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Abstract

Individuals with intellectual disabilities (ID) experience bereavement in the same manner as the
general population but face communication barriers which can make the use of standardized
grief assessments problematic, often leading to misdiagnosis and disenfranchisement of grief.
Narrative quality allows for inference about an individual’s processing and understanding of an
event. The greater an individual’s narrative quality in sharing their experience, the higher
understanding and processing can be assumed. As part of a pilot for a grief support group for
individuals with ID, intake interviews were conducted including the facilitation of a standard
grief assessment. An expansion study informed an adapted assessment of narrative quality for the
measurement and understanding of these individuals’ grief experiences. An existing assessment
of narrative skill was adapted to appropriately examine the grief narrative of a pilot study
participant. Preliminary findings identified prompting as an essential element in properly
assessing the quality of narrative responses. The current study expanded understanding of the
role prompting plays in appropriately assessing individuals with communication challenges. A
three-phase directed qualitative content analysis was conducted. A comparison of standardized
and open-ended grief assessment contexts is addressed in relation to the communication
occurring within these facilitation contexts. The role of prompting and further adaptations to the
adapted narrative assessment as informed by the analysis are discussed. A guide to utilizing
prompting to support participants with communication challenges in interview context is
provided. Broader impacts and future directions are proposed including promoting more
inclusive research techniques by overcoming communication barriers.
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Analysis of Assessments for Examining Grief Experiences Expressed by Individuals with
Intellectual Disabilities
Introduction
Literature on bereavement indicates that interventions which provide ample opportunity
to share one’s loss and grief experience in their own words have been successful in addressing
typical grief reactions (Gulbenkoglu, 2007; Sherman, 2012). Recently, research has started to
examine the grief experience for individuals with intellectual disabilities—neurodevelopmental
disorders involving a cognitive component characterized by limitations in intellectual
functioning and adaptive behaviors (American Psychiatric Association [APA], 2013). Counter to
historical perspectives which assumed inability due to cognitive deficits, recent research
demonstrates that individuals with intellectual disabilities (ID) experience bereavement in the
same manner as the general population when facing loss (Clute, 2010; Gulbenkoglu, 2007;
Hume, Regan, Megronigle, & Rhinehalt, 2016; Irwin, O'Malley, Neelofur, & Guerin, 2017;
Young et al., 2017). Due to the cognitive component of intellectual disabilities, which can lead to
complex communication needs, typical talk-based counseling and support present difficulties for
individuals with ID (Doka, 2010; Gulbenkoglu, 2007; Hume et al., 2016; Sherman, 2012).
Because an understanding of a bereaved individual's unique grief experience is critical to
providing proper resources and support to the individual facing loss, researchers have begun
exploring interventions focused on supporting the unique needs of individuals with ID (Clute,
2010; Doka, 2010; Sherman, 2012). A study on grief counseling critically analyzed the needs of
this population by incorporating artistic expression as a main component of group-based
bereavement intervention (Shirai, Unpublished). An expansion study built upon this ongoing
research by creating and utilizing a novel form of assessment to explore how an individual with
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complex communication needs expressed their perception of loss and experience of grief. The
current study examined the content communicated during a grief assessment interview with a
focus on identifying content lacking in current grief assessments and the role prompting plays in
enhancing the facilitation of assessments with individuals with intellectual disabilities. The
results inform further adaptations of the novel assessment. Also, the results support a
contribution toward promoting more inclusive research practices by informing the creation of a
guide to utilizing prompting to support participants with communication challenges in interview
context.
Literature Review
Grief and Individuals with Intellectual Disabilities
The DSM-5 defined ID as childhood onset, neurodevelopmental disorders involving a
cognitive component characterized by limitations in intellectual functioning and adaptive
behaviors associated with difficulties in conceptual, social, and practical areas of life (APA,
2013). Historically, due to the associated cognitive factors limiting abstract understanding of
death, individuals with ID were believed to not feel loss and thus not experience grief
(Gulbenkoglu, 2007; Young, Hogg, & Garrard, 2017). More recent research has shown that
similar to the general population, individuals with ID perceived grief along a continuum from a
sense of loss to a more abstract concept of death. A full understanding of the concept of death is
not required to feel loss (Gulbenkoglu, 2007). Loss and grief experiences occur no matter where
an individual falls along the continuum of understanding. Studies demonstrate that individuals
with ID display a range of bereavement reactions including psychological, social, and emotional
aspects analogous to the general population when faced with loss, regardless of their degree of
abstract understanding (Clute, 2010; Gulbenkoglu, 2007; Hume, Regan, Megronigle, &
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Rhinehalt, 2016; Irwin, O'Malley, Neelofur, & Guerin, 2017; Young et al., 2017).
Individuals with ID have more opportunities to experience bereavement than they have
historically (Clute, 2010). Medical advances have improved the diagnosis, treatment, and
longevity of individuals with ID (Clute, 2010; Doka, 2010). Most individuals with ID have a
near-normal lifespan (Doka, 2010). This lifespan expansion makes them more likely to outlive
guardians, caretakers, and peers and increases the potential to experience loss (Clute, 2010;
Doka, 2010).
As the number of losses experienced by individuals with ID multiplies and knowledge of
their response to loss has evolved, the importance of supporting individuals with ID through the
process of grief has become more evident (Clute, 2010; Doka, 2010; Gulbenkoglu, 2007; Hume
et al., 2016; Irwin et al., 2017; Young et al., 2017). Due to previous assumptions of inability to
effectively handle the reality of loss, caretakers often attempted to keep the death and related
rituals from individuals with disabilities. Shielding creates barriers to coping with bereavement,
including a sense of exclusion and loneliness, unnecessary distress due to misconceptions about
death, and disregard for the individual’s grief experience (Clute, 2010; Doka, 2010; Segal, 1984;
Young et al., 2017). Due to various complex communication needs, individuals with ID may not
communicate their grief through speech and grief responses are often displayed behaviorally
(Clute, 2010; Doka, 2010; Gulbenkoglu, 2007). Challenges to effective verbal communication
often lead to misinterpreted behavior changes and bereaved individuals are diagnosed and treated
for behavioral issues rather than offered support for grief processing (Clute, 2010; Hume et al.,
2016). The need for appropriate grief interventions is critical to avoiding misinterpretations and
providing supports (Clute, 2010; Devlin, 2006; Gulbenkoglu, 2007).
Current Theories of Grief
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Literature on loss and grief intervention for the general public indicates that bereavement
counseling and support groups that provide ample opportunity to speak about experiences with
loss and grief have been successful (Gulbenkoglu, 2007; Sherman, 2012). Social connections
with others experiencing grief offer bereaved individuals the opportunity to effectively process
grief through sharing thoughts and feelings and hearing about others’ experiences (Doka, 2010;
Gulbenkoglu, 2007; Sherman, 2012). Expressing grief in words can be difficult for even the most
articulate individuals (Clute, 2010). Increased difficulty with verbal expression may make
traditional talk-based counseling and support groups insufficient interventions for bereaved
individuals with ID (Doka, 2010; Gulbenkoglu, 2007; Hume et al., 2016; Sherman, 2012).
Understanding unique grief experiences is critical to providing proper resources and
support to anyone dealing with loss (Clute, 2010; Doka, 2010; Sherman, 2012). An inability to
effectively express grief and engage in supportive processing interactions may prolong mourning
(Segal, 1984). Most theories and practices fail to consider difficulties in talk-based interventions
for individuals with intellectual disabilities, assuming grieving individuals have the ability to
communicate with traditional talk and writing and thus will benefit from such interventions.
Further research on forms of expression appropriate for bereaved individuals with ID is essential
(Doka, 2010; Gulbenkoglu, 2007; Hume et al., 2016).
Art as a Communication Tool
Artistic expression through tactile, aural, visual, and kinesthetic senses offers the
opportunity to concretely access and share feelings without direct speech (Devlin, 2006; Finley,
2013; Segal, 1984). Art may be a useful tool for individuals who have difficulty verbally
expressing their feelings and has been a useful resource for overcoming communication barriers
for individuals with intellectual disabilities. Art also offers an opportunity to strengthen
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creativity while benefiting emotional development through healthy coping strategies (Finley,
2013; Gulbenkoglu, 2007). Art can promote social development by offering opportunities to
connect and share with others in inclusive group settings (Carrigan, 1994; Finley, 2013). Using
art for expression has gained traction for meeting the communication needs of individuals with
ID.
Narrative and Grief Processing
Research involving individuals with ID in inclusive settings has found increased selfconfidence and enthusiasm for social connection and sharing when engaging with artistic
expression (Carrigan, 1994; Finley, 2013). As individuals gain self-confidence, art becomes a
tool through which they form and share narratives. Narrative skills, broadly defined as the ability
to render, express, and understand a series of events and actions in a meaningful story, are
essential to effective communication (Davies, Shanks, & Davies, 2004). Narrative skill quality,
including thought collection and coherent and cohesive expression, is associated with efficient
communication. Effectively organizing and sharing a narrative is significant for a decrease in
grief symptoms (Peri, Hasson-Ohayin, Garber, Tuval-Mashiach, & Boelen, 2016). Narrative skill
may be an important factor in overcoming some of the misconceptions and misinterpretations
currently plaguing bereaved individuals with intellectual disabilities.
Exclusion of Individuals with Intellectual Disabilities from Research
Historically, individuals with ID have been subjected to questionable, often harmful
research practices (McDonald, Conroy, & Olick, 2016). In response, protective measures were
established to ensure that participation in research no longer put this population at risk.
Unfortunately, though a justified response to this disturbing history, these initial protective
intentions have developed into a new era of exclusion from research. Moreover, despite the
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progress made over the past decades toward promoting equity and quality of life for individuals
with ID, outdated assumptions of disinterest in or inability to participate in research, and
established standards for research procedures and processes, continue to perpetuate the exclusion
of this population from research (Brooker, van Dooren, Tseng, McPherson, Lennox, & Ware,
2015; McDonald, Conroy, & Olick, 2016; Rosner, 2015).
Contrary to these assumptions, individuals with ID have been shown to not only
understand but value the potential benefits of participating in research including the opportunity
to have their voice heard and help others (McDonald, Conroy, & Olick, 2016). Similarly, when
given the opportunity to participate, individuals with ID are capable of engaging and providing
valuable data when appropriate accommodations are provided (Rosner, 2015). Unfortunately,
many of the established research operations create barriers to being provided with the
opportunity to participate in a meaningful fashion.
Whether intentional or not, the potential for exclusion can be observed at each phase of
the research process (Brooker, van Dooren, Tseng, McPherson, Lennox, & Ware, 2015). For
example, the use of limited forms of media (e.g. community newsletters, telephone calls, etc.) to
post calls for participants may result in individuals being excluded in the recruitment phase
simply due to limited access to that form of media or barriers associated with understanding the
recruitment communication. Even prior to active recruitment, individuals with ID can be
excluded from the participant pool simply because the individuals were not properly identified
(whether by failure to self-report or inaccurately dismissed by standardized screening tools and
thus not included in ID databases). Rigid regulations on obtaining informed consent without
flexibility for individuals under another’s care may result in exclusion during participant
selection. Complex scripts for communicating instructions and limited methods for responses
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may result in exclusion during data collection due to barriers to understanding and expression
associated with communication challenges common among individuals with ID. If appropriate
accommodations (e.g. elaborating/explaining information in language appropriate for individual
understanding, allowing extended time to respond as needed, etc.) are not provided to minimize
hindrances to meaningful participation, the potential for exclusion further increases. Without
appropriate accommodations, even measures that have been specially modified for individuals of
this population with varied literacy levels can be impacted by barriers to communication during
facilitation. Regrettably, even studies that prioritize inclusive practices can be impacted at the
point of publication. If seen as inadequate for publication according to the rigid standards of top
research journals (e.g. due to more qualitative research designs, complex informed consent
procedures, etc.), the dissemination of findings from studies with inclusive designs may be
limited.
The lack of inclusion of individuals with ID in research results in missed opportunities
for both population-specific and societal benefits (Brooker, van Dooren, Tseng, McPherson,
Lennox, & Ware, 2015; McDonald, Conroy, & Olick, 2016; Rosner, 2015). The knowledge and
insight necessary to effectively identify needs, understand how to address disparities and
promote equity, and implement positive change isn’t possible without adequate inclusion of the
voices of individuals with ID. Furthermore, the exclusion of individuals with ID from research
can result in harmful consequences (McDonald, Conroy, & Olick, 2016; Rosner, 2015).
Research purporting insight for the population, yet excluding collaboration with those impacted,
risks implementing interventions based on evidence that is not legitimately representative of the
individuals of the population.
Ongoing Intervention Research
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To explore supporting individuals with intellectual disabilities, research has begun to
examine the benefits of including art in appropriate bereavement interventions. Project Together
is an ongoing study by Dr. Shirai to address the needs of this population by incorporating artistic
expression as a main component of group-based bereavement intervention (Shirai, Unpublished).
This research intends to develop and evaluate an expressive art-based peer bereavement support
curriculum for adults with intellectual and developmental disabilities as part of a 10-week peer
support bereavement program. The intervention curriculum was based on the Dual Processing
Model and Meaning Making Model of the grief process. The curriculum was adapted with
simplified and pictorial language, a creative and expressive arts component to promote
participant participation, engagement among peers, and opportunities for mutual support. The
research intends to test whether expressive arts as a communication tool will increase participant
expression and group engagement. A pilot study of 7 participants’ pre- and post-intervention
interviews and each of the 10 weekly sessions were video recorded.
Basis for the Current Study
Expansion study. An expansion study of Project Together creating and utilizing a novel
form of assessment explored how individuals with complex communication needs express their
perception of loss and experience of grief. Based on the previously discussed literature, the
following research question was derived: How does an artistic expression component in a peer
support intervention for bereaved adults with ID impact the ability to recognize, process, express,
and communicate perceptions and experiences of loss and grief? Project Together was granted
IRB approval by the University of Arizona and updated to include the expansion within this
approval. Upon the conception of the expansion study, the principal investigator for Project
Together provided access to the data collected thus far.
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Design. An exploratory, single case study approach allowed for an in-depth exploration
of a critical case with the potential to provide significant contributions to existing theory (Yin,
2018). Though the case study design includes multiple data sources and various perspectives, an
embedded design was applied to facilitate multiple levels of analysis with-in the single case.
Case. The pilot study for Project Together included 7 participants. Inclusion criteria for
the pilot study required that participants be individuals with mild to moderate ID who had
experienced a recent loss (within 5 years) and exhibited typical grief reactions (not in need of
clinical treatment for grief) that demonstrated a basic understanding of the permanency of death
(Shirai, Unpublished).
This expansion study focused on a single pilot study participant. Mr. J, age 41, was an
artist with moderate cognitive disabilities. Mr. J did not often express himself verbally and
requested communication assistance from family, staff, and peers to communicate his thoughts
and needs. He was described by Project Together staff as a keen observer and listener who
appeared to have several “trapped thoughts” because of a lack of outlets for processing and
communication. The consistent smile on his face compounds difficulties in determining his
actual feelings and reactions. Mr. J was selected for this study as he represents a critical case
reflecting the type of communication challenges typical of many participants.
Data. Secondary data collected as a part of the Project Together pilot study was utilized,
including the pre- and post-intervention interview video recordings for Mr. J.
Interviews. Semi-structured interviews from before and after the participants engaged in
the grief intervention program during the pilot study for Project Together. Interview questions
sought to capture the multi-layered context of the participants' loss experience. The Model for
Assessing Grief Responses for Individuals with Learning (Intellectual) Disabilities (Blackman,
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2008) guided questions that were modified for appropriate simplicity (See Appendix A).
Expansion study analysis procedure. Narrative Quality Scoring. A basic scoring system
of narrative quality initially created for assessing children’s story comprehension and retelling
was adapted to fit the context of one’s own telling of loss and grief experiences with
consideration to appropriate measures for assessing individuals with ID and complex
communication needs (Petersen, Gillam, & Gillam, 2008). The Peterson, Gillam, and Gillam
(2008) assessment presented a systematic approach to scoring narrative quality across thirteen
narrative elements including character (CH), setting (S), initiating event (IE), internal response
(IR), plan (P), action/attempt (AA), complication (COMP), consequence (CONS), formulaic
markers (FM), temporal markers (TM), causal adverbial clauses (CAC), knowledge of dialogue
(KOD), and narrator evaluation (NE) (Petersen, Gillam, & Gillam, 2008, Table 1). Each element
was rated 0, 1, 2, or 3 according to the scoring criteria, with higher scores indicating higher
narrative quality. For example, an S score of zero indicates no reference to a specific or general
place as part of a narrative, whereas a score of two indicates one or more references to a specific
time or place.
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Table 1
Index of narrative elements and adaptations
Element Assessment Description
Original

