process that assist the team memibegablishing a relationship with
families.

There was not a long discussion regarding thiseom the team members sat
quietly, and some used nonverbal gestures to gakontact and avoid responding. |
know this is an area that team members want toreehsince many of them mentioned
their desire to enhance relationship developmettt families in the individual
interviews.

Concern 3. Another concern was in regard to the progresswateen by the
clinic coordinator. |told the group that, “Mdsiam members reported that a progress
note was written during this stage; however, soreatianed typing it in the form of an
email and others mentioned writing a hard copytlierchart. What are your thoughts on
an effective way to share the progress note?” t&am then shared individual views.
One such expression was, “Everyone writes an émalien other members’ nonverbal

gestures indicated that they did not know what @geected. Then a reaction to the
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nonverbal gesture was, “I thought everyone wasngithe email, but maybe not.” The
team then discussed making sure that the progogss were sent via email to the team
members.

Concern 4. A fourth concern was the little involvement of ©is clinic day.

One team member addressed the concern by shaathghNtoney is the reason.” The
team then discussed the change in funding for BiErvattending the clinic day; the Els
are only allotted one hour of paid service. Tlartanember discussed how some Els
stay all day despite not getting paid.

They also discussed the best time for the Els torbgent on clinic day, if they
can only stay for one hour. The team decidedttiestaff meeting is most important to
get their perspectives and experiences with the.cHAihen, they brainstormed ways of
talking to the Els before the clinic day, so thed hour could be used for supporting
families during the diagnosis delivery in the famileeting.

The discussion regarding the concern ended whemeane member addressed
looking into how to have the discussions priortte ¢tlinic day and communicating with
El teams to discuss times to attend clinic dayswloald enhance the overall process for
the families and the team.

Concern 5. A fifth concern related to the lack of informatiabout the program
coordinator’s role. The team discussed not knowrhgt the program coordinator does
before the initial family meeting on clinic daydelas that emerged included discussing
the process, establishing rapport, helping thelfesiio feel comfortable, etc. One team

member made the assertion to ask the program cw@odiabout her interactions with the
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family members and caregivers prior to the inif@athily meeting with the ECEP team
members.

Concern 6. A sixth concern was the consistent discussion ethinee areas of
concern for an ASD diagnosis. At this point, oe@th member stated, “The two areas.”
Then, | mentioned that all team members that meatidhe DSM criteria in the
interview referred to the three areas of concéime team then discussed making sure
that everyone knew to describe the two areas aferonn the DSM V rather than the
three areas of concern in the older DSM IV.

Concern 7. A seventh concern was the lack of follow-up. Teasmbers
expressed a desire to have a better system foactorg families or caregivers after the
diagnosis is given. They also discussed makingndeéves more available to family
members that could not be present on the clinic dyers discussed following-up with
El teams after as well to see how the families vdeiag. After some discussion about
options and time restraints, this topic was alsittevr down for further discussion at the
team retreat.

Concern 8. An eighth concern was the difficulty in providingge while being
realistic. One team member said, “We are too hidde team discussed the positive
focus of all team members. After some discussaoother team member mentioned the
strength-based approach as one reason for teameneiying so positive. Team
members discussed the terms used in the familyingeas well as the report, and the
issue of being very positive in the family meetargl not so positive in the report.

Another team member mentioned the team’s use afrflag style” when

describing Autism. One team member shared, “Ifecr heard the term learning style
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used when giving the diagnosis of Autism until ineahere [to ECEP].” The
professional went on, “But now | use it all the ¢&irh The team then discussed learning
phrases and statements from observing and workithgother team members.

Another team member even mentioned that he/shetsnaseuses more positive
responses—such as learning style—as an “easy wayootnim/her as a professional.
After receiving some support from other team memadout being considerate of the
families when providing the answers, the team memisntioned that some of tleasy
way outstatements are not beneficial for the familieshedteam then discussed some of
their generic answers that they give to provideraewvhat relevant answer that avoids
addressing the difficult questions. In the discws®f being too nice, the team described
the difficulty as a fine line of being too nice apeing too grave. They then noted the
topic as needing more discussion.

During discussion of these and other concernsetdi® introduced some
organizations and affiliations that | had not heairduring my observations or
interviews. The LUUUTT model best represents thees that play a role in the

process.
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Facilitation Using the LUUUTT Model

Stories live

Unheard stories @ § Unknown stories

Storytelling

Untold stories @ §

Stories told

Figure 13: LUUUTT Model

After two hours of discussion, | wrapped up the timge | explained that
although we could have spent a lot more time d&ogsthe process that | was
appreciative of their time and | hoped that themview/meeting was helpful to the team.
| also offered the team the opportunity to emailifre@iyone wanted to add some
information, clarify or adjust, or ask questior@ne team member took pictures of the
diagram to share with the team.

After the team members exited, | utilized the LUUUModel (see Figure 13) to
make sense of the three stages of the procedsehaed storytelling; and | heard stories
lived and told. During the group interview, | disered that there were some untold
stories and became curious about unheard stoaeseim members chose to share with
me but were not mentioned in the group intervi&eme of the untold stories—for

example, the actions of the program coordinator-wsekto be unknown stories until the
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discussion. Since the team asked questions abeietginning of the process of
diagnosis delivery, the story became an untoldystmat the team would seek to hear.

The LUUUTT model allowed me to think through stagéshe process to see
what stories were told and untold or heard and arther unknown. When considering
the stories of the phases of the process, | coregidbe outlook from the group interview
that the team members developed.
Data from LUUUTT Model Facilitation

After the meeting, the program manager shared diesrfrom the meeting. She
had written down all of the questions that wereulgitd up during the meeting to share
with the team members that were not present anthéoteam to review at their retreat. |
related her notes to my reflections from the megtifhe questions and reflections relate
to three patterns that emerged throughout the gragepview: the patterns were team
functioning, involvement with early Interventiondras, and family experience.