Narrative Element

Adapted
Tier 1
Whether interviewee articulated any reference to the
subject of a clause

Character (CH)

Any reference to the subject of a clause in a narrative

Setting (S)

Any reference to a place or time in a narrative

Whether interviewee articulated any reference to a
place or time

Initiating
Event (IE)

Any reference to an event or problem that elicits a
response from the character(s)

Whether interviewee articulated any reference to an
event or problem that elicits a response from the
character(s), including references to IE prompted by
question

Internal
Response (IR)

Any reference to information about a character's
psychological state including emotions, desires,
feelings, or thoughts

Whether interviewee articulated an overt statement
providing information about a character's psychological
state

Plan (P)

Any cognitive verb reference that is intended to act or
solve an IE

Action/Attempt
(AA)

Actions are taken by main characters but are not
directly related to the IE, Attempts are taken by main
characters that are directly related to the IE

Complication
(COMP)

An event that prohibits the execution of a plan or action
taken in response to an IE

Consequence
(CONS)

Resolves the problem or does not resolve the problem.
It must be related to the IE and be explicitly stated

P/AA: Whether interviewee articulated any overt
statement about the character(s) plan to assist, act on,
and/or solve the IE

COMP/CONS: Whether interviewee articulated an overt
statement about a complication that prohibits P/AA or a
consequence from the IE
Tier 2

Causal Adverbial
Markers (CAC)

Whether an interviewee utilized causal terminology or
articulated causal reasoning

i.e. because, since, thus, consequently, therefore, etc.

Formulaic
Markers (FM)

Any standard utterance used to mark the beginning or
end of a narrative (i.e. once upon a time, the end, etc.)

Temporal
Markers (TM)

i.e. when, next, then, after, lately, now, today, while, etc.