Team Functioning. One pattern that emerged was team functionireye@l
areas of concern related to functionality of treme The items follow:

1. Are we all emailing our progress notes from the@atzon

coordinator’s calls prior to the evaluation?
2. Should we make this more consistent?
3. Should we discuss what is being addressed witPtbgram
Coordinator at the initial meeting before signimgleation papers?
4. What should we say in the evaluation papers?
5. When should we score the ADOS?

6. Who should score the ADOS?
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7. Should we find a way to separate developmentakassents from

diagnostic assessments for ASD?

8. Can we see one child/day?

9. Should we score the ADOS at time of clinic everutitoit can be time

consuming?

10.Do we want to be consistent in what we say in #milfy feedback

meeting?

11.How can we keep the family feedback meeting frommgdoo long?

12.Should the program coordinator take photos of cérdt the initial

meeting in metro?

13.Should SLPs complete some ADOSs?

14.Should we administer the Vineland differently?

15. Should the Vineland be done before the evaluatoby the

evaluation coordinator?

16. Should clinicians receive more specific ADOS trags?

The issues of functionality surfaced in the obsikows and individual interviews
as well. Some parts of the process were untolcthknown to some team membédrsf
the same part of the process seemed very cledh¢o i@am members (i.e. writing the
email for the progress note). Other functions issdes about the process were not clear,
possibly told but unheard by some team memberssegwhed like a repetitious story
told to some members of the team (i.e. the teanmaiickknow what the program
coordinator discussed with families prior to thanes introduction). Some features of

the process according to the participants wereosistent and took up a lot of time (i.e.
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scoring the ADOS and utilizing the Vineland diffetly). Other aspects were mentioned
to improve the functionality of the process (i.eeisig one child a day rather than two, or
how much time to spend on what information in thieify meeting). These functional
issues covered a large majority of the concernsl thaticed during the observations and
that participants mentioned during the individuad group interviews.

Involvement with Early Intervention Teams. A second issue that emerged was
the involvement with the Early Intervention (Elptes. Eleven areas of concern related
El involvement included:

1. How do we manage pre-evaluation relationshifding when asking about

ASD and with EI providers and families?

2. What do we do if there is no El representatiothe staffing?

3. Should team members make follow-up phone called service coordinator

to relay findings?

4. How do we keep EI providers comments duringsta#fing/ADOS relevant?

5. Is El slowing down the ADOS scoring?

6. How do we provide meaningful TA to EI providers?

7. How do we provide TA as part of the evaluation?

8. How do we provide TA separate from evaluations?

9. How can we be encouraging and available to teams

10. Can we find out more about families, needefarral for scheduling?

11. How can we provide better continuity of can®tighout the process: referral,

scheduling, initial contact by clinician, initisdrily meeting, evaluation, staffing,

family feedback, report, and follow up?
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The notes from observations and the individualrnésvs support a second
pattern in the data. Team members demonstrateghifiGant focus on involvement with
the EIl teams by connecting with EI teams and famigmbers before evaluation day and
after evaluation day, currently unknown storiesteélively managing time to best score
the tests was also clearly emphasized in commsmth, as explaining to the El teams
that the scoring is only for the tests that wenmiadstered during the evaluation on that
day not for the daily activities and encouraging Ei teams to bring up concerns at the
appropriate time—possibly unheard stories that e told to other members of the
El teams. Additionally, team members mentionednied forestablishing a closer
relationship with El teams to educate, provide haiy discuss families throughout the
process (i.e. better continuity throughout the pssg.

Family Experience. A third theme focused on improving the overalpesience
of families. Here are the concerns that were noted

1. How do we improve relationship building with faresi from the time

of the referral to follow-up after the evaluation?

2. How are we providing feedback to families?

3. How are we being too positive?

4. How do we feel about the term “learning style” wiexplaining

ASD?
5. How can we best set up the environment for thelfameeting?
6. How do we accommodate families that need to droradalong

distances after hearing difficult news?
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These patterns and issues also surfaced in thepseresponses from the
observations and individual interviews. Relatiapdbuilding was a primary focus, that
is, improving relationships with families and neefing like strangers—creating
storytelling to have stories lived and told. Arethvas providing responses that are
based off of trust and reveal the diagnosis engmigly and practically, such as word
choice and explanation—improving storytelling. thasparticipants emphasized the
importance of accommodating their processes aedactions for the family through
expressing comfort at the clinic and showing con@drout issues like the distance the
family has to travel after the clinic.

Some of the concerns overlap with other patterdsigsues as well. And
although the answers and actions for every questere not reached, the team discussed
some ideas that they will include in a later distois with all team members at the
retreat.

At the end of the data collection stage, | had sp@re than 74 hours (74.25 not
including the meetings and visits the semester)paiothe CDD, sent several emails,
made a couple phone calls, and sent some text gesssahrough the three phases of the
collection process, | gained a better understandirije communication process; |
engaged professionals in an evaluation procedijtee professionals’ ideas about their
communication patterns; and | also demonstratedtihy of my innovative
methodological approach to data gathering. Thrdhgtprocess, the data provided much
information for findig the communication pattertise rules of meaning and action, the

strengths and weaknesses of the communicationiggactind goals for the process of
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diagnosis delivery. The three phases describpriieess of addressing these objectives
and research questions.

This chapter presented some additional informadioout group reflections on
communication that is developed in more detailreseers to my research questions in
Chapter 7. The content of this chapter reportsatg facilitation procedures as it took
place in the group interview that was based onrttizidual interviews; and it provides
reports about how the participants in this studgpoaded to my process in ways that
support the meaning making process recommenddz itheory of the Coordinated

Management of Meaning.
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CHAPTER 7
DISCUSSION AND CONCLUSIONS

After spending over 74 hours with ECEP team membelsveloped a clearer
understanding of the process of diagnosis deligéASD. The three stages of the
process—observations, individual interviews, arelgtoup interview—created a unique
way of developing, clarifying, and enriching my enstanding. Collectively, the data
provided answers to my research questions andcatfns for the ECEP team, other
teams that deliver the diagnosis of ASD, and rebeas that deal with health care teams.

| conclude with critique from the visioning stagedasome ideas for action. |
draw upon data mentioned in the chapters 4 ands&rtonarize the description and
interpretation.In this chapter, | (1) summarize findings, (2) pd@/contributions to the
method, (3) offer contributions to the theory, p49vide the depth of involvement of the
observer, and (5) list the limitations of the staahyl suggest directions for future
research.