Knowledge of
Dialogue (KOD)

Registered by a comment or statement made by a
character(s) engaging in conversation

Whether interviewee articulated a comment or
statement made by a character(s) engaging in
conversation

Narrator
Evaluations (NE)

Any explanation provided in the story to justify why an
action or event took place

Whether interviewee articulated any explanation to
justify why an action or event took place

Prompting

N/A

Number of prompts offered by interviewer beyond
statement of original question

FM/TM: Whether interviewee utilized formulaic markers
or temporal markers
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The Peterson, Gillam, and Gillam (2008) assessment was analyzed for effectiveness and
appropriateness within the context of grief interviews of individuals with ID and complex
communication needs. Two independent raters first conducted their own separate analysis and
then collaborated on adaptations that would best serve this context and population (Table 1). The
raters then separately evaluated the adaptations to the Peterson, Gillam, and Gillam (2008)
assessment before again collaborating on the first draft of the adapted scoring system. The raters
separately tested the feasibility of the first draft of the adapted scoring system by viewing the
video recording of the portion of Mr. J’s interview in which Mr. J was asked open ended
questions, noting observations relevant to the scoring procedure, and applying scores for the
according to the criteria of the adapted scoring system. They then discussed individual findings
until agreement on the feasibility of the adapted scoring system was achieved and they came to a
consensus on the next steps for the continuation of the study and future directions.
Expansion study preliminary findings. Certain narrative elements significant to
understanding grief interview narrative quality for individuals with ID varied from the
application of the Peterson, Gillam, and Gillam (2008) assessment to the storytelling of young
children. For example, formulaic markers (FM) which are used to delineate the beginning or end
of a narrative were less apparent in the grief interview context because the interviewees were not
telling a story from beginning to end (Petersen, Gillam, & Gillam, 2008). Similarly, particular
interview questions provided more opportunities for inclusion of certain narrative elements than
others. For instance, a question about the person who the interviewee lost presents more
opportunity to include the element of character (CH) than a question inquiring about recent
changes to the interviewee's ability to complete daily activities. On this basis, narrative elements
from the Peterson, Gillam, and Gillam (2008) assessment were sorted into tier 1 and tier 2
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according to analytical significance and as either primary or secondary elements according to
opportunity for inclusion in interviewee responses to particular questions (Table 2).
Table 2
Preliminary adaptation of scoring system for assessing narrative quality
Begin Q1 Scoring
Pg 1

Question
Label
Q1a
Q1b
Q1c
Q1d
Q1e/f/g
Q1h
Q1i
Q1j
Q1k
Q1l
Q1m
Q1n
Q1o
Q1p
Q1q
Q1r

Pg 2

Pg 3

Begin Q2 Scoring

Q2a
Q2b
Q2c
Q2d
Q2e
Pg 4
Q2f
Q2g
Q2h/i/j
Q2j-1/2
Q2k
Q2l
Pg 5
Q2m
Q2n
Q2o
Q2p
Q2q
Q2r
Q2s
Q2t
Pg 6
Q2u
(If v=no, Factual)
Q2v/w
Q2x
Primary - Scored
Q2y
Secondary - Unscored Q2z
Fact/Demo - Unscored Q2aa
Q2bb
Element Average

CH

IR

CH

IR

Tier 1 Narrative Elements
S
IE
P/AA COMP/CONS

S

IE

P/AA COMP/CONS

Tier 2 Narrative Elements
CAC FM/TM KOD
NE

CAC

FM/TM

KOD

NE

Response
Total

Prompting
Number Offered

Q1 Total :

Q1 Total :

Q2 Total :

Q2 Total :

Tier 1 elements are more significant in assessing the narrative quality of understanding,
processing, and expression of grief experiences for individuals with ID. Tier 2 elements offer
insight into the organization and expression of the interviewee’s grief experience but are
considered less significant. Primary elements are those which interviewees have the greatest
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opportunity to include in responses to particular interview questions. Secondary elements have
limited opportunity for inclusion in particular question responses. The preliminary draft of the
adapted scoring system only included primary elements. Interview questions deemed unlikely to
provide an opportunity for narrative construction due to the demographic or factual nature of the
inquiry were excluded from scoring (Table 2). For example, the question about whether the
interviewee attended religious services excluded from scoring if the interviewee’s response was
no and thus there was no opportunity for narrative construction for that individual’s response.
Analysis of the Peterson, Gillam, and Gillam (2008) scoring criteria led to adaptations to
effectively measure the narrative quality of individuals with ID in the grief context. The scoring
criteria were adapted to more accurately guide the scoring of narrative elements within this
context and population (Table 3, See Appendix B). For example, causal adverbial clauses (CAC)
are originally scored according to the utilization of causal terminology such as because, since,
and thus to indicate causal relationships (Petersen, Gillam, & Gillam, 2008). Individuals with ID
may not have the vocabulary to utilize this terminology. Therefore, scoring criteria for CAC was
adapted to include both specific terminology use as well as recognition of more flexible
articulations of causal reasoning. Scoring criteria adaptations also included the integration of
multiple individual elements from the Peterson, Gillam, and Gillam (2008) assessment into
single elements in the adapted assessment (i.e. Complications and Consequences combined into a
single element, Table 1).
Beyond the adaptations to existing narrative elements, the interviewer's use of prompting
was identified as an important element of the narrative assessment. Prompting in the form of
presenting an interview question or offering clarification was a constant element of interview
narrative. The prompt acted as a proxy initiating event (IE) upon which a participant can build
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their response. For example, questions about the circumstances of the death of the person the
interviewee lost resulted in the interviewee neglecting the inclusion of an IE introducing the
death of the person in their narrative due to its inclusion in the interviewer’s prompt. The
addition of prompting as an element in the preliminary draft of the adapted assessment was
determined to be essential and an overall count of interview prompts was included as a
preliminary adaptation (Table 2).
Current Study
In order to produce relevant research capable of improving the lives of individuals with
ID, it is critical that research accurately includes a direct representation of the population.
(McDonald, Conroy, & Olick, 2016; Rosner, 2015). To achieve this, researchers need to ensure
each phase of their study is designed to promote inclusive research practices. Although
determining a solution for achieving complete systematic change is beyond the scope of this
study, findings from the expansion study inspired a potential step toward the improvement of
inclusive data collection practices.
The preliminary findings identified prompting as an essential element in properly
assessing the quality of narrative responses constructed by individuals with ID during openended grief assessment interviews. This finding inspired an examination into the role prompting
may play as an underlying process during assessments with individuals with ID. Reviewing the
literature and expansion study findings also prompted a discussion of the potential inability for
standardized assessments to capture the true grief experience for individuals with ID due to
communication challenges. There was recognition of the potential for barriers to individuals with
ID understanding and appropriately responding during the facilitation of rigid, standardized grief
assessments leading to misinterpretation and inaccuracy of data similar to traditional
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interventions and standardized screenings (Brooker et. al., 2015; Doka, 2010; Gulbenkoglu,
2007; Hume et al., 2016; Sherman, 2012). Thus, also of interest was the potential utilization of
prompting for addressing barriers to appropriate assessment within two different assessment type
contexts: standardized grief assessment facilitation and open-ended question and response grief
assessment facilitation. The current study expanded upon preliminary findings by identifying
content lacking within the facilitation of grief assessments as well as expanding the
understanding of the role that prompting plays in appropriately assessing individuals with
communication challenges.
The expansion study counted the frequency of prompts in the 30-min open-ended grief
assessment section of Mr. J’s one-hour initial intake interview. The identification of significant
components within interactions is potentially minimized when an analysis is limited to basic
frequency counts (Vaismoradi, Turunen, & Bondas, 2013). Thus, the current study also
performed more in-depth analysis of the entirety of Mr. J’s initial intake interview.
Along with the open-ended grief response portion of Mr. J’s initial intake interview
(developed from Blackman’s (2008) model) examined in the expansion study, three standardized
assessments were modified for facilitation with individuals with ID and administered as part of
the Project Together interviews: Glasgow Depression Scale for People with Learning Disabilities
(Cuthill, Espie, & Cooper, 2003), the Dual Process Model Grief Response Scale (Caserta &
Lund, 2007), and the complicated grief symptoms scale( Dodd, Guerin, McEvoy, Buckley,
Tyrrell, & Hillery, 2008). Each assessment was verbally facilitated and participant responses
were documented during interviews. The interview with Mr. J was examined to answer the
research question: What types of prompting occur and what role do these types of prompting
play for a bereaved adult who has communication challenges associated with an intellectual
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disability? The identification of various types of prompting and their roles were used to create a
guide for prompting as support for interviewing individuals with ID. When used appropriately,
such support has the potential to improve inclusive research practices by increasing the
opportunities for meaningful participation and have their perspectives more accurately reflected
in relevant research.
Methods
Subject. As with the expansion study, Mr. J was selected as a representative, critical case
for the current study as his communication challenges associated with moderate cognitive
disabilities reflect those typical among this population. Mr. J, age 41, was identified for
participation due to having lost two close family members in the last 5 years. Project Together
staff described Mr. J as being a keen observer and listener who appeared to have several “trapped
thoughts” because of a lack of outlets for processing and communication. He did not often
express himself verbally and was known to request communication assistance from family, staff,
and peers to communicate his thoughts and needs. Difficulties in determining his actual feelings
and reactions were noted as being compounded by the consistent smile on his face.
Instruments. The one-hour intake interview was made up of four instruments. Each
instrument was modified to accommodate understanding and response when facilitated as part of
Project Together interviews with individuals with ID. The Open-Ended Assessment (OEA)
portion included a version of the Model for Assessing Grief Responses for Individuals with
Learning (Intellectual) Disabilities (Blackman, 2008). The Standardized Assessment (SA)
portion included a combination of the Glasgow Depression Scale for People with Learning
Disabilities (Cuthill, Espie, & Cooper, 2003), a version of the Dual Process Model Grief
Response Scale (Caserta & Lund, 2007), and few key items from the complicated grief
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symptoms scale (Dodd, Guerin, McEvoy, Buckley, Tyrrell, & Hillery, 2008). The interview was
conducted with two separate 30-minute sessions (one session for OEA; another session for SA).
The OEA consists of 50 items and examined topics pertaining to the interviewees background
and experiences related to the loss of someone close to them. After each of the OEA items,
interviewees were given the opportunity to offer narrative responses. The SA session consists of
47 items total and examined topics pertaining to depression, grief, and loss responses. For the SA
items, interviewees were asked to respond on two Likert type scales by pointing to one of the
response options presented on a physical piece of paper. One scale included three animated faces
with different expressions and associated colors to indicate three possible emotional responses:
Green - Happy face, Yellow - Neutral face, and Red - Frowning face. The other scale included
three bars of increasing height on a graph with associated labels to indicate three potential
responses: Short Bar - Never, Medium Bar - Sometimes, Tall Bar - Always. For both OEA and
SA items, the option to not answer was clearly provided. The instruments, as they were utilized
by Project Together during Mr. J’s intake interview, are presented in Appendix A (OEA
instrument) and Appendix C (SA instruments).
Analyses. A three-phase (preparation phase, organization phase, and reporting phase)
directed qualitative content analysis was conducted utilizing the steps outlined by Assarroudi et
al. (Assarroudi, Heshmati Nabavi, Armat, Ebadi, & Vaismoradi, 2018) as methodological
guidelines with adaptations made to the sixteen-step protocol as necessary to create a
methodology applicable to the current study. Further literature was consulted to further enhance
the transparency and trustworthiness of the methodology discussed below (Assarroudi et al.,
2018; Downe-Wamboldt, 1992; Elo & Kyngäs, 2008; Vaismoradi et al., 2013).
Preparation Phase
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First and foremost, the appropriateness of the analysis for the current study was
considered. Content analysis, with the use of contextual clues and consideration of the
perspective of the individuals experiencing it, is well suited to the multifaceted nature of
communication and the goal of developing a better understanding of the critical processes
involved in communication and their consequences within different assessment contexts
(Assarroudi et al., 2018; Downe-Wamboldt, 1992; Elo & Kyngäs, 2008; Vaismoradi et al.,
2013). Directed qualitative content analysis begins with an inductive approach followed by
further refinement of analysis through a deductive approach (Assarroudi et al., 2018). The aim of
the current study is to better understand the content of communication occurring and examine the
role of promoting within two different interview contexts determined by assessment type from
both an inductive and deductive approach. Thus, a directed qualitative content analysis was
determined to be appropriate.
Being that data immersion is critical for successful content analysis, the familiarity
developed through the expansion study supports the continued use of Mr. J as a critical case for
the current study (Assarroudi et al., 2018). According to the literature on the preparation phase of
content analysis, the availability of secondary data allowed for the current study to proceed
directly to transcription (Assarroudi et al., 2018; Downe-Wamboldt, 1992). Mr. J’s entire intake
interview was carefully transcribed from the audio-visual recordings, rigorously reviewed, and
edited as necessary (Assarroudi et al., 2018). Both manifest and latent content (i.e. notes
describing the participant’s actions such as pointing, nodding or shaking head, posture, facial
expressions) were included in the transcription. The full transcription was then read through
multiple times to become familiar with the entire interview and obtain a sense of the whole
context (Assarroudi et al., 2018; Elo & Kyngäs, 2008; Vaismoradi et al., 2013). While reading,
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sessions of open coding were repeated until a sense of all content being described by preliminary
notes and headings was achieved (Assarroudi et al., 2018; Elo & Kyngäs, 2008). The entire
transcription of the interview was an ideal unit of analysis. Two main sections for analysis were
determined according to the assessment type: standardized and open-ended (Assarroudi et al.,
2018). The desire to get an in-depth understanding, beyond obvious components of the
interaction and into examining the underlying meaning of the communication, called for the
analysis of both manifest and latent content (Assarroudi et al., 2018; Downe-Wamboldt, 1992;
Elo & Kyngäs, 2008).
Organization Phase
Moving into the organization phase, it is important to note the cyclical nature of the
content analysis. The steps described below are ordered for clarity but, as literature supports,
some steps were run simultaneously and earlier steps were revisited as necessary to allow for the
adaptation and refinement of analysis throughout the process of the current study (Assarroudi et
al., 2018; Downe-Wamboldt, 1992; Elo & Kyngäs, 2008). It is also important to note that the
steps in this phase were followed by two researchers, independently initially and then discussed
between researchers at the occasions identified below. After resolving any concerns, appropriate
adaptations were made as agreed upon by both researchers. This ensured the proper content
organization through intercoder collaboration (Downe-Wamboldt, 1992).
A formative, unconstrained categorization matrix was developed based on the concepts
highlighted in the literature review, preliminary findings of the expansion study, and open coding
(Assarroudi et al., 2018; Elo & Kyngäs, 2008). Headings from open coding were grouped into
the preliminary categories according to their similarities and dissimilarities (Elo & Kyngäs,
2008). To further develop the initial category system and help clarify content that belongs within
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the same group, main categories and subcategories were identified and assigned descriptive
definitions (Assarroudi et al., 2018; Downe-Wamboldt, 1992; Elo & Kyngäs, 2008). Based on
the descriptive definitions and prior findings, a system of coding rules was determined for the
main categories to distinguish what content belongs in each according to the similarities and
differences between them. Once independently developed, researchers discussed and agreed
upon the formative category matrix, grouping, descriptive definitions, and coding rules.
The initial category and coding systems were then pre-tested by applying them to
randomly selected portions, totaling approximately thirty percent of each assessment type, to see
what content seemed to fall into the formative categorization matrix and to identify content
requiring adaptations to the categories, definitions, and rules to fit within the bounds of the
categorization matrix (Assarroudi et al., 2018; Downe-Wamboldt, 1992). Researchers then
compared their independent coding processes and addressed any differences and difficulties. The
transcription was then reviewed to identify quotes to act as an anchor sample which explicitly
and concisely exemplified each main category (Assarroudi et al., 2018).
With consensus on the appropriateness of the categorization and coding systems, the
main data analysis was performed (Assarroudi et al., 2018). Portions of transcript content
(varying from five to ten lines) relevant to the aim of the study and formative category matrix
were selected as meaning units, summarized as necessary for concise clarity, and assigned
preliminary codes. Inductive abstraction of main categories was then performed by grouping
preliminary codes into categories according to a sense of belongingness with one another based
on meaningful similarities and dissimilarities (Assarroudi et al., 2018; Downe-Wamboldt, 1992;
Elo & Kyngäs, 2008). Similar subcategories were grouped into generic categories, generic
categories were grouped into main categories, and each was named according to the content they
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represent (Elo & Kyngäs, 2008). Table 4 includes the final groupings of categories. Throughout
this process, ongoing comparison of content and different levels of categories occurred to
establish links between generic categories and main categories (Assarroudi et al., 2018). The
intercoder process of independent analysis, discussion, and resolution was utilized to
systematically select the appropriate final categorization and coding procedure of Mr. J’s
complete initial intake interview (Downe-Wamboldt, 1992). A quantitative measure of the
frequencies of categories of interest included within the standardized and open-ended sections of
the interview were collected and summarized in a numerical table organized by assessment type
to allow for comparison (as discussed in Table 6 subsequently, Vaismoradi et al., 2013).
Results
The following results include the final categorization of content, a guide to the utilization
of prompting in interview contexts, a content comparison of the two assessment types, a
description of the identified thematic phenomenon, and an explanation of adaptations made to
the adapted narrative assessment. The categorization results are based on the Reporting Phase
guidelines which call for the description of the transcription contents through the determined
categories with detail of each main category offered through the description of its subcategories
(Assarroudi et al., 2018; Elo & Kyngäs, 2008). Table 4 represents the final categorization matrix
including definitions and sample excerpts for each subcategory. A guide to the appropriate
utilization of different levels of prompting within interview contexts is included in Figure 1.
Additions to the adapted narrative assessment informed by this analysis, including scoring
criteria for the prompting element added previously, are shown in Table 5. The content
comparison of the two assessment types, including the quantitative analysis utilized for
comparison, is displayed in Table 6 with inferences addressed in the discussion section.
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Thematic phenomenon found during the content analysis is presented with examples pulled from
the interview transcript.
Categorization of Content
The content analysis resulted in a three-tier breakdown of categories. The first tier broke
the content of the transcription into two categories: Prompting and Response (Table 4, See
Appendix B).
Prompting. The category of Prompting (P) encompasses content involving the
interviewer’s contributions, both originally scripted content and beyond, to the facilitation of
each assessment (Table 4, See Appendix B). Prompting was only broken down into a second tier
of subcategories which further detailed the different types of prompting that occurred including
Question (Q), Instruction (Ins), Comprehension (Comp), Clarification (Cla), Restatements (Re),
Connection (Con), Suggestion (Sug), Engaging (Eng), and Deferring (Def).
Throughout the analysis process, five distinct levels of prompting were identified (Figure
1). The first level combines the Prompting subcategories of Question, Instruction, and
Comprehension. This level represents prompting that is either predetermined to be used across
interviewees or included merely as an indication of an interviewer’s comprehension of a
response. The second level combines the Prompting subcategories of Clarification and
Restatement. Prompting at this level represents the first step beyond prompting that is standard
across interviewees and involves rephrasing or restating previous prompts or responses to offer
clarification specifically for an individual interviewee. The third and fourth levels include single
Prompting subcategories: Connection and Suggestion, respectively. Prompting at these levels
represent further specification of clarification for an individual by incorporating context unique
to the individual and utilizing prior knowledge of the individual to offer potential response
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options. The fifth level includes the subcategories of Engaging and Deferring. Prompting at this
level represents potential solutions to some common issues during data collection interviews.
Figure 1
Prompting as a Resource for Overcoming Communication Barriers in Interview Context