Findings

The data from participant observation, individuderviews, and the group
interview helped to answer the research questiboemplied and analyzed all of the
data to provide responses to my research questims.responses to each research
guestion are below.
RQ1: What communication patterns do ECEP professioals commonly use in
episodes of diagnosis delivery at the ECEP?

Several communication patterns that ECEP profeaaommonly used were

identified in chapter 4 through description aneiptetation of the process. The twelve
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episodes of observation provided many communicgaiterns. A summary of the

observed patterns follows:

Typically there are two phases during each episbaaeraction that
affect the communication patterns of the ECEP temsoasionally
there is a third phase. The first phase is thé steeting; the second
phase is the family meeting; and the occasioned thieeting is a
follow-up/debrief meeting.

During the staffing meeting, certain communicafi@atterns were
observed specifically related to the preparatiothefdiagnosis
delivery. Some of the patterns in phase one iredudeviewing the
staffing sheet to discuss family members’ or caregi’ concerns;
asking El teams (if available) their concerns; désing interactions
between the ECEP team members and the family mesnober
caregivers to gauge preparedness and knowledgealeveell as
decide which team members established a closerection with
them; seeking input from El teams about familie=2ds for a large or
small group and the order of information to dis¢assl deciding who
will attend the family meeting.

During the second phase, other communication petteere
observed. Some patterns that occurred in the yamgleting included:
having small talk with the family members or cavegs; explaining a
succinct definition of Autism that includes threeas of diagnostic

criteria; reviewing child’s performance and behawaring the clinic
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and reported by the family and or El team; shacini¢d’s strengths
and areas of concerns; framing the diagnosis earaihg style;
reviewing the packet of information and resoureeswering
guestions; providing contact information for follayp; discussing
some recommendations; stating the positives eftddts therapy and
likelihood of improvement; encouraging re-evaluatio two years;
reminding the family members or caregivers thatcthiéd is the same
child; suggesting that the diagnosis will help goge to better
understand the child and help him/her get moreatties; and
previewing the report.

e During phase three, possible communication pattiecisded:

debriefing about the difficulties of the family mig and supporting
the other team member(s).

The observed communication patterns lead to sewgal icritiques that can
provide feedback for the team members to fosteomthat will aid them in enhancing
the process of diagnosis delivery. Providing gué is an essential part of a CMM
method, which focuses on creating better socialdgdry looking at the communication
rather than through it. The critiques of commutaraat this point of the project follow:
instead of presenting the diagnosis in a similaptad fashion, the delivery should be
more carefully crafted with relevant and specifimient; avoid ambiguity about who will
attend the family meeting by spending more timeussion the specific needs for the
diagnosis delivery; avoid ambiguous and confusimgdrchoice and terminology; have

team members that do not attend the family meetirsgrve the meeting to offer help if
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needed and provide feedback after the meetingafiagtion and mirror the nonverbal
communication that the family members or caregiesqzress including gestures and
paralinguistics, such as tone, pitch, and speattead and acknowledge emotions; allow
more time during staffing to prepare for the diagjaalelivery and avoid using the same
script. These critiques were adjusted after eaets@ of the process; the finalized
critiques present possible areas to enhance te@rexprocess of diagnosis delivery at
ECEP.
RQ2: What rules of symbol use, meaning and actionuide the patterns of
communication used by professionals during diagnosidelivery?

The team members provided specific areas of fdwatsrévealed rules of symbol
use, meaning and action that guide the patternsrafmunication | observed in stage 1.
The data revealed four areas of focus for the tedfithin these areas of focus, the team
also revealed rules specific for the area.
Family

In the responses, the professionals referencei@dthiéy in several questions.
Some of the elements that relate to the rules @fning follow: the knowledge and
preparedness of the family; the family-specificqass; the specifics of the child and
assisting the family; families’ levels of prepareda and understanding; the approach is
family-centered; the family concerns; the abildyréad and relate to the families;
concern for the audience; the focus ondtieer, and the concern for the family prior to
and after the diagnosis.

Other elements mentioned relate more specificallyikes of action for families.

Those elements included: adjusting practices tatera more comfortable environment
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for the families; adjusting the group size, suppant follow-up to enhance the
experience of families; gaining perspective offdmaily; taking into account the needs
and feeling of the family as soon as possible;gialhof the resources available for the
practice of relating to the family; supporting flaenily; creating a picture of the child;
setting up the child for the best possible outcaviie the opportunity for success and a
family that better understands him/her in ordeern@y the child; and being flexible in
the family meeting to adjust the length of the sty and the responses based on the
needs of those involved.

Process

The process was mentioned just as often as themotifamily during the
interview responses. Some of the elements regatdameaning of the process follow:
the steps of process; the process is family-spetife practices and elements of the
process; the professionals see each child at the 8me; the collaboration and
coordination; the group size and support; the meoé delivering the diagnosis of ASD
begins prior to coming to the ECEP clinic; and phecess as a whole. Considering how
many times the process was mentioned, the processpiay a significant role in how
the team decides to deliver the diagnosis.

Other elements referred to the action of the pmcéd$ey include: having follow-
up to enhance the experience of families; utilizimg resources from past experiences;
fitting a lot of tasks into a short amount of tinmeeding more time to train, and
involving El therapists in dialogue amongst thewsg] encouraging discussion after the
process is complete for constructive criticism andouragement; extending the dialogue

with the families to include those professionabt tiefer the children; changing the
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current practice to include a discussion aboutskatprior to the clinic day; possibly
adjusting the current process; adjusting the prestio increase coherence for the team
members and to create a more comfortable environfoethe families; separating the
amount of time spent on different issues in orddyeé more effective when giving
feedback; providing resources for the El teams;discussing Autism at least three
different times prior to the diagnosis.