Figure 1 includes a graphic displaying a guide to the appropriate directionality in which
to utilize different levels of prompting as informed by the content analysis. The five levels of
prompting are divided into three categories: Common, Clarifying, and Solution. Definitions for
each type of prompting and explanations for when to utilize each of the categories as well as
each of the individual types of prompting are provided in Appendix D. Appendix D also includes
a sample interview question with example adaptations provided for each type of prompting.
In response to this analysis, further adaptations of the prompting element in the adapted
narrative assessment to include scoring criteria rather than a simple count were supported.
Classifying the prompting element was expanded based on the levels of prompting exhibited in
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the interview interaction. Scoring ranges from zero to three with a score of 3 representing the
highest score associated with no additional prompting being required beyond the initial statement
of the question, standard instructions, or indications of comprehension (Table 5). Scores of two
through zero will be assigned to increasing levels of additional promoting requiring clarification
or restating (score of 2), connection (score of 1), and suggestion or deferring (score of 0)
respectively. Individual questions are to be assigned a score based on the highest level of
prompting utilized in the interaction to gain an applicable response. The total prompting score is
to be additive across all questions.
Table 5
Scoring Criteria for the Element of Prompting in the Adapted Narrative Assessment
0 Points
Prompting Rephrasing/Restating,
offering a personal
(PRO)
connection, and the
Prompting addition of wording to
consists of: suggest a plausible
answer applicable to
the interviewee’s
personal context OR
Deferring the question
to another source

1 Point
Rephrasing/Restating
and offering a
connection to the
interviewee’s personal
context

2 Points
Rephrasing of the
question to help clarify
what is being asked or
build upon a previous
prompt or response
and/or Restating a
previous prompt or
response to elicit
confirmation or further
response

3 Points
Statement of standard
question, Statement of
standard instructions,
and/or Indicating
comprehension of
previous response to
confirm understanding
or agreement

Response. The category of Response (R) encompasses content involving Mr. J’s
contributions during each assessment (Table 4). Response was broken down into a second and
third tier of subcategories. The second tier breaks Mr. J’s responses into two categories involving
Verbal (V) responses (Narrative Elements and Verbal Statements) and one Behavioral (B)
response category which were then further broken down into a more detailed third tier of
subcategories. Subcategories of Narrative Elements represent Mr. J’s verbal responses that
incorporated elements defined within Tier One of the adapted narrative assessment (Table 1)
including Character (CH), Setting (S), Initiating Event (IE), Internal Response (IR),
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Plan/Action/Attempt (PAA), and Complication/Consequence (CC). Subcategories of Verbal
Statements represent Mr. J’s verbal responses that incorporate components of verbal expression
identified as being significant to communication within this population including Affirmative
Positive (AP), Affirmative Negative (AN), Question (Qu), or Ambiguous (Am). The final
second-tier Response category, Behavioral, represents the latent responses Mr. J enacted during
the assessment facilitation that incorporate components of behavioral expression identified as
being significant to communication within this population including Affirmative Positive (AP),
Affirmative Negative (AN), Neutral (Neu), or Ambiguous (Am).
Content Comparison
The content comparison involved an examination of similarities and differences between
the standardized and open-ended portions of the grief response interview transcript. To further
inform the discussion of the role of prompting, the examination focused on identifying potential
content lacking within these two grief assessment facilitation contexts relative to the types of
prompting and responses present in each.
Table 6 includes the total counts of the codes linked to categories of interest that were
assigned within the sections of the transcription associated with each assessment type. To allow
for a comparison of non-identical assessment types, the Open-Ended Assessment (OEA) and the
Standardized Assessment (SA), the frequencies of categories of interest were analyzed as
percentages of the responses and prompts that involved each particular category code in relation
to the total responding and prompting that occurred during the facilitation of each assessment
type. Response categories of interest included percentages of verbal responses, behavioral
responses, responses utilizing narrative elements, ambiguous responses, and responses with
indications of a need for clarification in relation to the total number of Mr. J’s responses that
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occurred during each assessment type. Prompting categories of interest included percentages of
common instruction and question prompts and clarifying prompts in relation to the total number
of interviewer prompts that occurred during each assessment type. Once determined, a
comparison between the totals and percentages within each assessment were utilized to identify
content differences. Content lacking in each of the two types was observed in the comparison of
differences and utilized to draw inferences about how the lack of certain content may impact
assessment potential.
Table 6
Quantitative Comparison of Assessment Types
Open-Ended

Pa
407

Coding Counts
Response Totali

528

Prompt Totalj

407

Standardized

% of Total

Response Total

198

Prompt Total

182

Bc
253

Narr. El.
160

d

Ame
136

V-Qu
11

f

V
0.52

B
0.48

Narr. El.
0.30

Am
0.26

V-Qu
0.02

% of Total
Ratio
P
182

Coding Counts

Vb
275

% of Total

V
45

B
153

Narr. El.
19

Am
44

V-Qu
6

V
0.23

B
0.77

Narr. El.
0.10

Am
0.22

V-Qu
0.03
% of Total
Ratio

Commong Clarificationh
92
255

Common
0.23
1.00

Clarification
0.63
2.77

Common
89

Clarification
89

Common
0.49
1.00

Clarification
0.49
1.00

a

P Includes all Prompt codes
V Includes all Verbal Response codes

b
c

B Includes all Behavioral Response codes
Narr. El. Narrative Element codes including V-CH, S, IE, IR, PAA, CC
e
Am Not Applicable codes including V-Am and B-Am
f
V-Qu Includes Response code for Verbal question or indication of need for further prompting from Mr. J
g
Common Includes Prompt codes for predetermined prompts to be used across interviewees including P-Ins, Q
h
Clarification Includes clarifying Prompt codes utilized specifically for Mr.J including P-Cla, Re, Con, Sug
d

i

Response Total Represents the total number of Verbal (V) and Behavioral (B) Response codes
Response Total Represents the total number of Prompt (P) codes