Team

A third element that was also mentioned duringitiberviews was the team. This
was not mentioned nearly as often as the famithemprocess. Yet, the theme of team
was significant. Of the elements that relatecetont, here are some that were mentioned
that related to meaning: team consensus; supptrirvihe team; mentorship and
support; each team member has a personal styleteam member functions differently;
team members value other team members and thenl&dge of their discipline; the
outcome depends on the team; the interdisciplinpproach and the need to utilize the
resources of all team members.

Other phrases relating to team focused on act8wme included: utilizing the
resources and practices of the team members anstiadj the practices to increase
coherence for the team members.

Communication

A fourth category that emerged was communicati®milar to the responses
related to team, communication was not mentioneaftas as family and process. Yet, it
was mentioned often enough to demonstrate significaportance. Some of the

wording referred to meaning; they included: childtslity with communication and the
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need to provide reports in the native languagéefamily (i.e. Spanish). The majority

of the responses relating to communication refetoegttion: removing blame, stressing
the child is the same child, providing informatignoviding support, highlighting
positives, framing the message, hearing and supgpdreating a positive space,
avoiding predictions, adjusting the practices twwéase coherence for the team members,
creating a more comfortable environment for theifi@s) and enhancing the
communication process in order to improve the @elivof diagnosis.

| interpreted the description of these areas afigdmy organizing the stated
communication patterns into one overall processititduded rules of symbol use,
meaning and action that guide each step that teembmrs provided. The rules of
symbol use, action, and meaning may overlap irteratategories, but | provide the
observed rules here.

Rules of Symbol Use.Rules for symbol use differ from rules of meanimgl a
action because the symbols here are simple physgad that signal a part of the process
that the diagnostic team routinely uses. A felegwf symbol use were revealed. They
included: once every team member is in the staffoogn, the last person closes to door
to symbolize the start of the meeting; when difiqquestions about the spectrum
emerge, discuss the change in the DSM IV to the DSKIUring the family meeting;
provide the packet of information and resources ke home for families and
caregivers; when a family member or caregiver ¢coéer the person a tissue.

Rules for Meaning Making. There were several rules for meaning making.
Some of the rules follow: use the scoring fromtesting, the interactions with the child,

and the reports of child’s behaviors and actionsiéde the diagnosis; use the
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information attained during interactions with tlaenfily members or caregivers to create
an understanding for their perspective on the ¢cpildparedness, and knowledge level;
use their perspective, preparedness, and knowledgepare for the family meeting and
shape the order of the discussion of informationt ase the questions, comments, and
nonverbal communication of the family meeting tokmaense of the family members’ or
caregivers’ understanding of the diagnosis.

There were more rules for action than meaning nga&msymbol use. There are
a few reasons for more rules for action. One neasthe method for data collection;
there was more data that supported rules for attiam for the other rules since |
observed actions and heard team members exprésssagtiring the interviews. Most of
the rules for meaning making were only discussetiennterviews. The rules for
symbol use mostly referred to the process of detengpthe diagnosis rather than
delivering the diagnosis; those rules were notiapple to the purpose of this study.

After organizing the process, | added my critiqaethat point of the process via
blue sticky notes; my only critiques were the consef the team members. Here is a
list of the critiques and concerns:

e The discussion about the possibility of ASD ocaitrdifferent points

of the process; sometimes it occurs on evaluatayn d
e The relationships with the El teams are differehtolt means
preparation of family members and caregivers iecbht.
e The progress note is not always typed and serdgnagl to the team.

e Not all team members review the progress note.
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e The interactions with the El teams may only consisine hour during
the evaluation day.

e The discussion of the evaluation process occulgfatent points of
the process and in different levels of detail.

¢ During the evaluation some team members explaiteteng; others
do not explain the testing during the process.

e The process of deciding who goes to the family mgas confusing.

e Not a lot of time is allowed for preparing for tfamily meeting.

e There is no time to gain feedback and construariteism from other
team members about interactions and effectivenassgithe
diagnosis delivery in family meetings.

e One time, one team member mentioned two areasnckco for ASD;
all other team members used three areas of cofmedmscussion
ASD.

e The discussions with the family members or caragiage very
positive and instill a large amount of hope formipin the child
and/or future predictions of the child.

e Some of the word choices and the amount of infalmairovided are

not the most effective for providing a clear untinsling.

The follow-up procedures are minimal.
Rules for Action. There were rules for action for the evaluation pes; the
staffing meeting, and the family meetinghe rules for action about the overall process

included: after initial contact with the EI teamedgamily members or caregivers, the
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clinic coordinator provides a progress note totédzen via email; the team members
choose to review each child’s chart as in-deptthag choose; on the day of the
evaluation, the team meets in the evaluation robtheoWest building prior to the initial
introduction meeting; the team walks to the initradeting together; after the introduction
meeting, the team walks back to the evaluation raathconducts the evaluation; at the
conclusion of the evaluation, the team informsfémily members or caregivers that they
have about a one hour break and to be back fdathidy meeting; the team walks to the
East building for staffing; the team walks backhe West building for the final family
meeting for delivering the diagnosis; and afterdgkaluation, the team members write
their sections of the report.

Some of the rules for action during the staffingetirgg included: the evaluation
coordinator asks about the staffing sheet andetua tprovides family members’ and
caregivers’ concerns; after the PSY reveals tharsgdor the ADOS and says that there
is a moderate to severe possibility that the dkiloin the spectrum, the team discusses
individual thoughts on if the child has ASD; afsmoring the tests, the team discusses the
diagnosis of ASD and other possible diagnoseslénguage delay, developmental
disabilities, etc.) and matches the diagnoses thétspecific diagnostic code for the file;
after agreeing on the diagnosis, the team decidesammendations; near the end of
the staffing meeting, someone asks who is goirtbegdamily meeting and the team
decides who should go and who should do the mgjofithe talking; and after the team
decides who will attend, the team transitions boiaf break.