j
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The first significant impact was associated with the difference in the percentage of Verbal
and Behavioral responses. In relation to the total response content, the SA had 29 percent more
Behavioral responses (thus, 29 percent less Verbal responses) than the OEA. This connected to a
difference in the utilization of Narrative Elements with the OEA evidencing a 20 percent greater
inclusion of Narrative Elements.
Relative to the overall content, the occurrence of Question Prompting-Neutral
Behavioral Responses interactions (P-Q, B-Neu interactions, i.e. instances of back and forth
between the interviewer and Mr. J including only P-Q and B-Neu) were observed at a much
higher rate in the SA than in the OEA. Also, extended segments of such interactions without any
variation in clarification or response were observed in the SA but not in the OEA (i.e. as many as
nine uninterrupted P-Q, B-Neu interactions found in the SA compared to a single interaction
found in the OEA found before a variation occurred).
Another set of categories of interest include the Ambiguous (Am) Verbal Statement and
Behavioral Responses and Question Verbal Statement (V-Qu) Responses. In relation to the total
response content, the OEA had 4 percent more Am Responses and 1 percent less V-Qu
Responses than the SA.
The ratio of common prompting to clarification prompting within each assessment type
was also of interest. Common prompting includes Instruction and Question Prompting
predetermined to be used across interviewees. Clarification prompting includes Clarification,
Restatement, Connection, and Suggestion Prompting utilized specifically for Mr. J. The OEA has
a higher rate (1.00:2.77) of clarification relative to common than the SA (1.00:1.00).
Emerged Themes
Throughout the analysis process, several thematic phenomena of interest emerged. An
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increased depth of responses was observed during interactions in which clarification prompting
led to Mr. J contributing further and building upon previously brief, shallow responses. For
example, responses that began with Ambiguous content were expanded enough to include
multiple Narrative Elements once clarifying prompting took place.
Interviewer 1: Yeah? Ok, so you like to do all sorts of things. Um, ok, so what can we do
to help you feel safe and comfortable? (P-Q)
Mr. J: Um… (V-Am)
Interviewer 1: Do you know what those words mean? (P-Cla)
Mr. J: *shakes head no* (B-AN)
Interviewer 1: So, safe is, you feel good. Like nothing bad is gonna happen. And then
comfortable is like, you’re feeling happy… you’re feeling relaxed... (P-Cla)
Mr. J: *nods* relaxed. (B-AP, V-IR)
Interviewer 1: So, what ha-, what helps you feel relaxed? (P-Cla)
Mr. J: Well there… um… well now, now I got two *puts two fingers up* actually two…
actually two dogs. (V-Am, IE, CH, B-Neu)
Interviewer 1: Two dogs? (P-Re)
Mr. J: Ya. *nods* (V-AP, B-AP)
An enhanced validity of responses was observed during interactions in which the
utilization of clarification prompting led to Mr. J altering a previous response. For example,
Affirmative Negative responses followed by clarifying prompting to address possibly invalid
content were adjusted to more valid, Affirmative Positive responses (as supported by the
interviewer’s prior knowledge of Mr. J’s experience).
Interviewer 1: Did anyone ask you if you needed help? (P-Q)
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Mr. J: What? (V-Qu)
Interviewer 1: When your… family died did anyone ask you if you needed help? (P-Cla,
P-Re)
Mr. J: *shakes head* No. (B-AN, V-AN)
Interviewer 1: Did [Name of program coordinator] ask you? (P-Sug)
Mr. J: *nods, smiles* Ya. (B-AP, Am, V-AP)
Interviewer 1: Did anyone else ask you? (P-Re)
Mr. J: *shakes head* no. (B-AN, V-AN)
Interviewer 1: Ok. Not [Name of program staff]? Or… (P-Sug)
Mr. J: *leans back, nods* well, well, she ya, she ya, ya, ya, ya um… (B-Am, AP, V-Am,
CH, AP)
Interviewer 1: What about your other friends at [Name of program]? (P-Sug)
Mr. J: Ya *nods* um, ya. (V-AP, Am, B-AP)
Such interactions evidence the use of prompting for clarification as an important resource
for lessening the impact of misunderstanding on the validity of assessment outcomes. This
phenomenon seems to be especially impactful when an interviewer acts preemptively, offering
clarification prompting prior to an item. For example, an interviewer offering clarifying
prompting prior to asking a question resulted in responses from Mr. J which seemed to include
processing and self- adjustment once asked.
Interviewer 1: Ok, we are gonna go on to the next one. This one is gonna be talking about
depression. Do you know what depression is? (P-Ins, Cla)
Mr. J: *Shakes head no* (B-AN)
Interviewer 1: It’s like when you get sad. (P-Cla)
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Mr. J: *nodding head* (B-AP)
Interviewer 1: Can you tell me what depression is now? (P-Re, Cla)
Mr. J: *Shakes head no, pause* Sad *mimes tears rolling down his face* (B-AN, Am,
Neu, V-IR)
Also of interest was the use of the fifth level prompting by the interviewers. Two
common issues that arise in this data collection context include participant burn out and
inapplicable responses. Conducting interviews can be a fatiguing process and the potential for
participant burnout can increase while moving through the list of assessment questions.
Engaging (P-Eng) was identified as a resource for combating participant burn out. By offering
supportive comments and personable interaction (i.e. you’re doing great, only a few more to go,
etc.), the interviewer encouraged Mr. J to sustain his focused participation despite the potential
for experiencing fatigue. Another issue that can arise is an interviewee’s uncertainty in how to
respond or inability to provide an applicable response to an assessment question. Deferring (PDef) the question to another knowledgeable source (i.e. the interviewer asking a close, wellinformed family or care staff member, consulting trusted diagnostic documents, etc.) was
identified as a possible solution that could allow for applicable data collection. By offering the
option to consult with Mr. J’s family member, the interviewer was able to provide an alternative
source for collecting applicable responses when Mr. J did not provide one himself.
Discussion
This study demonstrates the potential impact of utilizing various types of prompting to
accommodate a bereaved adult with ID and overcome communication challenges when
facilitating grief assessments within an interview context. The results support the hypothesis that
the appropriate utilization of prompting can have an impact on supporting meaningful
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participation and has the potential to improve inclusive research practices.
Content Comparison
Similar to the potential for misinterpretation and inaccuracy introduced for traditional
interventions and standardized screenings for identification, this comparison supports the
potential inability for standardized assessments to capture the true grief experience for
individuals with ID (Brooker et. al., 2015; Doka, 2010; Gulbenkoglu, 2007; Hume et al., 2016;
Sherman, 2012). The results were utilized to further understand the role prompting plays in
appropriately assessing individuals with communication challenges.
The difference in the percentage of Verbal and Behavioral responses (29 percent more
Behavioral response in SA than OEA) may be due to the SA including Likert-type items with a
visual representation of the potential responses (i.e. three bars of increasing height on a graph
with associated labels to indicate three potential responses: Short Bar - Never, Medium Bar Sometimes, Tall Bar - Always) that can easily be selected with a Neutral Behavioral response
and thus do not encourage the same depth of response as the OEA which require a unique
response. Though not a formal quantitative comparison, this likelihood to speak up more often in
the OEA context is further evidenced by the occurrence of Question Prompting-Neutral
Behavioral Responses interactions being much higher relative to the overall content in the SA
than in the OEA. This increased frequency, especially the sprees of such interactions without any
variation in clarification or response observed in the SA, highlights another consideration. The
OEA may offer more opportunity to detect the need for clarification (to be discussed further
below).
The OEA having 4 percent more Am Responses and 1 percent less V-Qu Responses than
the SA does not clearly highlight a significant difference between assessment types, but it may

Analysis of Grief Assessments

39

indicate a difference in the amount of processing taking place. The higher rate of Am Responses
in the OEA paired with a lower rate of V-Qu Responses may indicate the prompting taking place
results in greater encouragement of processing and less need for further clarification. Whereas
the lesser amount of Am Responses in the SA paired with a higher rate of V-Qu Responses may
indicate a greater amount of confusion being experienced, despite the prompting taking place,
resulting in verbalized requests for clarification. Along the same lines as the P-Q, B-Neu
interaction frequencies, this may evidence less potential for the interviewer to detect indications
of need for clarification. Meaning that the SA may involve the interviewer being more
vulnerable to missing indications of the interviewee’s need for clarification.
Finally, the proposed difference in the interviewer’s ability to detect the interviewee’s
need for clarification (or the interviewer’s vulnerability to missing indications of need for
clarification) is supported by the ratio of common prompting to clarification prompting within
each assessment type (OEA 1.00:2.77, SA1.00:1.00). Despite the higher rate of Question Verbal
Statement Responses in the SA, the higher ratio of clarification to common prompting in the
OEA could indicate a greater ability to detect and less vulnerability to miss the interviewee’s
need for clarification.
Role of Prompting
As suggested by Brooker et. al. (2015) and Cuthill, Espie, and Cooper (2003), appropriate
accommodations are necessary to overcome barriers to communication during interviews. The
content analysis supported the preliminary findings of the expansion study which identified
prompting in the form of presenting an interview question or offering clarification as a constant,
critical element of an interview narrative. To go beyond supporting these findings, an
examination of the overall content was utilized to draw inferences about the five levels of
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prompting identified and the role of prompting within interview assessment contexts.
The first level of prompting embodies the more obvious, primary role of prompting: to
allow for the basic facilitation of the assessment. Levels two through four were of greatest
interest. These levels of prompting were observed to be critical in supporting more in-depth,
valid assessment outcomes for they represent the less obvious yet potentially more significant
role of prompting within assessment context impacted by communication challenges:
clarification. Also of interest was the fifth level of prompting for it highlighted the role
interviewers have in providing solutions to two common issues that arise in this data collection
context: participant burn out and inapplicable responses.
Though not an overall solution, Engaging and Deferring were identified as resources for
combating these two common issues. It is important to note that while a viable option for
collecting an applicable response, Deferring should only be utilized as a final step toward
collecting responses. In other words, it should be used sparingly and only when an interviewee
seems to be struggling to respond despite being offered other supports. Rather, it should be
assumed that the interviewee is capable and willing to provide a valid response and other forms
of clarifying prompting should be provided to support their participation before opting to defer
the opportunity to respond.
Utilization of Prompting in Interview Context
McDonald, Conroy, and Olick (2016) and Rosner (2015) emphasize how critical data that
accurately represents the population is to producing relevant research. In line with this emphasis,
one aim of this study was to address the need for the creation of improved forms of assessment
because it is believed to be critical to furthering the pursuit of inclusive research which
appropriately assesses individuals with ID. Also building on this emphasis is the recognition that
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it is equally important to improve inclusive research practices by increasing the opportunity for
meaningful participation in which individuals with ID can have their voices heard. Although a
narrative quality assessment has not previously been researched in bereavement support, it could
be a critical, useful tool. If proper prompting is present and all expressions, verbal as well as
behavioral, are acknowledged and included in the process, such an assessment could be utilized
to capture complicated, in-depth individual grief experiences. Therefore, while the adapted
narrative assessment is still in development, the above results and discussion were applied to
inform the creation of a guide for how to utilize prompting as a support for individuals with ID
during data collection in an interview context (Figure 1). The goal of this contribution is to
provide researchers with a resource for overcoming barriers to communication during assessment
interviews conducted with individuals with communication challenges. By making this guide
available (for use within interviewer training, during interviews, etc.), it is hoped that both the
awareness of the need for such support and the utilization of prompting as a resource for
appropriately supporting individuals with communication challenges will increase. Thus,
promoting more inclusive research practices and opening the door to a broader population of
participants.
Limitations
Due to the qualitative, single-subject design, there were limitations to the available
statistical procedures and interpretations. Not wanting to misuse statistical procedures for which
assumptions could not be met, a qualitative approach was taken with reliability based on
collaborative work with an expert in the area of research. Expert collaboration minimizes
limitations of qualitative design, subjective researcher perspective, and human error. By
supporting the most accurate perspective for the framework and methods through guidance and
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intercoder collaboration with the expert, the issue of subjectivity within the researcher’s
perspective was addressed. The possibility of human error in coding was also addressed by
intercoder collaboration as well as systematic checks for accuracy. Lastly, single-subject design
limits external validity. Though a critical case representative of the population was selected for
this content analysis, it would be irresponsible to claim universal accuracy of findings for each
unique, diverse member of a population. However, a single subject approach was determined to
be the most appropriate option to ensure appropriate time and resources to create a quality
foundation to support encouraged future direction.
Future Directions
A few recommendations for future directions concern building further reliability for the
findings of this study, enhancing the adapted narrative assessment, and enhancing inclusive
research beyond the scope of this study’s population. Increasing the number of subjects would be
a valuable next step, especially if paired with the implementation of additional intercoder
reliability techniques. This study implemented an intercoder process to systematically select the
appropriate final categorization and coding of Mr. J’s complete initial intake interview.
Implementing intercoder reliability looking at coding applications and whether multiple coders’
applications match across various subjects’ interview transcripts could enhance these findings.
Recommendations for future directions of the adapted narrative assessment include
additional adaptations, validation, and utilization. To further inform adaptations of the
assessment, research should examine the non-verbal and descriptive contextual elements in the
narratives of individuals with ID. While the preliminary adaptations included many aspects of
communication and expression integral to effectively measuring narrative quality in this
population, the commonality of non-verbal and descriptive contextual elements of expression
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evidenced by the latent content observed in the current study (i.e. behavioral/physical responses)
calls for the consideration of such elements and scoring criteria.
Validation of the assessment is a desired next step. The validity of the assessment could
include the application of the adapted scoring system to other participants’ interviews to ensure
the feasibility of the assessment across a larger sample. Also, the creation of a scale to allow for
statistical comparison of the narrative assessment scores against standardized assessments of
symptomatology could offer further validation.
By applying the assessment to both Mr. J’s pre- and post-intervention interviews,
repeated measure analysis could determine whether and what type of changes occurred to Mr. J’s
narrative quality. Analyzing change scores could allow inferences to be drawn about differences
in understanding and processing occurring during the intervention. Utilization beyond single
subjects also offers the potential for the assessment to be a resource for program evaluation.
Research examining the potential mechanisms underlying the changes to narrative quality
observed during intervention participation is also necessary to better understand both what type
of changes are occurring and why they occur.
This study informs the assessment of grief in a broader context. Though barriers to
understanding and expression may vary by population, researchers need to be aware that current
grief literature may not capture true grief experiences, regardless of the population of interest.
The current rigid research protocol and standardized assessments do not capture the experience
of grief and the unique needs of individuals. While this study focused on individuals with ID, it
provides rich information for encouraging relevant, inclusive information capable of capturing
the grief experience and improving the lives of diverse populations.
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Conclusion

Expanding our understanding of appropriately assessing individuals with ID critically
furthers the pursuit of inclusive research. Barriers within established research operations have led
to the general exclusion of this population. When included, current assessments and research
procedures elicit findings that do not appropriately represent this population. Even measures that
have been specially modified and designed for this population are impacted by communication
barriers. Improved assessments, such as the adapted narrative assessment, provide a critical,
useful tool to capture true grief experiences. When paired with prompting to support
understanding and expression, researchers overcome communication barriers, include a broader
range of voices in literature, and promote inclusive research which more accurately represents
those impacted by their studies.
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APPENDIX B – TABLE 3 AND TABLE 4
Table 3
Preliminary adaptation of scoring system for assessing narrative quality
Tier 1

0 Points

Character (CH)
No identification
A character is any
(name or nickname)
reference to the
subject of a clause in or only ambiguous
a narrative
Setting (S)
Whether interviewee
articulated:

No reference to a
specific or general
place or time

1 Point

2 Points

3 Points

Includes at least one
main character with
no specific labels

Includes one main
character with
specific
identifications
(name or nickname)

Includes more than
one main character
with specific
identification (name
or nickname)

Includes reference to
Includes reference
a general place (e.g.,
to specific places
home, hospital) or
and times
time

Initiating Event (IE)

Whether interviewee
articulated:

Internal Response
(IR)
Whether interviewee
articulated:

Plan/Action/
Attempt (P/AA)
Whether interviewee
articulated:

Includes at least one
stated event

Include at least one
stated event that
elicits a response
from the
character(s)

Two of more
distinct stated
events or problems
that elicit a
response from the
character(s)

No overt statement
made about a
character’s
psychological state

One overt statement
about a character’s
psychological state
not causally related
to an event or
problem

One overt
statement about a
character’s
psychological state
related to an event
or problem

Two or more overt
statements about a
character’s
psychological state
related to an event
or problem

No overt statement
provided about the
character’s plan to
assist, or act on
and/or solve the
event/problem

One overt statement
about how the
character plan to
assist, or act on
and/or assist the
event/problem

Two overt
statements about
how the character
plan to assist, or act
on and/or assist the
event/problem

Three or more overt
statements about
how the character
plan to assist, or act
on and/or assist the
event/problem

No complications or
negative
consequences

One complication
that prohibits a
plan/action (e.g.,
daily routine) or
negative
consequence from
the initial event

Two complications
that prohibits a
plan/action (e.g.,
daily routine) or
negative
consequences from
the initial event

Three of more
complications that
prohibits a
plan/action (e.g.,
daily routine) or
negative
consequences from
the initial event

No stated or
understood event or
problem likely to
elicit the narrative

Complications/
Consequences
(COMP/CONS)

Whether interviewee
articulated:
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Causal Adverbial
Clauses (CAC)
Whether interviewee
utilized causal
terminology (i.e.
because, since,
therefore, thus, etc.)
or articulated causal
reasoning

0 Points
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1 Point

2 Points

No causal
terminology utilized
or overt statement
made articulating
causal reasoning

One causal term
utilized or overt
statement made
articulating causal
reasoning

Two causal terms
utilized or overt
statements made
articulating causal
reasoning

No
formulaic/temporal
markers

One
formulaic/temporal
marker

Two or more
formulaic/temporal
markers

No dialogue

One character
Two or more
makes a comment or characters engage
statement
in conversation

No narrator
evaluation

One narrator
evaluation

3 Points
Three or more
causal terms
utilized or overt
statements made
articulating causal
reasoning

Formulaic/
Temporal Markers
(FM/TM)
Whether interviewee
utilized
formulaic/temporal
terminology (i.e.
once upon a time,
the end, they lived
happily ever after
(FM), when, next,
then, now,
immediately, after,
again, always,
before, lately, today,
weekly, while (TM))
Knowledge of
Dialogue (KOD)
Whether interviewee
articulated a
comment or
statement made by
the character(s)
engaging in
conversation
Narrator
Evaluations (NE)
Whether interviewee
articulated any
explanation as to
why an action or
event took a place
Prompting (PRO)

Two or more
narrator evaluations

Number of prompts offered by interviewer beyond statement of original question to add
clarity or elicit further engagement from the interviewee
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Table 4
Coding Categories, Definitions, and Sample Excerpts
Category
(Code)
Prompting
(P-Q)

(P-Ins)

(P-Comp)

(P-Cla)

Anchor Samples
Sub-categories
Question

Instruction

Comprehension

Clarification

Definition
Statement of standard question

Initiating Question/Statement
Interviewer 1: *while asking
questions about lifestyle*

Sample Excerpt
Interviewer 1: Ok, so, when your
uncle died… did you and your
family talk about it before it
happened?

Statement of standard instructions

Interviewer 1: *while providing
instructions for emotional
questions*

Interviewer 1: ok...so, can you
help us with this *places
diagram of 6 feelings and
matching pictures on table*
Mr. J: *nods*
Interviewer 1: So what’s this face
mean to you?

Indicating comprehension of
previous response to confirm
understanding or agreement

Interviewer 1: …when you move
around, do you need any help?
Mr. J: Um… no. *shakes head*

1: Ya you don’t, you seem pretty
good about that

Interviewer 1: Ok so, how does your
body feel right now?

Interviewer 1: Do you feel good,
sick…

or Interviewer 1: *referencing a
previous response to a question
about chores* You always take
garbage out?
Mr. J: *nods*

or Interviewer 1: Do you do
anything else? Do you ever do
dishes.. or…?

Restating a previous prompt or
response to elicit confirmation or
further response

Interviewer 1: I can go to meetings
and appointments
Mr. J: *points to short-never bar*

Interviewer 1: You can never go
to appointments?

Rephrasing of the question to help
clarify what is being asked or build
upon a previous prompt or
response

(P-Re)

Restatement

(P-Con)

Connection

Rephrasing and offering a
connection to the interviewee’s
personal context

Interviewer 2: I can have fun, like go
to the movies…

Interviewer 2: … go to [Mr. J's
favorite place], or...