During the family meeting, some of the rules inéddstarting the conversation

with small talk; explaining the process of the fhnmeeting; providing information
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about Autism; asking the family members or caregivethey have any questions; when
the family members or caregivers ask questionstelim members answer them; when
the team finishes providing information, one teaember asks the family if there is any
other questions or thoughts; at the end of the imgpehe team members have various
actions that include thanking the family, providingll wishes, or simply standing and
having small talk; and sometimes the family leauss$ and other times the team leaves
first to allow the family more time.

RQ3: What strengths and weaknesses do ECEP professals identify about their

own communication practices?

Team members provided new critiques when addresisenteam’s strengths and
weaknesses. Many of the critiques reinforced,reldd, or altered the aforementioned
critiques. Team members reinforced and alterediall@ving critiques:

e As the clinic coordinator, the team members showdtion that the team will
look at the possibility of ASD during the initiabstact with the family to
make sure the family has some knowledge of Autisior po the evaluation
day.

e The ECEP team should enhance the relationshipsBlitbams; provide some
education about sharing concerns of ASD with tbeents; and be available
to assist El teams’ in their discussions.

e All team members should review the progress nateesthe clinic coordinator
takes a significant amount of time to write theenahd provide an initial

impression of the family member or caregiver andceons for the child.
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Some team members take up too much evaluationlynexplaining the
process; some team members do not take enoughaiexplain the process.
The team is rushed to make decisions about theaiglof diagnosis due to
time restraints.

There should only be two areas of concern for AGP @ the change in the
DSM V.

Providing too much hope for the families is an esand not providing a clear
realistic picture.

Team members should avoid prognosis.

Some team members are wordy and long-winded; stsudave ineffective
phrases or statements.

There is rarely follow-up with families after thiengc day.

Some of the extended critiques that the team mesribghlighted include:

The process of establishing relationships withféimeilies is not strong.

The team members are too nice and focus too mudheopositives of the
child.

The team members do not all have great communicakils; the team
member that delivers the diagnosis should commtmicaa manner that the
family members or caregivers best understand.

There should be follow-up with the family membensl @aregivers a couple
weeks after the diagnosis is given to see how #neyhandling the diagnosis

and see if they have other questions.
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e The size of the group during the family meetingneamembers think all team
members should demonstrate support and providédegdothers think a
smaller group is more intimate.

RQ4: What goals would the professionals like to acenplish with their
communication patterns?

The ECEP team is a unique team of health care gsigals that deliver the
diagnosis of ASD to family members and caregiviersugh an interdisciplinary team
approach that incorporates the strengths of mb&rapists, speech therapists,
psychologists, and medical providers to gain asiclimage of each child in order to
provide a better way of understanding the child lais¢ther needs for the family and
caregivers in a coherent and coordinated fashion.

The team was faced with a goal that was diffiauka¢complish because each
family member and caregiver is different; effectivays of coordinating and coherently
communicating with families change drastically frome family to the next.
Nevertheless the team was able to establish manyitten rules—the rules for symbol
use, meaning making, and action mentioned earlithis chapter—that likely would
assist them in developing communication patteraswould enhance their ability to
coordinate and manage meaning.

Since providing interpretations of every action Vdooot be an effective way of
consolidating the data, | categorized my intergi@ts into a few key areas that were the
focus of my research questions: the communicataitems, the rules of meaning and
action, the strengths and weaknesses of the consation practices, and goals for the

process of diagnosis delivery.
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The Communication Patterns. The communication patterns overlapped with
the rules of meaning and action. | differentiatenmunication patterns and rules based
on my observations of the patterns. The commubpitgtatterns were observed actions;
some of them were not listed as rules by the teamlpers; however, their actions show
consistency with the pattern. | listed some adddl patterns that were mentioned as
rules in the following section. Some of the commaton patterns included:

1. One team member agrees to start and a second &gteassition in.

2. The team briefly discusses families’ perspectivesuatheir children and helps
the team discern whether the family expects or doéexpect diagnosis.

3. The team discusses with El team (if they are ablg)aheir understanding of
how the family will respond to the diagnoses anatwhays of framing the
diagnosis message works best for the delivery.

4. The team identifies the level of preparedness/rekeand knowledge of the
families before deciding how the diagnosis willdedivered.

5. The team begins the family meeting with small talke-establish the
relationship/connection with family members priordelivering the diagnosis

6. The team explains the purpose of the meeting, wikitiat the meeting is the
time families can ask questions and get answers.

7. The team also informs the family that they willeae a report.

8. At the meeting, the team discusses the three—wdfiohld be two—areas of the
DSMV utilized in diagnosis.

9. The team provides examples of the child’s behaaat relates that behavior to

the criteria the team uses for diagnosis.
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10.The team provides information about the benefitsasfy intervention.

11.A team member provides his/her contact informattmfamily.

12.When one team member “puts his/her foot in histheuth” another team

member will step in and reword it.

13.The team discusses benefits of a diagnosis foeassisting the child.

14.The team mentions that it is not the parents’ fault

15.The team discusses the possibility of having othddren with ASD.

The Rules of Meaning and Action.Similarly, there were several rules of meaning
and action that apply both to the diagnostic teathta the meetings of the diagnostic
team with the family. In relating to CMM, one whyinterpret the rules is to categorize
the rules according to the force that impacts the. rAs previously mentioned in
Chapter 2, “prefigurative force is that which welfbased on what other people have just
done; contextual force is that which we feel basedhe situations in which we are in;
practical force is that which we feel based on wiratvant the other person to do next in
response to our acts; and implicative or refleXoree refers to the effects our current
actions are intended to have on the contexts ichwiiey occur” (Pearce , Sostrin, &
Pearce, 2011, p. 129). | organized the rulesfouoforces, including: practical force,
contextual force, implicative force, and prefigiwratforce.

Of the rules, most of them were influencedpogctical force(i.e. if I do this, then
someone else will respond accordingly). There wer@ractical rules, including:
1. The evaluation coordinator asks who is going toféineily meeting at the end

of the staffing meeting.
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6.

The team considers who will be present for the llamieeting and decides
how to approach the family meeting during the stgffmeeting.

The team should explain the process of the cliaictd the family members
or caregivers.

Team members should keep the family meeting pesit\focus on the
strength-based approach.

The team provides the packet of resources andnaton to the family
members and caregivers.

The team recommends a follow-up reevaluation inyears.

The second greatest number of rules appeareditdlbenced bycontextual

force(i.e. | must act this way due to the specificaiiton). There were four contextual

rules, including:

1.

4.

The team discusses the families’ concerns to datermho should go to the

family meeting.

. At least two team members attend the family meeting

The team decides who attends the meeting basedhomewveloped rapport
and who spent a lot of the time talking with thenfly member(s).

The medical provider writes a letter to the dogtediatrician.

There was one rule that was influencedrbplicative force(i.e. the actions will

have a specific effect on the context | am in).e Thle follows:

1.

The team should word the diagnosis specifically eedrly.

Lastly, there also was one rule that was influermegrefigurative forcei.e.

based on what has happened, this is what is fEh rule follows:

198



1. The person who has talked to the family membentbst should talk the
most in the family meeting and deliver the diagaosi

These rules demonstrate the mind of the team; htivinks about the team itself,
the process, the family, and communication. Ratesnfluenced by logical force, that is
the cognitive connections people make among mearangd actions. The team is driven
by a way of doing things (practical force) and igetthe job done (contextual force).
Within the contextual force that drives the tedmere is a hierarchy of contexts. My best
interpretation of the hierarchy includes: the famihe process, the team, and the

communication (see Figure 14).

Family

Process

Team

Communication

Figure 14: Hierarchy Model of Contexts

In Figure 14, family is the most important conteXhe communication depends
on the team, which depends on the process, whipbrdis on the family.
Norms about the Communication Practices
In addition to rules, the diagnostic team seemegstablish norms about what
they consider to be strong and weak in their teamnounication practices. Collectively,
the team provided several useful communicationtimex related to individual

professionals and the team that contribute to tii@ency of the process and the quality
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of interaction between the team and the fam8pme of the self-reported strengths
included: having a strength-based approach; keapaggages positive; paying attention
to emotions and showing concern for emotional raspf family; being available for
follow up concerns; focusing specific discussioloimation during diagnosis to family
needs; supporting family members/caregivers witkitp@ actions that they have taken;
delivering a clear diagnosis; offering positive em@ging words; and mentioning that
the child is the same child. Others mentionedstirae strengths as weaknesses
indicating the difference of opinions and uniquespectives of some of the team
members.

They viewed weaknesses of their communication @exin my three sources of
data. Some that were also included as positividaded: diagnosis should be clear; word
choice should be more effective; and playing witkéetaining a child during a serious
moment is distracting to team members and to faméynbers. Other weaknesses that
the team members mentioned follow: giving prognasseng specific wording that is not
effective; saying [we] “know” a child can make pregs without providing a rationale
(i.e. if it's based on the progress the child Hasaaly made or research, etc.); and
discussing the three criteria which should be tveas of the DSM V.

Team members provided some goals for the procedisghosis delivery of ASD
as well that demonstrate their understanding ofmamication. Some of the goals
mentioned, included: deliver the diagnosis of AS€ady and effectively; be available as
support through the difficult processing (in megtand after); answer questions of
family members; provide information for familiesaal resources and support via the

packet; and provide detailed information for thenilg and care team via the report
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Reflections on Method

Applying CMM as a method for research on a headite team proved to be a
useful and beneficial method. CMM provided sevarlristics to use throughout the
process, including: the hierarchical model, the WO model, the daisy model, and the
Serpentine model. Utilizing SEAVA as a methoddoademic research worked well.
SEAVA provided a great framework for gaining, dging, and enriching understanding.

| also utilized a unique application of the Serpsmodel; typically, other CMM
methodologists, such as W. Barnett Pearce, woyldeafate the term becaubey have
used the Serpentine model in a curved fashionp@sent the back and forth nature of
communication. However, | wanted to depict the yn@lements that are involved in
each part of the process of the diagnostic teamdnyrporating information gathered
from the daisy model. Rather than drawing a diasgach box in the Serpentine
model—which could be an alternative way of doing s$ame thing—I elongated the
petals of the model to be boxes that were attaghdetally to the center of the daisy,
which was a box in the Serpentine model. | made suorally state that although the
process was depicted linearly, the process ocaiveden the team members and the
back and forth notion is embedded in the process.

Future researchers using CMM as a method shodigeutine heuristics to best fit
their research; re-organizing and combining modedy be most effective in certain
contexts whereas leaving them separated will be eftective in other contexts. For the
purpose of this study, the combined visual repriegiem wasan efficient and effective
option for portraying both models succinctly antheeently to a team that does not focus

on models or heuristics of CMM.
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Although experts on participant observation malkaicthat the observer
participates in the process, | did not expect wiate conducting this study | would
become so emotionally involved with the diagnosa that | observed. This was a
difficult process for me as an observer becauseilidcnot remove myself entirely from
the love and concern that took place in the inteyas of parents, grandparents, uncles,
caregivers, ECEP team members, El team membersthars present for the diagnosis
of Autism Spectrum Disorders. | became a partiigdserver since the entire system
affected me as well as those | observed.

One way to understand my empathy with those | oeskis by referring to the
cybernetic loop as | described it in chapter 2erkEthough | was only an observer of the
process, | closely related to second-order cybesigierspective that even an observer
is a part of the process, and | physically and emnatly felt that system’s effect on me as
a researcher. My experience as a participant ebdeshowed me how observers’
feelings and understanding converge with thosettieat observe. One example of this
convergence occurred during the diagnosis of agahiid that occurred early in my
observations. In the family meeting, the mothet tather were present. Although | did
not take fieldnotes on the parents or the child,sdness in the mother’s eyes and tears
combined with the blame that both parents wantguutan themselves caused me to
ache, physically and emotionally; these feelingsaweard for me to handle. | was
surprised that | could feel a physical reactiothisituation; then my emotions kicked in
and tears came to my eyes. This situation caugetb monclude that delivering the

diagnosis of ASD is such a difficult task not ofdy the content of the message but
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emotionally and physically too. After several ohents like this situation, | gained an
immense respect for the team’s ability to suppgwetfamily.
Reflections on Theory

Along with extending the method of CMM, this stughntributes to CMM as a
theory by providing a contextualized example ofdpelied theory. Several CMM
concepts are included in chapters 4 and 5: malaogkworlds; taking a communication
perspective; using cosmopolitan communication; wstdading coordination, coherence,
and mystery; looking at resources and practicesyeating and co-constructing, and
managing meaning.