Suggestion

Rephrasing, a personal
connection, and the addition of
wording to suggest a plausible
answer applicable to the
interviewee’s personal context

Interviewer 1: Did he give you
special foods or take you special
places?

Mr. J: Well, he take me, like in, um,
I don’t know
Interviewer 1: Like to [Mr. J's
favorite place]?

(P-Sug)

(P-Eng)

(P-Def)

Engaging

Offering support or interaction not
specifically relevant to the interview Interviewer 1: *after recording Mr.
J's response to the previous
for purposes of encouraging the
question*
interviewee's continued
engagement

Interviewer 1: Ok, you're doing
great [Mr. J]
Mr. J: *smiles*

Deferring

Offering an alternative option for
collecting a response when the
interviewee is uncertain or unable
to offer an applicable response

Interviewer 1: *Normal volume* Do
you think your aunt could tell
us a little more about your
doctor visits?
Mr. J: Yeah

Interviewer 1: *Quietly to Program
Staff* Can you talk to his aunt?
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Definition

Initiating Question/Statement

Narrative Elements

(V-CH)

(V-S)

(V-IE)

(V-IR)

(V-PAA)

(V-CC)

Whether interviewee articulated
any reference to the subject of a
clause

1: So, who was the person that
died?

Mr. J: Um… um…. Like in my
grandma...
Interviewer 1: Your grandma.
Mr. J: My grandma [Grandma's
name]

Setting

Whether interviewee articulated
any reference to a place or time

Mr. J: Um… um, now I day it, like it,
like it whole days, like it, like it ten,
ten in morning
Interviewer 1: Ok, ceremony... Is
that what you’re talking about?

Mr. J: Like it ten o’clock
Interviewer 1: Oh, ten o’clock.

Initiating Event

Whether interviewee articulated
any reference to an event or
problem that elicits a response
from the character(s), including
references to IE prompted by
question

Interviewer 1: *explaining the
meaning of "background"* So it’s
like… where you come from. Or
what’s, what’s your family like.

Mr. J: My mom, like in my, like in
um…. like in my divorce

Whether interviewee articulated an
overt statement providing
information about a character's
psychological state

Interviewer 1: *explaining the
meaning of "safe" and
"comfortable"* So, safe is, you feel
good. Like nothing bad is gonna
happen. And then comfortable is
like, your feeling happy… your
feeling relaxed...

Mr. J: *nods* relaxed

Interviewer 1: Chores. Do you know
what they are?
Mr. J: *shakes head*
Interviewer 1: Like taking the
garbage out...

Mr. J: *nods* I take garbage out

Interviewer 1: Ok, so… you don’t
get to eat it any less?
Mr. J: *nods*
Interviewer 1: Still about the same?

Mr. J: *nods* same

Interviewer 1: Do you want a hand
signal or something? Like this
could be *motions off-screen* take
a break.

Mr. J: *nods* Yeah

Verbal indication of an affirmative,
negative response to a prompt

Interviewer 1: Do you know what
background is?

Mr. J: No. *shakes head*

Verbal question or indication of
need for further prompting

Interviewer 1: Ok. Um… can you
remember about a year ago?

Mr. J: What?

Character

Internal Response

Whether interviewee articulated
any overt statement about the
Plan/Action/Attempt
character(s) plan to assist, act on,
and/or solve the IE

Complication/
Consequence

Whether interviewee articulated an
overt statement about a
complication that prohibits P/AA or
a consequence from the IE

Verbal Statements
(V-AP)

Verbal indication of an affirmative,
Affirmative Positive
positive response to a prompt

(V-AN)

Affirmative Negative

(V-Qu)

Question

(V-Am)

Sample Excerpts

Ambiguous

Verbalization that does not indicate
Interviewer 1: What do you think
any particular response, indicates
happened to your grandma and
potential confusion, or is "filler"
your uncle after they died?
content

Mr. J: Well...um… um... (or) now,
I, I don’t know

Analysis of Grief Assessments
Behavioral

56

(B-AP)

Latent behavior indicates an
Affirmative Positive affirmative, positive response to a
prompt

Interviewer 1: Do you want a hand
signal or something? Like this
could be *motions off-screen* take
a break.

Mr. J: *nods* Yeah

(B-AN)

Latent behavior indicates an
Affirmative Negative affirmative, negative response to a
prompt

Interviewer 1: Do you know what
background is?

Mr. J: No. *shakes head*

(B-Neu)

(B-Am)

Neutral

Ambiguous

Latent behavior that indicates
neither positive nor negative, but
rather gesturing to indicate a
factual response or is used to
select from a set of predetermined
response options

Latent behavior that does not
indicate any particular response,
indicates potential confusion, or is
"filler" content

Interviewer 1: *referencing a sheet
with three cartoon faces - green
happy face, yellow neutral face, and
red frowning face - asking about
the meaning of each, points to red
frowning face*…and what about
this one?
or Interviewer 1: I think about how
my uncle died.

Mr. J: You’re like *mimes tears
falling on cheek*

or Mr. J: *points to tall-always
bar*

Interviewer 1: *discussing the
meaning of “tired”* What does it
mean?

Mr. J: *shrugs, mouths “don’t
know”*

or Interviewer 1: So when, when
your family members died, did
anyone ask you if you needed to
talk about it?

or Mr. J: *leans back, pauses*
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APPENDIX D – SUPPLEMENTAL MATERIAL FOR FIGURE 1
Definitions and Use by Category
Category - Common
Implement with every question/set of questions, Repeat as often as necessary to facilitate
understanding
Level 1A Question
Definition: Statement of standard question
Use: Be sure to state each question clearly and be willing to repeat the question exactly if needed
Level 1B Instruction
Definition: Statement of standard instructions
Use: Be sure to state the instructions for each set of questions clearly and be willing to repeat any
part of the instructions with each question as needed
Level 1C Comprehension
Definition: Indicating comprehension of previous response to confirm understanding or
agreement
Use: Incorporate comments and behaviors after each response to reassure the participant
Category - Clarifying
Utilize whenever further clarification is necessary to support understanding, Begin with level 2
and move up through level 4 as necessary
Level 2A Clarification
Definition: Rephrasing of the question to help clarify what is being asked or build upon a
previous prompt or response
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Use: Utilize when there seems to be confusion of what the question is asking or when the
response seems applicable but a more in-depth response would be preferable
Level 2B Restatement
Definition: Restating a previous prompt or response to elicit confirmation or further response
Use: Utilize when there is uncertainty about whether the response is applicable and a more indepth response could aid certainty
Level 3 Connection
Definition: Rephrasing and offering a connection to the interviewee’s personal context
Use: Utilize when there seems to be confusion of what the question is asking despite rephrasing
the question, Offer examples of what potential applicable responses might include for the
participant in particular as part of the original question while still requiring the participant to
initiate a response to the original question
Level 4 Suggestion
Definition: Rephrasing, a personal connection, and the addition of wording to suggest a
plausible answer applicable to the interviewee’s personal context
Use: Utilize when there seems to be confusion of what the question is asking despite both
rephrasing the question and offering a personal connection, Incorporate wording that presents
examples of potential applicable responses in a novel way that allows the participant to respond
to the suggestion rather than needing to initiate an original response.
Category - Solution
Utilize appropriately to address issues of participate burnout and inapplicable responses
Level 5A Engaging
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Definition: Offering support or interaction not specifically relevant to the interview for purposes
of encouraging the interviewee's continued engagement
Use: Incorporate comments and behaviors regularly to encourage the participant to continue
engaging in the interview process, Use liberally but especially when the participant seems to be
becoming more fatigued
Level 5B Deferring
Definition: Offering an alternative option for collecting a response when the interviewee is
uncertain or unable to offer an applicable response
Use: Only utilize when there is clear confusion or uncertainty as to what a question is asking or
what an applicable response might include despite having utilized every other type of prompting
to offer the participant support
Prompting Adaptations
Sample Question: What do you do for fun?
Assume the sample question is from a set of questions about the participant’s lifestyle. Assume
prior knowledge that the participant’s favorite activities include going to the park.
Category - Common
Level 1A Question
Interviewer: What do you do for fun?
Level 1B Instruction
Interviewer: Ok, now I’m going to ask you a few questions about your lifestyle. Anytime you
don’t feel comfortable answering a question, just let me know. Otherwise, please answer
each question with as much detail as you can.
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Level 1C Comprehension
Participant: I like going to the park.
Interviewer: Ya, you have fun at the park?
Participant: *nods*
Interviewer: Ok.
Category - Clarifying
Level 2A Clarification
Participant: *seems confused or uncertain*
Interviewer: What are some fun activities you like to do or fun places you like to go?
OR
Participant: I like going to the park.
Interviewer: Ok, do you like to go anywhere else?
Level 2B Restatement
Participant: The park.
Interviewer: You like going to the park?
Level 3 Connection
Participant: *seems confused or uncertain*
Interviewer: What are some fun places, like the park, that you like to go?
Level 4 Suggestion
Participant: *seems confused or uncertain*
Interviewer: Do you like going to the park?
Category - Solution
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Level 5A Engaging
Interviewer: That does sound like fun. You’re doing great [Participant’s Name].
Level 5B Deferring
Participant: *seems confused or uncertain*
Interviewer: Do you think your [Family Member] could tell us more about what you do for
fun?
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