Applying a communication perspective can be donadiyg three terms that are
offered by CMM. The events of a social world candvaluated through coordination,
coherence, and mystery (Pearce, 2002 & 2007). ugir@oordination, persons
collaborate in an attempt to bring into being thsion of what is necessary, noble, and
good and to preclude the enactment of what thay lfiede, or despise. Through
coherence, one creates meaning through the stbaeare told. By utilizing CMM, one
realizes that the stories that &l do not always align perfectly with the storiest thige
lived (Pearce, 2002). Lived stories are the co-consduactions individuals perform
with others. The told stories are the narratiiag individuals use to make sense of their
stories lived. The management of meaning invothesadjustment of the storigsd to
fit the reality of storiesived or vice versa. Individuals make choices aboutwisiory
to tell and how to share each story. Taking a CMbbretical framework requires
individuals to understand that context plays aifigant role in each story that is told and

the meaning that is made through the conversafibystery accounts for the inability to
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consider the infinite relationships and contex#t fflay into each conversation; the
universe contains far more stories than the stoh@sone knows and uses to make sense
of it (Pearce, 2002). Mystery also accounts ferdhange that occurs in the stories we
share, live, and perceive.

Utilizing a cosmopolitan form of communication rés$ communicators to
accept and respect other cultures. Interactamsiotwte together and consider all
involved in the group as “we” rather than “us” uessSthem” that occurs in an
ethnocentric form of communication. As familieslararegivers become involved in the
group during the family meeting, collaboration aschetween the ECEP team members
and the newcomers. Also, individuals share thetispectives with the group, which
changes and recreates the social world. In a gosiiten form of communication,
coordination is viewed as most important. Therghigziplinary team requires
coordination among the different disciplines ashaslwith the families and caregivers to
achieve the goal of delivering the diagnosis. @owtion occurs among team members
to plan how to coherently communicate the diagno$ise team members discuss how
the family will “best hear” the message. Althoufbkere is coordination, there may not be
coherence. In some episodes of communicatiortetira was able to leave phase two,
the family meeting, and feel that there was co@uiom and coherence among everyone
in the family meeting. After phase two of otherseples, team members indicated that
there was coordination but coherence was not aly eésentified. The mystery exists in
the ample stories that are not shared.

Resources and practices were very important tpribeess. The team members

often mentioned relying on their experiences tovkihow to act and what to say during
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the diagnosis delivery in the family meeting. Mearshalso mentioned observing the
practices of other team members influenced thewurces which impacted their actions.
For instance, during the group meeting, one teamimee said she had never heard the
terminology “learning style” until she came to ECERe continued by saying she picked
up the phrase and uses it now.

This study also extends theory about how peopheaith care teams
communicate with one another. The communicati@actmes influence the delivery of
diagnosis specifically in the context of ASD diagas. The process provides a
theoretical and practical representation of theroamcation process that are involved in
the diagnosis delivery process of this health teaen.

Limitations

There were some limitations to this study. Idedllyould have been able to
record interactions that were observed. Howewemaintain confidentiality and privacy
of the families and children that were involvectimic at the ECEP, recording the
interactions was not possible. | originally pladrie record the individual and group
interviews; however, to maintain rapport and beidnfort and trust, |1 chose not to
record the interviews. Having the audio and/ou&if the interviews would have
allowed for revisiting the data for more clarificat.

Another limitation was the group interview; idgalall team members would
have been present for the meeting. Due to the epngehedules of working
professionals, | was not able to get all team mestogiether during the time frame of
this research project. Also, the ECEP team memkers nice enough to delegate one of

their weekly meetings to me for the group interviehey also went beyond that and
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stayed with me for an extra hour to complete therimew; | was very grateful for their
time. In future studies, having more than one groterview may be an interesting
addition to the study.

The largest limitation to the study was not gaining perspective of the family
members and caregivers, which was not part of bijctives or goals of this research
study. Gaining an understanding of the procesbeaprofessionals understand it was the
first step; | hope to continue with research indhea that will effectively and
respectfully address family members’ and caregiyesspective of the effectiveness of
professionals’ diagnosis delivery process.

This research provides an example of utilizing C#/a research method and
theoretical framework for an academic researcheptojThe three stages of the process
—observation and orientation, individual intervievaad a group interview—provide a
framework for others who seek to use a similar apgh for gathering ample
information. Exploiting SEAVA throughout thesedlbrstages, or another framework,
should also be explored more to provide examplesathing understanding of
communication patterns in any context.

Future Research

Future research should continue to explore diagrasivery of ASD and other
disorders to enhance current communication practit#ilizing a CMM method and
theory is beneficial for researchers that takeramanication perspective and
participants that are patient-centered and strebgsied; this method aligns with the
theory and the heuristics that are easily adaptaldigferent contexts. SEAVA is a

useful method for any applied research project,fahde academic research should
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implement the method when enhancing the commubitgtiactices is an objective of
the study.

Some suggestions for future research follow:

e Explore how communication among health care teamipees influences the
diagnosis.

e Study the changes made based on the reflectionththdiagnostic team
concluded about the diagnosis and explore theteféstess.

e Pay attention to how the gender of members of ihgndstic team influences
the way the team members communicate with each wthen on clinic
together.

e Look at the effects of the professionals’ discipiron team member
communication.

e Look at the pre-evaluation process and how it migipiact the diagnosis

delivery.

Expand the study to include how the family respdied$ie diagnosis.
Follow-up

Fortunately, the team members have continuedrtoramicate with me after the
conclusion of my data collection. | have the tdetserv, on which | will provide this
dissertation for the team members. | will alsoymte an executive summary of the
project. | will continue my relationships with tB<CEP team members. In the future, |
plan to expand on the current study by collabogatwth team members to look at
parents’ and caregivers’ perspectives of the affentss of the diagnosis delivery at

ECEP.
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Appendix A

The University of New Mexico
Consent to Participate in Research
Fall 2013-Spring 2014

PRINCIPAL INVESTIGATOR:

Natasha Barnett, Student Investigator (812) 208539

Dr. Julie Shields, Responsible Faculty Member (8[748-9991
Department of Communication and Journalism

University of New Mexico

Introduction

Natasha Barnett, who is the Principal Investigatud PhD Candidate, from the
Department of Communication and Journalism is cohdg a research study in which
she needs your consent. This research is studyengddlivery of diagnosis of Autism
Spectrum Disorders, which your child may or maynmeaeive. You are being asked to
consent to this study because you will be in tlomrat the Center for Development and
Disability (CDD) at the University of New Mexico wh Ms. Barnett observes the
professionals.

This form will explain the research study. If yoaMe any questions, please ask one of
the study investigators.

What will happen if | decide to participate?

If you consent, the following things will happerbservations. There are three parts of
the study. The first part is the only part thati yall be included in. | will observe the
interactions of professionals during Wednesdayanttursday sessions; during the
observations, you will be in the room. You areextpd to interact normally during the
sessions, and your actions will not be a part efrtbtes the Pl takes.

How long will I be in this study?
Being observed in this study will not require algiéional time.

What are the risks or side effects of being in thistudy?
There are no risks.

What are the benefits to being in this study?
There are no potential benefits.

What other choices do | have if | do not want to bén this study?

You have the option to deny that | observe thei@pents of this study—the
professionals of the ECEP—uwhile you are in the rodhere will be no penalties
involved if you choose not allow me to observephafessionals.

How will my information be kept confidential?
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Your name or any other identifiable informationiwibt be collected for this study.
Therefore, there will be no direct link to your naminy information from this study that
is published will not identify you by name. Allt@dawill be destroyed at the completion
of the project.

We will take measures to protect the security byalir personal information, but we
cannot guarantee confidentiality of all study dat#ormation contained in your study
records is used by study staff and, in some casali be shared with the sponsor of the
study. The University of New Mexico Institutionat®ew Board (IRB) that oversees
human subject research and/or other entities magebuitted to access your records.
There may be times when we are required by lavihdoesyour information. Your name
will not be used in any published reports aboud gtudy.

What are the costs of taking part in this study?
There are no costs to you for this study.

Will I be paid for taking part in this study?
There will be no compensation.

How will I know if you learn something new that maychange my mind about
participating?

You will be informed of any significant new findiaghat become available during the
course of the study, such as changes in the riskereefits resulting from participating in
the research or new alternatives to participatiat might change your mind about
participating.

Can | stop being in the study once | begin?
Your participation in this study is completely votary. You have the right to choose not
to participate or to withdraw your participationaatty point in this study.

Whom can I call with questions or complaints abouthis study?
If you have any questions, concerns or complainég time about the research study,
contact the Pl at (812) 208-5395.

If you would like to speak with someone other thtamresearch team, you may call the
UNM Office of the IRB at (505) 277-2644.

Whom can | call with questions about my rights as aesearch participant?

If you have questions regarding your rights asseaech participant, you may call the
UNM Office of the IRB (OIRB) at (505) 277-2644. TREHRB is a group of people from
UNM and the community who provide independent aghitsof safety and ethical issues
related to research involving human participants.riore information, you may also
access the OIRB website at http://research.unmrbedu/
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Appendix B

Individual Interview Guide

This interview will last around one hour. Your paipation is voluntary, and you do not
have to participate in the process. | will ask gome questions, and feel free to ask me
guestions as well.

Note: The interview will be unique to the individymofessional. The questions
provided are broad structure questions; probingitmes will come from the
observations and information provided in the in@ms.

1)

2)

3)

4)

5)

6)

7)

8)

9)

| understand the process of delivering the diagnoSAutism Spectrum
Disorders (ASDs) to parent(s), caregiver(s), antiorily member(s) is
difficult. Will you please discuss the processhaite?

In your experience, is there a standard processsthiilized in the delivery of the
diagnosis parent(s), caregiver(s), and/or familynier(s)?

Are there any elements of the process of delivategliagnosis of ASD that
must be included?

What are some things you consider when planningétivering the diagnosis of
ASD (for example when you are walking from the fatgf meeting to the
family meeting when it is individualized time)?

What else would you like to share about delivetimgdiagnosis of ASDs to
parent(s), caregiver(s), and/or family member(s)?

What elements of the process of delivering thertbag of ASD are most
effective (or more effective than other parts & pnocess)?

What elements of the process of delivering therbags of ASD are least
effective (or less effective than other parts @f pnocess)?

Are there any elements of the process of delivatiegdiagnosis that should not
be included?

Are there other ideas you have about deliveringltagnosis differently?

10)In your experience, are there alternative waysetif’dring the diagnosis to

parent(s), caregiver(s), and/or family member(s)?
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11)If you could improve the process of delivering thagnosis of ASDs, what would
you improve?

12)How do you gauge the family?

13)Is there anything else you would like to add?
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Appendix C

Acronyms Glossary Related to Participant Obsermdbata

El Early Interventionist

SLP Speech Therapist: Speech and language
pathologist

MED Medical Provider: Pediatrician or Nurse

practitioner

MT Motor Therapist: Physical Therapist or

Occupational Therapist

PSY Psychologist

EC Evaluation Coordinator

CDD Center for Development and Disability
ECEP Early Childhood Evaluation Program
PTS Physical Therapy Student

PRO Parents Reaching Out

SSI Supplemental Security Income

PHT Parent Home Training
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